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In light of current worldwide developments, the conference theme

“Value Diversity” explicitly refers to the changes we need to see.

The Covid-19 pandemic is a disruptive force, a crisis that at the same

time accelerates and reveals the effects of exclusionary (neoliberal)

societal structures. Recently, the Black Lives Matter (BLM) movement

is further disrupting the status quo by fiercely protesting the racism

that has been at the root of many injustices around the colonized

world for so long. The pandemic, BLM and disability rights all intersect

at various crucial points, including police violence, exclusion from

important healthcare practices and resources, and the overall violation

of human rights.

In order to tackle such issues at their core, it has to be recognized that

we need to Value Diversity. There is value to humankind in finally

embracing what has been undervalued in the past: to value diversity

means to move forward on the path towards social inclusion for peo-

ple with disabilities, and towards equality for all. This matter needs to

be seriously considered through scientific study and information shar-

ing, through debate on how social structures exclude people with

intellectual and developmental disabilities from participating in

society.

We need to value diversity in political and media representation to

include perspectives and input and output from all walks of life.

We need to value diversity in healthcare policies to create specialised

treatments and fair prioritisation, and to raise awareness of the reci-

procity of relationships between people with disabilities and their

families/caregivers, who rely on each other's proximity for their well-

being.

We need to value diversity in designing a “New Normal” in which

nobody will be left behind, and in which the rights and privileges of

one group will not impede those of another.

KEYNOTE DEBATES

Keynote debate: “New Eugenics”
Track: Ethics, Politics and Diversity

Keynote speaker: Prof. Fiona Kumari Campbell, University of Dundee

Co-speaker: Dr. Fabrizio Fea, Vice President of EASPD

Co-speaker: Lesley Verbeek, Research Master student, University of

Groningen

Debate leader: Prof. Hans Reinders, Vrije Universiteit Amsterdam

In the Special Interest Research Group for Ethics' publication “The quiet

progress of the New Eugenics,” following IASSIDD's 16th World Con-

gress in Glasgow in 2019, its authors (Prof. Dr. Hans Reinders, Prof.

Dr. Tim Stainton and Prof. Dr. Trevor R. Parmenter) “consider recent

developments in terminating human life affected by intellectual and

developmental disability.” These developments include “ending the lives

of severely disabled prematurely born infants, terminating pregnancies

after positive outcomes of genetic screening and testing, and ending the

lives of persons with intellectual and developmental disabilities by

means of euthanasia.” The justification for these practices is rooted in

ideas about a strong correlation between intellectual and developmental

disabilities and a poor quality of life, which, as the authors argue, ignores

“alternative views, most of all the views of persons and families directly

implicated who do not consider living with intellectual and developmen-

tal disabilities identical with a life full of suffering.”
Some readers expressed concerns about using a term as abhorrent as

eugenics to describe these developments. It is indeed a concept that is

widely rejected as anachronistic, as Prof. Dr. Hans Reinders recog-

nizes. To completely reject this direct comparison, however, would be

to also reject the unresolved and deeply rooted undercurrents of able-

ism that are at the core of both “old” eugenics and certain present-

day philosophies and practices in science, healthcare and beyond.

Comparing “old” and “new” eugenics, as is done in this debate from

several different perspectives, can help to navigate the impact of able-

ism on people's lived experience. It opens up space for the examina-

tion of whether it is truly too far-fetched to argue that eugenics never

disappeared, but rather took on a new form.

“The quiet progress of the New Eugenics” can be accessed here:

https://onlinelibrary.wiley.com/doi/abs/10.1111/jppi.12298.

Keynote debate: “COVID-19”
Track: Health, Behaviour and Disability Conditions

Keynote speaker: Luk Zelderloo, Secretary General, EASPD

Keynote speaker: Christine Linehan, University College Dublin; chair,

IASSIDD Comparative Policy and Practice SIRG

Debate leader: Boris van der Ham, chair, Vereniging Gehandicaptenzorg

Nederland (VGN)
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During the IASSIDD conference in Glasgow, a Memorandum of

Understanding (MoU) was signed between IASSIDD and the

European Association of Service providers for Persons with

Disabilities (EASPD) on August 8th 2019. EASPD promotes equal

opportunities for people with disabilities through effective and

high-quality service systems, and works towards ensuring the full

implementation of the UN Convention on the Rights of Persons with

Disabilities, thereby representing over 17,000 organisations. The

MoU is an important agreement expressing the willingness to collabo-

rate and to improve the understanding of intellectual disabilities and

help create a more inclusive, fulfilling, and accepting society.

The COVID-19 pandemic has the effect of accelerating and reveal-

ing exclusionary practices in society, and we are witnessing wide-

spread failures to accommodate to the needs of people with

disabilities. At the same time, healthcare workers and organisations

who have to work harder than ever before to help vulnerable

groups, are met by many with expressions of support and calls for

action to reform healthcare. IASSIDD and EASPD's aim for this

debate is to bring together professionals who can share their views

on the impact of COVID-19 on people with disabilities and their

relatives and caregivers, and on the crucial role that service pro-

viders can play, and who can provide an insight into how we

should move forward.

Keynote debate: “Why care about the end of life?”
Track: Ethics, Politics and Diversity

Keynote speaker: Prof. Dr. Stuart Todd, University of South Wales

Co-speaker: Dr. Michael Echteld, Avans University of Applied Sci-

ences; Stichting Prisma

Debate leader: Prof. Dr. Carlo Leget, University of Humanistic Studies

in Utrecht; Health Council of the Netherlands

As people we have always cared about the end of life. In the past we

cared because the fate of the dead was important. We may care less

about this now than before, but we do care, and probably worry about

how we will die. Yet in relation to some groups of people, we are less

inclined to think about this topic.

One of those groups includes people with intellectual disabilities and

those who survive them. However, the coronavirus has, to an extent,

changed this. Death, dying and people with intellectual disabilities are

now more talked about than ever before. It is, perhaps, the last act of

inclusion, to draw people into conversations about death, to draw

death into conversations about intellectual disability—to talk about

what it means to die with an intellectual disability, or to experience

the death of a person with an intellectual disability.

These are conversations that are becoming possible, but they still

retain challenges and taboos. These are conversations of importance

to everyone connected to intellectual disabilities, whether as an indi-

vidual, a relative, a professional, a researcher or a policy maker. What

do we do about death? What should we do about death in intellectual

disabilities? Of course we should stop premature death - that is where

we have most of the conversations. However, death will happen, too

soon, maybe too late, but happen it will. And when it happens, it has

some meaning for us all. Bringing death into conversations about our

work and why we do the work we do is the final act of inclusion in

the modern world.

Keynote debate: “Mental Health”
Track: The Course of Life/IDD Across the Lifespan

Keynote speaker: Prof. Peter E. Langdon, Centre for Educational

Development, Appraisal & Research, University of Warwick; Coventry

and Warwickshire Partnership NHS Trust

Co-speaker: Prof. Carlo Schuengel, Vrije Universiteit Amsterdam; co-

director, Amsterdam Public Health Research Institute; leader, Aca-

demic Collaborative Center of ‘s Heeren Loo

Co-speaker: Dr. Biza Stenfert Kroese, University of Birmingham;

chair, CanDo

Co-speaker: Prof. Stijn Vandevelde, Ghent University

Debate leader: Prof. Andrew Jahoda, University of Glasgow

“Talking” psychological therapies with people who have intellectual

disabilities: do we need more focus upon social inclusion?

This debate and discussion will focus on talking psychological thera-

pies with people with intellectual disabilities. We will consider

whether adapting psychological therapies for use with people who

have intellectual disabilities should include an increased focus on

social issues. This includes a range of issues such as poverty, stigma,

bullying, labelling, and broadly, all forms of social exclusion throughout

our shared society. Whether therapists consider this effectively within

the therapeutic process will be discussed and debated.

The likely benefits of an increased focus on methods to promote

social inclusion within psychological therapies for people with intellec-

tual disabilities will be considered.

Keynote debate: “Between choice and judgement: Parents with

intellectual disabilities”
Track: Quality of Life and Support: Individuals, Families, Communities

Keynote speakers: two parents with an intellectual disability (tba)

Co-speaker: Dr. Preethy Sarah Samuel, Wayne State University

Co-speaker: Dr. Marjorie Aunos, chair, IASSIDD Parenting and Par-

ents with Intellectual and Developmental Disabilities SIRG

Co-speaker: Dr. Marja Hodes, ASVZ (Algemene Stichting Voor Zorg-

en dienstverlening)

Debate leader: Prof. Dr. Geert van Hove, Ghent University

Even if the choice of becoming a parent is a fundamental right as out-

lined in the United Nations' Convention on the Rights of Persons with

Disabilities (2006), parenthood can still be a challenging role for many

people with intellectual disabilities. The challenges come from the fact

that parents with intellectual disabilities face more health problems

and are more likely to live in deprived neighbourhoods, have low

incomes and report low levels of social support.

In addition, not only is it difficult for them to get access to proper sup-

port, they are also more often confronted by child protection services,

resulting in a high rate of out of home placements. Furthermore, their

choice to become a parent is regularly questioned and they are faced

with persistent stigma about the quality of their parental functioning.

Irrelevant of research outcomes, the majority of society is still convinced

that parents with intellectual disabilities should not be parents at all.
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In this debate we highlight the stories of parents with an intellectual

disability. Together with these parents, we will talk about the chal-

lenges they were facing when they chose parenthood and how they

dealt with these challenges. We will bring in the perspective of

looking at parenthood from the ableism lens, where the “perfect” par-
ent is one of abled body and mind. We will broaden the discussion to

parenthood with disability in general, as we will listen to the narrative

of a researcher/mother who became disabled (paraplegia, wheelchair

user) when her son was almost two years old. Finally, we will look at

parenthood from a family quality of life perspective, as we will share

with the audience some take-away messages.

ROUNDTABLES

A right to learn! Adult learning programs for people with IDD

Sharon Kerr1, Mary-Ann O'Donovan2, Vimallan Manokara3

1Centre for Disability Studies, University of Sydney, Sydney, Australia;
2Centre for Disability Studies, Sydney, Australia; 3MINDS Institute of

Intellectual and Developmental Disabilities, Singapore, Singapore

Description: Article 24 of the UN CRPD states the rights of people

with a disability to lifelong learning directed to the full development

of their human potential and to enable them to participate effectively

in society. This roundtable will present two adult learning programs

for people with intellectual and developmental disability, firstly a life-

long learning program with a customised curriculum currently being

developed and trialled by MINDS Singapore presented by Vimallan

Manokara. Secondly, the “uni 2 beyond” program providing partici-

pants with an intellectual and developmental disability to participate

as “audit students” alongside the general student body in courses

offered by the University of Sydney in Australia, presented by Sharon

Kerr. Both presentations will inform discussion surrounding the chal-

lenges of initiating adult learning programs in 2021. During this round-

table, Mary-Ann O'Donovan will facilitate discussion and invite

questions from the audience on these two adult learning programs,

and lend her expertise as a global specialist in this field.

Contribution: It is anticipated that this roundtable will generate dis-

cussion regarding the rights of people with intellectual and develop-

mental disabilities to access education and the opportunities that it

affords throughout their lifespan. Further, new ideas formed and

international collaborations will be fostered for the promotion of

learning programs for people with intellectual and developmental dis-

ability globally.

What do “development” and “progress” look like in children and

adults with profound intellectual and multiple disability?

Juliet Goldbart1

1Manchester Metropolitan University, Manchester, UK

Description: The limited research on cognitive development and edu-

cational progression in children with profound intellectual and multi-

ple disabilities suggests that they make little educational progress

after the middle school years. If we truly value people with profound

intellectual and multiple disabilities, is educational progress important?

Development comprises more than cognition and educational pro-

gress. Physical development may continue in line with chronological

age and interpersonal relationships may expand and deepen over

time. How should we support families and educate children with very

complex needs? We propose four speakers who will consider contra-

sting aspects of this topic: Education, Physical development and

health, Interpersonal issues, A parent's perspective.

Contribution: We expect participants to discuss whether “progress” is
a meaningful concept in profound intellectual and multiple disabilities,

and whether an over-emphasis on progress could result in a lack of

consideration of interpersonal and emotional issues. Outcomes could

include suggestions regarding the education of children and young

people with profound intellectual and multiple disabilities, how this

might change over their life course, how interpersonal and community

engagement can be supported.

Curricula for students with intellectual disabilities: international

perspectives

Tobias Buchner1, Rhonda Faragher2, Karrie Shogren3, Kenneth Poon4,

Judith McKenzie5

1University of Education Upper Austria, Linz, Austria; 2University of

Queensland, Brisbane, Australia; 3University of Kansas, Lawrence,

Kansas, USA; 4National Institute of Education, Singapore, Singapore;
5University of Cape Town, Cape Town, South Africa

Description: Curricula define learning goals across grades, and the

intended content and process goals of different subjects. They are

therefore of key relevance for instruction and learning in schools. Over

the course of the last 40 years, most countries around the globe devel-

oped specific curricula for students with intellectual disabilities, in order

to help professionals in schools adapt to the learning needs of this pop-

ulation. In the last decade, some countries, e.g. Australia, moved away

from such an approach and developed one curriculum for all students,

so that students with intellectual disabilities are supposed to be taught

and assessed with reference to that curriculum with support. However,

relatively little is known about the developments in the area of curricu-

lum and inclusive education of students with intellectual disabilities

from an international comparative perspective. In order to fill this gap,

participants of the roundtable will compare curricula in relation to stu-

dents with intellectual disabilities from five countries (Australia, Austria,

Singapore, South Africa and USA).

Contribution: The expert group will focus on different aspects, such

as inclusiveness (one curriculum for all vs. special curricula), assess-

ment (of students with intellectual disabilities against the general cur-

riculum) and the nature of reasonable adjustments for various

subjects.
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Autism and employment: Strategies and alternatives

Mitzi Waltz1, Simon Bury2, Hilary Fertig3, Agnieszka Siedler4, Daniel

Leong5

1Athena Institute, Vrije Universiteit Amsterdam, Amsterdam, The

Netherlands; 2La Trobe University, Bundoora, Australia; 3Employment

Autism, New Malden, UK; 4Akademia Pedagogiki Specjalnej im. Marii

Grzegorzewskiej, Warsaw, Poland; 5ASEAN Autism Self Advocacy

Network, Singapore

Description: In Europe, the percentage of autistic adults in paid

employment has actually gone down recently—and the pandemic is

likely to affect this group even more adversely than the general pub-

lic. This roundtable will include participants from different countries,

who work with different sub-groups within the autistic community,

to explore strategies for increasing employment rates, and ensuring

that employment experiences are life-affirming and provide ade-

quate income. We will also discuss potential and actual alternatives

to employment for autistic adults that can provide similar social ben-

efits (belonging, making a societal contribution) and, in some cases,

financial benefits. A brief introduction from the chair, including most

recent statistical data, will be followed by panelists briefly presenting

the situation in their own countries/the sub-group they work with.

Contribution: Adults with autism are increasingly accessing higher

levels of education, including completion of secondary school and

higher vocational education or university. This investment on the

part of autistic people, their families, and professionals represents

high potential across the adult lifespan, but significant barriers

remain. This is intended as a practical strategy-sharing session. We

will generate strategies to increase the number of autistic adults in

paid employment, and workable, positive alternatives to

employment.

Evaluating social inclusion programs across cultures: Lessons from

Special Olympics Unified Schools

Ashlyn Smith1, Meghan Hussey1, Michelle Yin2

1Special Olympics International, Washington, DC, USA; 2American

Institutes for Research, Washington, USA

Description: Special Olympics Unified Schools uses inclusive sport,

youth leadership, and whole school advocacy to foster socially inclu-

sive school environments for students with and without intellectual

disability. Over a decade of rigorous evaluation in the United States

has demonstrated positive impacts of this program for all students.

However, there is a lack of global evidence, especially in developing

countries where access to inclusive education for children with intel-

lectual disability is often hampered by lack of data demonstrating its

effects. The Play Unified Learn Unified project has created an oppor-

tunity to grow Unified Schools globally and create a global evalua-

tion framework and tools to assess the implementation and impact

of this program around the world. Presenters in this roundtable will

describe the process and preliminary findings of creating and

adapting this evaluation framework across four countries with

diverse students, and different cultural contexts and education sys-

tems. The audience will be invited to share similar experiences and

questions.

Contribution: This discussion will provide solutions for cross-cultural

evaluations in education and ideas for future work in evaluation adap-

tion, with the ultimate goal of addressing the lack of data that exists

to combat stigma and foster social inclusion for students with intellec-

tual disability.

Ethics is everyone's business

Ruth Northway1, Petra Bjorne2, Marjorie Aunos3, Esther Bakker-van

Gijssel4

1University of South Wales, Pontypridd, UK; 2Department for Disability

Support, Malmo, Sweden; 3Brock University, St. Catharines, Canada;
4Radboud University Medical Center, Nijmegen, The Netherlands

Description: Research, policy and practice in the field of intellectual

disability present a range of ethical challenges. IASSIDD provides an

important forum for discussion of ethical issues and the develop-

ment of appropriate responses. However, for this potential to be

realised it is important that SIRGs work together, and that there is

recognition that ethical issues are relevant to the work of all SIRGs.

This roundtable, coordinated by the Ethics SIRG in collaboration with

the Health and Parenting SIRGs, aims to: 1) Reflect on recent collab-

orative work between these SIRGs, 2) Explore the potential for

extending this collaborative work to additional SIRGs, 3) Begin the

development of a collaborative programme of work focused on ethi-

cal issues. The roundtable will be chaired by Ruth Northway (co-

chair of the Ethics SIRG) and will include presentations by Esther

Bakker-van Gissel (Health SIRG), Marjorie Aunos (Parenting SIRG)

and Petra Bjorne (co-chair of the Ethics SIRG). This will be followed

by group discussion.

Contribution: This roundtable will contribute to the “Ethics, politics
and diversity” track. Through exploration of the way(s) in which ethi-

cal issues are relevant to the work of all SIRGs, it will provide the

basis for the development of a future programme of

collaborative work.

Paternalist governance: Between care and disablism

Kurt Bendix-Olsen1, Henar Gonz�alez2, Grace Khawam3

1UCL Erhvervsakademi og Professionshøjskole, Odense, Denmark;
2Universitat Autònoma de Barcelona, Bellaterra, Spain; 3University of

Oxford Brookes, Oxford, UK

Description: Persistent stigmatization and “othering” of individuals

with intellectual disability have led to their representation as vulnera-

ble citizens lacking autonomy and needing to be “governed from the
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outside.” This has been reflected in policies and practices that often

provide paternalistic justifications of interference and sometimes

coercion in a person's life. The autonomy vs. paternalism debate

remains an ethical dilemma of valid significance in different national

governance contexts, and in institutional and community care settings.

After providing a contextual definition of paternalism in policy and

practice, the presenters will demonstrate manifested forms of pater-

nalism in daycare, education, transition and employment through

examples from Denmark, Lebanon and Spain. The presenters will

argue that paternalism is a form of disablism which could further exac-

erbate oppression of persons with intellectual disability and may con-

tradict the principles of care. A discussion on implications in social

development policies and service provisions will be facilitated with

the audience.

Contribution: Participants will be invited to engage in the debate and

in a collective self-reflection of their own practices as scholars, service

providers, caregivers, parents and self-advocates. Propositions of

person-centered policies and social care practices which promote

autonomy, diversity and active citizenship will be discussed.

Newer approaches to assessment and certification of intellectual

and developmental disability: Implications for service delivery

Thomas Kishore1, John Vijay Sagar Kommu1, Manohar Harshnini1

1National Institute of Mental Health and Neurosciences, Bangalore, India

Description: Intellectual and developmental disorder (IDD), which in

legal terms is known as intellectual disability, is one of the 21 disability

conditions identified in India. There are several provisions in India for

early identification and intervention, health, education, vocational

training and employment. But fundamental to availing all services is

ascertaining the condition and certifying the disability. The existing

guidelines emphasize use of standardized assessment tools for

ascertaining the condition, including its severity and degree of disabil-

ity. However, there are specific limitations to this approach such as

lack of adequate manpower, non-availability of tools that meet the

diverse needs of the population, lack of updated norms, trained man-

power and most importantly, limited applicability for understanding

the support needs and programme planning goals. Clinical diagnosis of

intellectual and developmental disability is made based on ICD

criteria, but the measures used for disability assessment methods are

very old. There is an increased emphasis on adaptive behaviours in

identifying intellectual and developmental disability and on determin-

ing the support system rather than rigidly defining the severity levels

based on intelligence quotients.

Contribution: In this regard, aims and objectives of the discussion are

as follows:

1) Reviewing the existing methods of assessment and identification of

IDD, 2) Identifying system-related challenges in the process of identi-

fication and certification of IDD, 3) Examining newer approaches to

identification and certification of disability in IDD, 4) Strategies for

optimum use of resources in identification IDD and service delivery

and 5) Drawing a road map for policy-related changes for effective

service delivery in IDD.

Inclusive research

Andrew Miller1, Ruth Callander1, Deborah Kinnear2, Deborah James3

1The Scottish Commission for People with Learning Disabilities, Glasgow,

UK; 2Scottish Learning Disability Conservatory, Glasgow, UK;
3Manchester Metropolitan University, Manchester, UK

Description: Inclusive research practices are seen as worthwhile for

myriad reasons, including improved research quality, as well as the

intrinsic value of including research subjects in the process. It is becom-

ing commonplace, yet there is little agreement as to what inclusion

should look like in practice. Authors will provide examples of methods

of inclusive research in their work and lead a discussion. Discussants

will prepare responses to the following questions: 1) What should inclu-

sion look like for research projects involving people with learning dis-

abilities? 2) What are the benefits? 3) What are your worries?

Contribution: Utilising different examples of inclusive research from

the authors, the roundtable will provide an open forum for people

with learning disabilities, researchers and interested stakeholders to

discuss the benefits and drawbacks of inclusive research, good (and

bad) practice, the tensions between inclusive research and academic

rigour. The congress provides a unique opportunity to discuss issues

associated with the inclusion of people with learning disabilities in

research projects with global leaders in research.

Promoting experiential expertise in research, education, practice and

policy—The next step

Gonny Ten Haaft1, Joos Vaessen1

1ZonMw, Den Haag, The Netherlands

Description: Experiential expertise can contribute substantially to

improve research, policy and practice in health and social care.

Although the concept and use of experiential expertise is developing

rapidly, it is relatively new in the field of health and social care. Knowl-

edge about experiential expertise and how to bring it to its own is

increasing, however it is still diffuse and scattered. ZonMw, the Dutch

funder for research and innovation in health care, stimulates experien-

tial expertise in various ways. ZonMw is developing a signalement

about the state of affairs of experiential expertise in the Netherlands

and has hired a quartermaster to further stimulate the position of

experiential expertise in the field.

Contribution: In the roundtable, the results about the position and the

requirements to further improve the position of experiential expertise

in policy, practice, research and education will be discussed in an

interactive way with experts and audience. The position of experien-

tial experts and the role of policymakers, researchers, client advocacy

organizations and funders in this will be a key theme.
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Data management in disability research: Are you getting the most

from your data?

Gail Birkbeck1, Adam Nolan2, Christine Linehan2

1University College Cork, Cork, Ireland; 2University College Dublin,

Dublin, Ireland

Description: Data management can often be deferred while researchers

crank up activities related to study design and data collection. Funders,

however, are increasingly requiring data management plans (DMPs) and

open access to data when a study concludes. This roundtable considers

the development and implementation of a DMP using a case study of a

global anonymous online survey of the experiences of caregivers during

the pandemic. We present an outline of this study's data management

activities including data documentation, storage and access to data, ana-

lyses, delivery of findings to target audiences as well as governance

issues pertinent to ethical approval and data ownership.

Contribution: Increasingly research data is being treated as having

value in its own right and not just as a by-product of the research pro-

cess. We aim to share our experiences and insights into the tools and

systems needed to manage and share research data more effectively.

We hope to encourage other disability researchers to consider the

increasing data management requirements of funders and the oppor-

tunity to share disability data in open repositories. We ask why so lit-

tle disability data is archived and what ethical issues may arise from

open access data policies.

End-of-life decisions and End-of-life care under crisis conditions:

Lessons learnt from COVID-19

Irene Tuffrey-Wijne1, Sabine Schaeper2, Britt-Evy Westergard3,

Marieke Groot4

1Kingston & St George's University, London, UK; 2Catholic University of

Applied Sciences NRW, Cologne, Germany; 3Oslo Metropolitan

University, Oslo, Norway; 4Radboud University, Nijmegen, The

Netherlands

Description: There have been concerns that some adults with intellec-

tual disabilities may not get the right care and support when they

approach the end of life, and when they are dying. These concerns

have continued during the COVID-19 pandemic. Pressing issues have

included shorter periods of dying, barriers to accessing healthcare

(including intensive and end-of-life care), confusion over do-not-

resuscitate orders, and the isolation both people with intellectual dis-

abilities and carers/staff may have experienced in the last days/weeks

of life. This roundtable discussion draws on the results of an interna-

tional survey on end-of-life care and how COVID-19 has affected this.

We will provide an overview of the results of the survey, and look in

detail at data from the UK, Germany, Norway and the Netherlands.

Contribution: Discussion points will include: What concerns around

end-of-life issues during the COVID-19 pandemic have been raised in

your country or area of work? How have, or can, these be addressed?

COVID-19 may have exposed pre-existing problems or inequalities in

end-of-life care provision, but it may also have provided new opportu-

nities or new ways of addressing the issues. What can we learn from

this for post-pandemic end-of-life decision making and the provision

of end-of-life care to people with intellectual disabilities?

Theorising support for parents with intellectual and developmental

disabilities and their families: Care, social practices and vulnerability

Danielle Turney1, Beth Tarleton2, Gillian Macintyre3

1 Queen's University Belfast, Belfast, UK; 2University of Bristol, Bristol,

UK; 3University of Strathclyde, Glasgow, UK

Description: Our interest here is in the role of theory in informing work

with parents with intellectual and developmental disabilities. Work in

this area has offered numerous practice-based insights but has not

always paid the same attention to theory. However, our work has

highlighted the potential contribution of three different perspectives

that we think have much to offer: conceptualisations of care, social

practices, and vulnerability. The three speakers have all been involved

in research with parents with intellectual and developmental disabilities,

and have drawn on these approaches in their work. Each speaker will

introduce one of the perspectives (care ethics: Turney; social practice

theory: Tarleton; vulnerability: MacIntyre) and apply it to a vignette

drawn from practice which will be shared with participants at the

beginning. Audience members will be invited to discuss each approach

in relation both to the vignette and their own country/practice context.

Contribution: The discussion will allow participants to explore the

potential utility of each approach and how it might enhance understand-

ing of effective and positive support for parents with intellectual and

developmental disabilities and their families. We hope this will contrib-

ute to wider debate about how family support needs are conceptualised

and how theory can support the development of best practice.

Injustice in the child welfare system: Research on parents with

intellectual disability

Laura Pacheco1, James Rice2, Marjorie Aunos1, David McConnell3

1CIUSSS-ODIM, Lachine, Canada; 2University of Iceland, Reykjavík,

Iceland; 3University of Alberta, Edmonton, Canada

Description: Decades of international research has shown that parents

with intellectual disability are over-represented within the child welfare

system. They are the most vulnerable group of caregivers to have their

children permanently removed from their care. Systemic and institu-

tional barriers are at the heart of this social issue. This includes but is

not limited to assumptions of incompetence, over-reliance on parental

disability to justify child welfare involvement and or child apprehension,

and biased and unequipped service systems. Three researchers will pre-

sent findings from different research projects. The aim will be to engage

the audience in a research-based discussion on the social inequities
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these families face in the child welfare system and how future research

can respond to this institutional disableism.

Contribution: This roundtable will contribute to the state of research

knowledge regarding the intersection of parents with intellectual dis-

abilities and the child welfare system. The rich discussion and insights

garnered within this roundtable with parents and parenting SIRG

members will also provide a basis for a webinar within IASSIDD on

this topic within the quality of life and support: Individuals, Families

and Communities track.

Prenatal and postpartum health disparities in women with

intellectual and developmental disabilities: Generating

recommendations for action

Hilary Brown1, Mitra Monika2, Willi Horner-Johnson3,

David McConnell4

1University of Toronto Scarborough, Toronto, Canada; 2Brandeis

University, Waltham, Massachusetts, USA; 3Oregon Health Sciences

University, Portland, Oregon, USA; 4University of Alberta, Edmonton,

Alberta, Canada

Description: The perinatal health of women with intellectual and

developmental disabilities has received minimal clinical and public

health attention. This interactive roundtable examines the health of

pregnant and postpartum women with intellectual and developmen-

tal disabilities and identifies research, clinical, and policy priorities to

improve their outcomes. Panelists Hilary Brown, Monika Mitra, and

Willi Horner-Johnson and chair David McConnell will discuss

research on pregnancy and postpartum complications, as well as

experiences of health care access, among women with intellectual

and developmental disabilities. Available health, mental health, and

other supports for this population will be identified. The audience

will be engaged through a series of discussion questions and activi-

ties about possible intervention approaches and clinical practice rec-

ommendations to improve perinatal care.

Contribution: This Roundtable is a follow-up activity to a webinar on

the same topic organized by the IASSIDD Parenting SIRG in Spring

2021. The expected outcomes of the roundtable will be development

of a set of research, clinical, and/or policy recommendations in the

form of an IASSIDD report, to improve health care for pregnant and

postpartum women with intellectual and developmental disabilities.

This Roundtable will contribute to the Congress theme of “value
diversity” and Track 2 by improving quality of life and support for

diverse populations of pregnant and postpartum women.

Using robotics in support for parents with intellectual disabilities:

Ethical issues

Marja W. Hodes1, Mark Vervuurt1, Bastiaan Bervoets2

1ASVZ, Sliedrecht, The Netherlands; 2Garage 2020, Rotterdam,

The Netherlands

Description: Using robotics to support parents with intellectual dis-

abilities in the performance of their child-rearing tasks might help

them to improve family quality of life. Proper assistance for these

parents is affirmed in the UN Convention on the Rights for Persons

with Disabilities. However, tools to support parents can be used

appropriately or inappropriately, depending on the mindset of the

professionals using these tools. In this roundtable we would like to

discuss ethical issues concerning the use of robotics in supporting

parents.

Two issues will be pinpointed: 1) What is the best way to collect sup-

port needs from parents with intellectual disabilities in participation

action research? 2) What is important to do or to leave to catch ideas

of parents and not the ideas from professionals about these needs?

Support tools like robotics can be used in a positive supportive or in a

coercive way. What are the pitfalls to take into account? What are

the ideas about ethical protocols?

Contribution: With this discussion we contribute to the discussion of

a careful use of robotics in supporting parents with intellectual disabil-

ities. We raise awareness about the pitfalls that might harm parents

when ethical issues are not addressed.

Under the radar: Parents with intellectual disability in the U.S. child

welfare system

Wendy Zeitlin1, Sarah Lorr2, Astraea Augsberger3

1Montclair State University, Montclair, New Jersey, USA; 2Brooklyn Law

School, Brooklyn, New York, USA; 3Boston University, Boston,

Massachusetts, USA

Description: There is broad understanding that parents with disability

are overrepresented in the U.S. child welfare system, and this round-

table will use findings from a recent study as a springboard for discus-

sion. That study examined the degree to which parental disability was

reported in the U.S. child welfare system and uncovered that parental

intellectual and developmental disability goes unreported approxi-

mately 70% of the time; however, reporting was significantly higher in

jurisdictions that allow consideration of parental disability in decision-

making related to termination of parental rights. This finding suggests

that the continued failure to support parents with intellectual and

developmental disability in the U.S. may be related to the fact that

parental disability itself is often unidentified, leaving parents and fami-

lies without opportunities to benefit from potentially helpful services

and supports.

Contribution: The contribution of this roundtable is to build a better

understanding of how reporting of parental disability in child welfare

may be a first step in supporting families. Discussion will include impli-

cations for U.S.-based research, ongoing discrimination and invisibility

of parents with intellectual and developmental disability within the

U.S. child welfare system, legal implications of invisibility, and lessons

the U.S. can learn from other countries that have developed consider-

able research in the area of parenting with intellectual and develop-

mental disability.
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Valuing diversity: What does this mean for parents with intellectual

and developmental disability and their children?

Margaret Spencer1, Marjorie Aunos2

1University of Sydney, University of Sydney, Australia; 2Brock University,

Montreal, Canada

Description: There is greater openness and opportunities for those once

denied the right to parent to become parents; coupled with the emer-

gence and acceptance of diverse ways of being a family and parenting.

This acceptance has been afforded mainly to those with status, resources

and power, while those on the margins of society—such as parents with

intellectual and developmental disability—continue to struggle to have

the diversity they bring to parenthood recognised, respected, and

supported. Disablist and ableist attitudes, policies and practices under-

mine justice for parents with intellectual and developmental disability

and their children. Disablist assumptions about parents with intellectual

and developmental disability remain entrenched and pervasive; while

hegemonic ableist constructs of parenthood continue to define expecta-

tions, frame how parents with intellectual and developmental disability

are assessed, treated and judged, and used to legitimise the actions taken

to justify the termination of their rights. The objective of this roundtable

to envisage how our research and practice can more effectively address

disablism and ableism. This roundtable will be led by a panel of experi-

enced and emerging parenting with intellectual and developmental dis-

ability researchers, parents with intellectual and developmental disability

and leaders pursuing justice for other marginalised parents.

Contribution: This roundtable will make an important contribution to

informing current and next generation research related to parents

with intellectual and developmental disability.

Building bridges: Similarities and differences between parents with

intellectual and developmental disability and physical disabilities

Evelina Pituch1, Coralie Mercerat2, Lesley Tarasoff3, Lyndsey Hahn4

1School of Rehabilitation, Université de Montréal, Montreal, Canada;
2Psychology Department, Université du Québec à Montréal, Montreal,

Canada; 3Department of Health and Society, University of Toronto

Scarborough, Toronto, Canada; 4University of Alberta, Edmonton,

Canada

Description: In the last decades, there has been substantial research

on the parenting of adults living with intellectual and developmental

disability. However, few parallels have been made with other disability

groups, such as parents living with physical disabilities, including par-

ents also living with cognitive impairments. This roundtable will be

chaired by Gwynnyth Llewellyn (University of Sydney) and will include

speakers from four different Canadian universities: Evelina Pituch

(Université de Montréal), Coralie Mercerat (Université du Québec à

Montréal), Lesley Tarasoff (University of Toronto Scarborough) and

Lyndsey Hahn (University of Alberta). The audience will engage in a

30-minute discussion after four five-minute presentations focusing on

parents with physical disabilities' needs and postpartum services.

Contribution: Drawing comparisons with other parenting research

fields may reveal gaps in knowledge and new ways to move forward

for parents with disabilities. This roundtable will discuss the similar

and different life experiences of parents with disabilities. What

issues do parents face? In making sure that no parent is left behind,

should future research be all-inclusive or focus on specific parental

diagnoses? This roundtable will be the first of many more interna-

tional initiatives that aim to build strong bridges amongst various

parenting fields.

Bridge the gap: Collaboration between parents with intellectual

disability, child protection services and professionals

Marja Hodes1, Marcia Lever2, Yvonne Blesgraaf3, Manouk van

Voskuilen4

1ASVZ, Sliedrecht, The Netherlands; 2Topgroep, Zevenaar, The

Netherlands; 3Cordaan, Amsterdam, The Netherlands; 4Middin, Den

Haag, The Netherlands

Description: When safety becomes an issue in families headed by par-

ents with intellectual disabilities, different fundamental rights can

become in conflict. On one hand, the child has the right to grow up in

a safe environment. On the other hand, parents have the right to edu-

cate their child. Two different camps can emerge: one fighting for the

rights of the child and one fighting for the rights of parents. In this

presentation we will argue that child's safety can only be guaranteed

when there is a close cooperation between parents, child protection

services and service providers. We present a good practice example

with serious concerns about child's safety. We show how close collab-

oration between parents, child protection services and service pro-

vider end up in good enough safety for the child, using the Dutch

program HoldOn, a program based on solution-focused principles. In

the roundtable we discuss difficulties in collaboration, and how to

overcome these difficulties.

Contribution: With this discussion we contribute in bridging the gap

between child and parent rights. We show a new perspective to

enhance quality of life for children and their parents in such a way

that parents feel respected and children are safe and cherished.

How to foster durable inclusion of people with intellectual and

developmental disability in medical research?

Karen Mogendorff1, Alyt Oppewal1, Dederieke Maes-Festen1

1Erasmus Medical Center, Rotterdam, The Netherlands

Description: Shared decision making (SDM) is increasingly important

in medical practice and research. Systematic involvement of people

with intellectual and developmental disabilities in medical research

may contribute to research and treatments that are optimally tailored

to the health and lifeworld of people with intellectual and develop-

mental disabilities. Medical research traditionally relies heavily on

objective health indicators. So, how does one include peoples'
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expertise in medical research designs that generally do not accommo-

date subjective experiences? Adjustments on the epistemological level

may ensure that peoples' experiential expertise is durably integrated

in medical research designs. We present a concept-framework for

inclusion of people with intellectual and developmental disabilities'

expertise in medical research based on SDM. This framework is

informed by an epistemic conceptual analysis, and our first experi-

ences with involving people with intellectual and developmental dis-

abilities in medical research within the HA-ID consortium (Healthy

Ageing and Intellectual Disabilities) at the Erasmus Medical Center,

University Medical Centre Rotterdam.

Contribution: We will share our ideas and experiences with inclusion

of people with intellectual and developmental disabilities in research

and invite participants to share their experiences and expertise. This

will improve our framework and helps the intellectual and develop-

mental disabilities research community to develop shared ideas and

practices on how to involve people with intellectual and developmen-

tal disabilities in various forms of medical research.

Easy English and Easy Read, 2 years on

Cathy Basterfield1, Xavier Moonen2

1Access Easy English, Mentone East, Australia; 2University of Amsterdam,

Amsterdam, The Netherlands

Description: Two years ago at the World Congress in Scotland, an

inaugural roundtable met to discuss issues around the current

research and development of accessible written information. Many

questions were raised.

Some further research has been published since 2019. There are

many more questions that need to be explored.

The COVID-19 pandemic has raised many issues for people with intel-

lectual disability in their access to written information in a way they

need it, at the time they needed it. Technical PLAIN Standards and

Easy to Read Standards are being discussed and developed or ratified

in other sectors that identify the need for clear and accessible written

information. We need to engage in these processes, and consider how

they may be of practical benefit for the research being undertaken in

our sector. This may have an impact on documents being created with

and for people with intellectual disability and low literacy.

Contribution: 1) To build on the international collaboration; 2) To

share current policies and practise for accessible information in differ-

ent countries; barriers and facilitators; 3) To share issues raised during

the pandemic, and possible solutions; 4) To share knowledge on

research that is currently underway, is being considered, and to pro-

pose other research questions.

Track 1: Inclusive Education and Employment

PRESENTATIONS IN A SYMPOSIUM

Being close at a distance: Learning maths

Family math: Involving parents in mathematics education of children

with Down syndrome

Elena Gil Clemente1, Ana Mill�an Gasca2

1University of Zaragoza, Zaragoza, Spain; 2Universita degli studi Roma

Tre, Roma, Italy

Background: An experimental pedagogical research regarding children

with Down syndrome approaching mathematics in their home envi-

ronment was designed, taking advantage of the lockdown conditions

in Spain in response to the Covid-19 pandemic. We explored: a) an

informal approach involving home spaces and objects, and b) the

engagement of parents and siblings.

Method: A series of 14 mathematical challenges was designed on a

weekly basis, regarding whole numbers (counting, cardinality, little

oral problems), plane geometry (straight lines, polygons, circle)

and solids (cylinders, orthohedrons). The target consisted of

16 children aged 3 to 13 whose families received the request by

WhatsApp and were asked to record a short video that synthe-

sized the child's work. The video material was analyzed in video-

compilations.

Results: All the families took assiduous part in the weekly activities

showing deep engagement maintaining the weekly connection, orga-

nizing the activity and producing videos, in which a joyful approach

resonates.

Conclusions: This project is part of an ongoing research on the educa-

tional role of mathematics in youngsters with intellectual and develop-

mental disabilities, that explores the need to linking informal

experiences on number and form with school mathematics. Moreover,

the approach by means of challenges rather than execution of tasks

proved crucial in engaging both children and parents.

Students with Down syndrome using technology to learn secondary

mathematics

Rhonda Faragher1, Kim Beswick2

1University of Queensland, St Lucia, Queensland, Australia; 2The

University of New South Wales, Sydney, Australia

Background: The research investigated the way secondary students

with Down syndrome used technology, such as spreadsheets and

calculators to learn concepts in the secondary mathematics

curriculum.

Method: Five secondary school aged students who were being taught

the standard secondary mathematics curriculum, with adjustments, in

regular classrooms participated over the two years of the study. Class-

room observation rounds involved video recording of lessons, inter-

views with teachers and collection of lesson artefacts. Four

observations rounds were undertaken for each participant. Data spe-

cifically related to the use of mathematics technology were analysed

through a disability studies in mathematics framework.

Results: All students were expected to make use of technology to

support their learning, and teachers explicitly taught them how to do
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so. The technology served as affordances and enablers to undertake

more sophisticated mathematics than would have been possible

without.

Conclusions: The use of the technological tools of mathematics is fun-

damental for the effective use of mathematics in life contexts. Fur-

thermore, these tools have shown the value in making secondary

mathematics accessible to learners with Down syndrome. Implications

for learning mathematics at distance are proposed based on extrapo-

lations from the analysed data.

A Zoom-window to keep in touch

Raquel Catal�an1, Jaione Abaurrea1, Valentina Celi2

1Universidad Pública de Navarra, Pamplona, Spain; 2ESPE d'Aquitaine.

Université de Bordeaux, Pau, France

Background: The research investigates a way to keep children with

intellectual disabilities engaged to the math game through online ses-

sions with an expert, where arithmetical problems resolution is the

basis of the sessions. We also intend to furnish parents with fun, use-

ful mathematical games.

Method: Four children are participating weekly in Zoom-sessions that

are being recorded, deeply analyzed, and edited into free, online short

videos since March 2020. Material (to use on the computer or home-

made) is e-mailed to parents before and after the sessions.

Results: The avatars keep children immersed in the experience of liv-

ing mathematics, which has proven to be so useful for learning them,

and soften the distance imposition. We have also experienced that

children enjoy and learn much more not only when they solve, but

when they propose problems, and besides, this helps us to get to

know their understanding process better.

Conclusions: In distance learning we still can make children to live

mathematics through an avatar, and learn how they develop a mathe-

matical mental process. Furthermore, these sessions have shown us

how to help parents that want to be involved in their childrens' math

formation.

Co-production and co-creation in inclusive education

Including people with intellectual disability in online health

education

Eilish Burke1, Anna Bakker2, Holly Dennehy1, Sarah Bowman1, Alyt

Oppewal2

1Trinity College, University of Dublin, Dublin, Ireland; 2Erasmus MC,

University Medical Center, Rotterdam, The Netherlands

Background: The online platform “Get Wise” aims to empower

people with intellectual disability with the knowledge and skills to

manage their health. The platform and learning modules (“Going to

the doctor” and “Bone health”) were developed in co-creation with

people with intellectual disability.

Methods: People with intellectual disability were recruited in Ireland

and the Netherlands. Because of the COVID-19 pandemic we chan-

ged our methodology from onsite focus groups to online semi-

structured interviews through Microsoft Teams. In total, 14 Irish and

6 Dutch participants participated in the interviews. Participants

expressed what they wanted to learn and shared their experiences

with the internet. During the development, an additional 14 Irish and

3 Dutch participants piloted the platform. They shared their opinion

on the accessibility and the quality and comprehensibility of the fea-

tured information.

Results: People with intellectual disability provided valuable input for

developing and improving the “Get Wise” platform and modules. Par-

ticipants enjoyed participating and being involved in the development.

Online interviews were a feasible method to conduct the interviews.

Conclusions: The co-creation with people with intellectual disability

resulted in an accessible online platform that has been live since

January 2021 and empowers people with intellectual disability to

manage their health.

Get Wise about your health: Developing inclusive

online education

Eilish Burke1, Anna Bakker2, Holly Dennehy1, Sarah Bowman1,

Alyt Oppewal2

1Trinity College, the University of Dublin, Dublin, Ireland; 2Erasmus

Medical Center, University Medical Center, Rotterdam, The Netherlands

Background: To develop, refine and validate a health education

course co-created and co-developed with individuals with intellectual

disability in an accessible easy-read manner on a novel digital plat-

form. The objective was to address and improve each individual's

health and knowledge to empower the individual to become an

informed consumer of health.

Method: The study adopts a qualitative approach through semi-

structured interviews with individuals with intellectual disability on

topics related to the course modules. Contributions were gathered

from an open-ended questionnaire delivered online. Thirty-seven indi-

viduals with intellectual disability from Ireland and the Netherlands

participated. Thematic analysis was used to identify major themes.

Material developed was reviewed and piloted tested with individuals.

Ethical approval was granted from each service provider ethics

committee.

Results: Individuals informed course content and supported reason-

able adjustments. Modules developed included: “Attending the doc-

tor” and “Bone health.” Participants expressed a keen interest to

engage with online education and demonstrated their ability to suc-

cessfully identify key concepts from their experience contributing to

course development.

Conclusions: Participants were highly motivated to participate in the

study and provided rich information which informed the creation and

development of the Get Wise course available at https://www.

getwiseid.eu/#/.
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Promoting engagement during a pandemic, advancing the health and

wellbeing of individuals with intellectual disabilities

Esther Murphy1, Eilish Burke1, Holly Dennehy1, Anna Bakker2, Sarah

Bowman1, Alyt Oppewal2

1Trinity College, University of Dublin, Dublin, Ireland; 2Erasmus Medical

Center, University Medical Center, Rotterdam, The Netherlands

Background: To engage individuals with intellectual disability virtually to

promote health and wellbeing considering the COVID-19 outbreak. The

objective was to promote well-being and to empower individuals with

ID to demonstrate how they were keeping healthy and staying well, and

to encourage all to engage in health promotion activities.

Method: The research team developed an online campaign “Get Con-
nected, Stay Connected” to target individuals to support them to

overcome any isolation or negative impacts individuals with intellec-

tual disability experienced throughout lockdown in Ireland. As people

with intellectual disability have lower digital literacy skills and lower

levels of technology usage, the research team conducted an outreach

to service providers to raise awareness about the campaign and

engage participants.

Results: Participants actively engaged with others online and shared

innovative ways to maintain good health. Over 400 individuals

engaged with the “Get Connected, Stay Connected” campaign.

Conclusions: Participants were highly motivated to engage online and

demonstrated a wealth of knowledge regarding how to stay healthy

and keep well. The project provided a stimulus and motivation to pro-

mote engagement. Participants shared innovative ways to maintain

good health and well-being.

A novel approach to engaging people with intellectual disability as

contributors in research

Niamh Donohoe1, Mary McCarron1, Philip McCallion2, Eilish Burke1

1Trinity College, University of Dublin, Dublin, Ireland; 2Temple University,

Philadelphia, Pennsylvania, USA

Background: To engage individuals with intellectual disability in focus

groups through a variety of innovative methods and establish how

they could inform the conversation on how to include people with

intellectual disability in healthcare research.

Method: An innovative approach to focus group involvement was

developed through an adapted Charette Procedure. This involved

using real-life photos to stimulate and guide discussion and ultimately

brainstorm in small group sessions. To ensure an inclusive approach,

digital technology was adapted in the form of QR code which enabled

the author to create video communication with individuals and fully

inform them prior to the focus groups, irrespective of sensory impair-

ments or literacy capabilities.

Results: The use of digital technology enabled clear communication prior

to meeting individuals and established a connection with the group. This

instilled greater confidence and familiarity with the individuals. The novel

approach stimulated extensive discussion and brainstorming ideas which

ordinarily would have been challenging for individuals with intellectual

disability, promoting partnership and inclusion.

Conclusions: Healthcare research shapes and determines the

healthcare landscape; by being partners in research, people with intel-

lectual disability are empowered to shape the healthcare agenda. How

researchers communicate with people with intellectual disability con-

tributes hugely to the success of receiving rich information.

Describing pupils with intellectual disabilities

Socio-economic inequality of pupils with intellectual disability

Anna Selmayr1, Wolfgang Dworschak1

1University of Regensburg, Regensburg, Germany

Background: The presentation is a report on the socio-economic situ-

ation of pupils with intellectual disabilities in Bavaria, Germany.

Method: The representative replication study Schülerschaft mit dem

Förderschwerpunkt geistige Entwicklung II (SFGE-II) collected data from

1000 pupils with ID via questionnaires for teachers and parents in

2019. The wealth of the families is identified by the Family Affluence

Scale (FAS, Currie et al. 1997, 2008) and net equivalent income. The

results are compared with the first SFGE study and national as well as

international reports.

Results: First results show that on one hand that the pupils are het-

erogeneous with respect to their socio-economic status, and on the

other hand that there are specific constellations, such as single par-

ents, leading to precarious situations.

Conclusions: Through further analysis we provide tangible approaches

for policy and practice on how to support the vulnerable group of chil-

dren and teenagers with intellectual disabilities and their families.

Reading skills among pupils with intellectual disabilities

Christoph Ratz1

1University of Wuerzburg, Wuerzburg, Germany

Background: Detailed knowledge on the literacy skills of students

with intellectual disability is vital for planning instruction, creating

(inclusive) learning environments, implementing educational policies

or funding models and specifying future fields of research. However,

there has been little research into the prevalence and variation of

their reading skills. This study repeats and compares with a similar

study from 2010.

Methods: The present study assessed the reading stages of some

1000 pupils with intellectual disability, regardless of aetiology, (age 6–

21) in Bavaria, one of the largest regions in Germany within a ran-

domly chosen and representative sample. Teachers described the

reading and writing stages of their students in a questionnaire follow-

ing the developmental model of Frith.
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Results: Results indicate that 29% do not read at all, 7% read at a

logographic stage, 32% at an alphabetic and 32% at an orthographic

level. Writing achievements are lower on average (exact numbers are

yet to be calculated.)

Conclusions: We analyze and discuss the determinants of literacy in

this sample with regards to other background variables such as socio-

cultural background, IQ or language development and draw conclu-

sions for teaching and school policies.

The need for care of the pupils with intellectual disabilities and

consequences for education

Michael Wagner1

1Universität Koblenz-Landau, Institut für Sonderpädagogik, Landau,

Germany

Background: The situation of people with intellectual disabilities is

characterised by a high degree of social dependence. This dependency

becomes clear, among other things, in the care needs that these peo-

ple have. The school is an institution of education. Therefore, the

question arises as how intensive the need for care of pupils is, and

what impact this has on educational offers.

Method: In the empirical study SFGE, teachers are asked to assess the

need for care of their pupils during a morning at school.

Results/Conclusions: The presentation presents the current empirical

data on this temporal assessment of the need for care of the pupils

with intellectual disabilities at special schools in Bavaria. The question

is also raised as to what consequences this has for teaching and the

possibilities of education.

Enhancing time processing abilities and daily time
management

Conceptualization and a model of time processing ability

applied in research of children with intellectual and

developmental disabilities

Gunnel Janeslätt1, Annika Sköld2

1SUF Resource Center, Uppsala, Sweden; 2Karolinska Institutet,

Stockholm, Sweden

Background: The aim is to present conceptualization and a model of time

processing ability (TPA) and daily time management (DTM) and describe

TPA and DTM in children with intellectual and developmental disabilities.

Methods: Children with disabilities (n=83) aged 10 to17 (M51/F32),

including children with mild intellectual disabilities (n=19), ADHD (n=28),

autism (n=24) and cerebral palsy (n=12) participated. TPA was assessed

using Kit for assessment of Time processing ability (KaTid) and the

Time-S to capture the self-rated daily time management. The constructs

measured were created based on the International Classification of Func-

tioning (ICF). Both instruments have demonstrated acceptable psycho-

metric properties.

Results: The results showed that children with intellectual disabilities

have a low level of TPA: raw score mean 38.3 (SD11-16) compared to

children with other diagnoses (raw score 44.5–46.8 (SD10.08-11.53).

The mean age of children with intellectual disabilities was 15 years

old, while the other children were younger (mean 13–13.5 years old.)

The correlation between TPA and DTM in all diagnoses will be

presented.

Conclusions: The KaTid-Youth can be used to discriminate the level

of TPA and the Time-S the level of DTM in children with intellectual

and developmental disabilities. The model can be useful in guiding the

design of intervention to improve daily functioning.

Intervention using My Time can facilitate time processing ability in

children with intellectual disabilities

Gunnel Janeslätt1, Sara Wallin Ahlström1, Mats Granlund2

1Center for Clinical Research, Falun, Sweden; 2Jönköping University,

Jönköping, Sweden

Background: The aim was to evaluate effect of a new method,

“My Time” for remediation of time-processing ability (TPA) in children

with intellectual disabilities aged 10-17 years (n=67) in special

schools.

Method: Cluster randomized and waiting-list control group design

was used. Data collection included the Kit for assessment of Time-

processing ability (KaTid), the Time-Parent scale and a self-rating of

autonomy to assess everyday functioning. The method was

implemented over an eight-week period. Data were analysed using a

linear mixed model, with fixed effects for group and baseline score,

and cluster nested within school size as a random effect, was

performed.

Results: The intervention group increased their TPA significantly

more than the control group (p>0.05) with an effect size

Cohen's d = 0.53.

Conclusions: The results show that children with intellectual disabil-

ities aged 10 to 17 years can acquire more advanced TPA at a measur-

able pace given remediation in time-processing ability. Children with

intellectual disabilities should be identified and offered intervention.

More research is needed to investigate the effect of training on every-

day functioning.

Daily time management and time processing in people with a mild to

moderate intellectual disability

Debora van Elst1, Evelien van Wingerden2, Paula Sterkenburg1,

Xavier Moonen3

1Vrje Universiteit, Amsterdam, The Netherlands; 2Bartiméus, Zeist, The

Netherlands; 3University of Amsterdam, Amsterdam, The Netherlands

Background: This research aims to identify the factors that hinder and

promote time processing abilities (TPA) and daily time management

skills (DTM) of people with an intellectual disability. Although
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problems with time management are very common in persons with

intellectual disabilities, literature on this topic is scarce.

Method: A modified Delphi study with individual interviews

(round 1) and group discussions (round 2 and 3) for feedback on

the data from the first round. An expert panel (N=38) is consul-

ted divided into three groups: people with ID, (family-professional)

caregivers and technology-and-care experts. Participants comment

on how to support the TPA and DTM skills of persons with intel-

lectual disabilities.

Results: Main findings, commonalities and differences between the

three groups will be discussed. The results provide insight into the

hindering and promoting factors and ways to support people with

intellectual disabilities to improve their TPA and DTM skills. An exam-

ple will be shown of the use of technology to improve wake-sleep

routines in people with a severe intellectual disability.

Conclusions: Practice shows that there are various means available

from (technical) devices and caregivers to support people with intel-

lectual disabilities with DTM. Usability is partly determined by the

severity of the intellectual disability and additional diagnoses of the

person.

Peer relationships

Peer influence on problem behaviors in students with intellectual

disabilities

Christoph Müller1, Antonius Cillessen2, Sara Egger1,

Verena Hofmann1

1University of Fribourg/Department of Special Education, Fribourg,

Switzerland; 2Radboud University, Behavioural Science Institute,

Nijmegen, The Netherlands

Background: Children and adolescents with intellectual disabilities

exhibit increased rates of problem behaviors compared to those

without intellectual disabilities. Given the evidence of peer influ-

ence in typical development, we examined the impact of class-

mates' characteristics on problem behaviors of students with

intellectual disabilities. We expected that higher levels of problem

behaviors in special needs classrooms will influence individual

development of such behaviors.

Method: A longitudinal design with measurements at the beginning

and the end of a school year was applied. Staff reported on problem

behaviors of 1125 students with intellectual disabilities (69% boys;

age 11.30 years, SD = 3.75) attending 16 Swiss special needs schools.

Results: Multi-level analyses showed that higher individual scores of

anxiety, problems in relating socially, and communication disturbances

at T2 were predicted by higher classroom-levels of the same problem

behaviors at T1, controlling for individual problem behaviors at T1

and other covariates. More within-classroom heterogeneity of stu-

dents' anxiety reduced the peer effect on anxious behavior. Students'

development of communication skills benefitted from attending class-

rooms in which there was more heterogeneity in the levels of commu-

nication problems.

Conclusions: Our results point to the importance of the classroom

peer context for the social adjustment of students with intellectual

disabilities.

Ingroup influence of peers on adolescents with intellectual

disabilities: A minimal group experiment

Sara Egger1, Philipp Nicolay2, Christian Huber2, Christoph Michael

Müller1

1University of Fribourg, Fribourg, Switzerland; 2University of Wuppertal,

Wuppertal, Germany

Background: Adolescents with intellectual disabilities often have diffi-

culties to assess the hostility of unknown persons in ambiguous situa-

tions and may therefore use social cues to achieve certainty. The aim

of this study was to examine to what extent adolescents with intellec-

tual disabilities orientate themselves towards an ingroup of peers

when conflicting opinions of an in- and outgroup of peers are evident

at the same time.

Method: A computer-based experiment based on the minimal group

paradigm was developed and conducted with adolescents with intel-

lectual disabilities (N=38; M=14.86 years, SD=1.35), typically devel-

oping adolescents (N=38; M=14.66 years, SD=1.14), and typically

developing children (N=38, M=7.93 years, SD=.61). Results When

making social judgments, adolescents with intellectual disabilities

showed a greater susceptibility to peer ingroup influence than typi-

cally developing adolescents (p < .001). No difference in openness to

ingroup influence was found in comparison to typically developing

children (p = .824).

Conclusions: In ambiguous social judgment situations, adolescents

with intellectual disabilities exhibit an increased tendency to rely on

cues from an unknown ingroup of peers to judge other people.

Opportunities and risks associated with this tendency are discussed.

Social acceptance and rejection in special needs schools

Noemi Schoop-Kasteler1, Verena Hofmann1, Christoph Michael

Müller1

1University of Fribourg, Fribourg, Switzerland

Background: The social status of students with intellectual disabilities

in special needs schools has been little studied so far. The present

study focused on the influence of individual problem behavior on

acceptance and rejection of these students. Based on the person-

group-similarity-model (Stormshak et al., 1999) the moderating effect

of descriptive classroom norms in special needs schools was also

examined.

Method: Using questionnaires, school staff at special needs schools

provided information on the problem behavior and social status of

1125 students with intellectual disabilities (M=11.97 years, SD=3.75;

female=31%) at the beginning (T1) and end (T2) of a school year.
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Results: More individual problem behavior at the beginning of the

school year predicted significantly less individual acceptance and more

individual rejection at the end of the school year, under control of

social status at T1. The classroom norm on problem behavior had no

moderating effect on the influence of individual problem behavior on

social status.

Conclusions: This finding is consistent with findings from other school

contexts where problem behaviors have proven to be a risk factor for

social integration in school. The results will be discussed in terms of

their relevance for the support of students with intellectual disabilities.

Progress and children with profound intellectual and mul-
tiple disabilities

Parental behavior and child interactive engagement: A longitudinal

study on children with profound intellectual and multiple disabilities

Ines van Keer1, Nadja Bodner1, Eva Ceulemans1, Karla van Leeuwen1,

Bea Maes1

1KU Leuven, Leuven, Belgium

Background: Knowledge on the long-term interactive interplay

between children with a significant cognitive and motor developmental

delay and their parents is very scarce. We aimed to characterize the (in)

variability and potential mutual influence of parent's interactional style

and child interactive engagement throughout early childhood.

Method: Every six months over the course of two years, 35 parent-

child dyads (children aged 6 to 59 months) were video-taped during a

15-minute unstructured play situation. Video-taped observations

were scored using the Child and Maternal Behavior Rating Scales.

Results: No consistent group-level trend was found. Within singular

interactions, parent's responsive behavior and child interactive

engagement (attention and initiation) seem to be strongly related. Ini-

tial child initiation seems to positively predict parents' achievement

orientation and directive behavior two years later.

Conclusions: Parental responsiveness might be an effective interac-

tional strategy to increase child engagement and higher levels of

engagement in children possibly can facilitate parental responsiveness

within a concrete interaction. The more initiative children show, the

more parents might have hope for developmental benefits resulting

from a directive/achievement-oriented approach. Further research is

warranted, applying more differentiated and dynamically evaluated

outcome measures and a longer follow-up time frame, with specific

attention to inter-individual differences.

Changes in communicative behaviour in young children with

profound and multiple disabilities

Ann Dhondt1, Annette van der Putten2, Bea Maes1

1KULeuven, Leuven, Belgium; 2Rijksuniversiteit Groningen, Groningen,

The Netherlands

Background: In children with significant cognitive and motor devel-

opmental delays, communicative development is complicated

because of the interplay of several developmental domains. In

assessment, they are all very likely to be assigned to the same

group of low performers, showing a very restricted and idiosyn-

cratic communicative repertoire, almost never reaching the level of

intentional communication. However, changes in their communica-

tive behaviour are expected over time. These changes will be the

subject of this presentation.

Method: This study is based on the data of 23 participants (initial age

between 11 and 54 months) and used a coding scheme, specifically

developed for the analysis of early communicative behaviours within

this target group. The outcome variables of this coding scheme are

combined in three clustered scores that will be analyzed longitudinally

(two years): communication proficiency, discomfort and discontented-

ness and differentiation in behaviour towards objects or persons.

Results/Conclusions: First the individual changes will be explored in

order to find out how a change in communicative behaviour is

established within this group. Next, we will look for group patterns

and see whether different patterns can be identified. The preliminary

results will be presented.

Assessing children with profound intellectual and multiple

disabilities using Routes for Learning: What the data from one

school tells us

Jean Ware1, Phil Martin1, Peter Thorpe2, Andrew Denovan3, Neil

Dagnall3, Juliet Goldbart3, Jill Bradshaw4

1Bangor University, Bangor, UK; 2Dwygyfylchi, UK; 3Manchester

Metropolitan University, Manchester, UK; 4University of Kent,

Canterbury, UK

Background: To explore the longitudinal data collected by one school

on progress of children with PIMD using Routes for learning (RfL)

(WAG, 2006), an educational assessment tool for children with pro-

found intellectual and multiple disabilities based on typical develop-

ment covering communication, cognition and environmental

interaction.

Method: A school has been keeping data on individual children's pro-

gress using RfL since 2006, consisting of the sequence in which the

boxes were attained, the highest-numbered box achieved and the

total boxes achieved at each time point. Ethical approval was obtained

for access to an anonymised version of this data.

Results: The sequence in which Routemap boxes were attained by

children shows good agreement with the theoretical sequence. Youn-

ger children acquired higher-numbered boxes at a significantly faster

rate than older children.

Conclusions: Further investigation is needed into the factors contrib-

uting to these results. The order in which boxes were achieved may in

part be determined by the teaching strategy of the school. Data on

the total number of boxes achieved at each time point will be pres-

ented, but the apparently slower progress of older children may be
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due to teachers concentrating on generalising skills already acquired,

or a larger developmental gap between later and earlier boxes.

Education, training and employment: Sharing the
successes and challenges of the DCU Ability project

Career guidance, work experience and progression towards work:

Lessons from the DCU Ability project

Schira Reddy1, Toff Andersen1, Eilish King1, Mary Petrie1

1Dublin City University, Dublin, Ireland

Background: The aim is to provide a comprehensive explanation of

the careers guidance and work experience offered during the DCU

Ability project including the process of engaging employers. A further

aim is to present the resources offered to learners and their sup-

porters to ensure progress continues once the introduction to work

course is finished.

Method: An explanation of the approach taken to career guidance is

given including data on the number and range of work placements

offered to learners. The detail of the engagement required with

employers is explained and the challenges in securing meaningful

work experience highlighted. Some detail is given regarding the

employers and their requirements in supporting learners. The move to

online is then detailed and that impact on placement and subsequent

developments to ensure that learners had the tools to progress once

workplaces opened again.

Results: Learners with intellectual disabilities can be supported to

have a meaningful experience in the workplace. A variety of experi-

ences allow for individual choice around work.

Conclusions: Work experience once correctly prepared and supported

can lead to employment. Students can be given appropriate tools to help

them seek work once they have finished a work preparation programme.

Education, training and employment: Sharing the successes and

challenges of the DCU Ability project

Toff Andersen1, Eilish King1, Schira Reddy1, Mary Petrie1

1Dublin City University, Dublin, Ireland

Background: The main aim is to explain the project, provide overall

data detailing the numbers of learners supported and the type of

supports offered.

Method: An analysis and evaluation of the project will be provided

including: an analysis of the participant demographic information; a

breakdown by numbers and description of the training approaches

used and the effectiveness; metrics on work experience placements

and effectiveness of approach; the project outcomes expected and

effectiveness of using different training approach; overall lessons

learnt and key findings will be explained.

Results: The results will provide insight on the metrics of this unique

project approach and give tangible and measurable results of the

impact of Covid-19 on the outcomes of the project. It also provides

comparable data sets on effectiveness of the “intervention.”
Conclusions: The project will demonstrate that positive outcomes can

still be achieved with young adults with intellectual disabilities. It will

also demonstrate that original planned data sets can still be used as

comparative sets, but it is critical from a project perspective to under-

take continual project evaluation to ensure that large changes to the

project, due to unforeseen circumstances, can still be accommodated,

explained and evaluated, adding research value.

Transition to online teaching and learning: An explanation from the

DCU Ability project

Toff Andersen1, Eilish King1, Mary Petrie1, Schira Reddy1

1Dublin City University, Dublin, Ireland

Background: The main aim is to detail a move from a campus-based

course to an online environment and the supports required for suc-

cess. A further aim is to explain the role of technology and the adap-

tations required when supporting people with intellectual disability.

Method: An analysis of the move to an online introduction to work

course is presented including: the development of suitable materials;

identification of supports required; the impact of technology; student

and supporters' feedback gathering throughout the course.

Results: The main results are that the move to online was a success.

Learners and their supporters related positive experiences. Challenges

included accessing technology and ensuring support was available

when needed for the learners.

Conclusions: People with intellectual disability can access online edu-

cation and training. Opportunities to learn online can widen access

and reduce barriers that can be created by issues such as difficulties

with transport or living circumstances. More research in this area is

required to provide as many choices as possible and help move people

who want to work towards employment.

Outcomes from a national supported employment project

Four years of outcomes from Supported Internship/Project Search

schemes

Andrea Meek1, Elisa Vigna1, Stephen Beyer1

1National Centre for Mental Health, Cardiff University, Cardiff, UK

Background: As part of “Engage to Change,” a Supported Employ-

ment project finding jobs for people with intellectual disability/autism

spectrum conditions in Wales, six Supported Internship schemes were

delivered.

Method: Three used the DFN Project SEARCH model, and schemes

offered up to three placements in a year spent with a major employer.

Interns receive support from an Education Tutor and Job Coaches. In the

first four years of operation, the Supported Internship schemes served

129 young people aged 16 to 25 and found 256 work placements.
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Results: Before the onset of Covid-19, 58% achieved a paid job, fall-

ing to 44% as the pandemic hit. This paper describes the six schemes,

their interns, and provides data on intern skill development, their work

placements and the jobs found. We also summarise qualitative feed-

back from workers, managers, work mentors and families on the suc-

cess of the schemes.

Conclusions: The paper provides insights into post-Covid-19 adapta-

tions to the scheme and describes intern-led neurodiversity

awareness-raising interventions targeted at managers to support

placement finding and to develop marketable skills. The paper dis-

cusses the implications of our findings for government policy, work-

based training practice and transition to employment.

Impact of COVID-19 on supported employment in Wales:

Implications for Supported Employment practice

Stephen Beyer1, Elisa Vigna1, Andrea Meek1

1National Centre for Mental Health, Cardiff University, Cardiff, UK

Background: “Engage to Change” is a Supported Employment project

finding jobs for people with Intellectual Disability/Autism Spectrum

Conditions in Wales using the Supported Employment model, Job

Coaching and a small number of Supported Internship schemes. In its

fourth year of operation, the project was hit by company closures and

redundancies with significant negative impacts on its clients in paid

placements and jobs, particularly in the retail, hospitality and leisure

sectors.

Method: The paper provides describes the impact of the pandemic so

far in terms of people being paid to remain off work (furloughed) and

redundancies and jobs saved in the context of impacts of the popula-

tion in general, highlighting inequalities in outcome.

Results/Conclusions: The paper reports the changes in Supported

Employment practice that were successful in securing people's

incomes and a place within government income support schemes.

Further, the paper discusses the post-pandemic changes in the nature

of employment and their implications for Supported Employment

practice.

Using employment research to impact on policy

Stephen Beyer1, Elisa Vigna1, Andrea Meek1

1National Centre for Mental Health, Cardiff University, Cardiff, UK

Background: “Engage to Change,” a Supported Employment pro-

ject finding jobs for people with intellectual disability/autism spec-

trum conditions in Wales was also required to leave a legacy in

terms of influencing policy. The project research and service deliv-

ery team developed an Influencing Plan to build on experience

and research.

Method: This paper provides a conceptual model of how research and

practice experience can influence service policy and funding.

Results: We describe how our research informed the policy advice we

developed from our project and the interventions mounted under the

Engage to Change Influencing Plan to inform and persuade a range of

important employment and training stakeholders. We describe the

successes we have had and what we have learned that might improve

future actions in turning research into real world impact.

Conclusions: We argue for a greater integration of research with ser-

vice delivery and for a better understanding by government of

evidence-based practice.

Results of the “engage to change” project and implications for

supported employment policy

Elisa Vigna1, Stephen Beyer1, Andrea Meek1

1National Centre for Mental Health, Cardiff University, Cardiff, UK

Background: “Engage to Change” is a Supported Employment project

finding jobs for people with intellectual disability/autism spectrum

conditions in Wales using the Supported Employment model, job

coaching and a small number of Supported Internship schemes.

Method: In the first four years of operation, the project served

610 people aged 16-25, engaged 454 employers, found 388 people

paid work placements and 224 paid jobs in its first four years.

Results: 86% of jobs were sustained beyond three months. The paper

provides data on skills development, job types, wages and integration

outcomes. We present data on the types of Job Coaching input that

delivered different levels of outcome. The relationship between client

characteristics and outcome are explored. We summarise worker,

employer, work mentor and family feedback on the experience of

employment.

Conclusions: The paper discusses the implications of our research

findings for government policy and Supported Employment practice.

WORKSHOPS

How can you use adapted ICT devices with people who have

profound and multiple disabilities at home or at school?

Miranda Zwijgers1

1Royal Dutch Visio, ROTTERDAM, The Netherlands

Description: For persons with profound intellectual and multiple dis-

abilities, it can be hard to use ICT devices for school, spare time, work

or play. They need a lot of support from their surroundings to get

something accomplished. Or they need one or more adaptations to be

able to use ICT devices. But there are so many options that it is hard

to find out what is possible, which choices you have in hardware and

software, and how it all work together. At Royal Dutch Visio, we have

gained a lot of experience in working with ICT devices and all kinds of

adaptations for persons with profound intellectual and multiple dis-

abilities. We also developed a validated ICT skills screening, iExpress,

with some international partners for this target group.
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Contribution: In this workshop we would like to inform you about the

kind of adaptations you can think of for persons profound intellectual

and multiple disabilities. But we also want to demonstrate with short

videos how these adaptations work, and what kind of (paid and free)

software you can use with them.

Autism & University: e–platform for students and professors

Nathalie Quartenoud1, Nicolas Ruffieux1

1University of Fribourg, Department of Special Needs Education,

Fribourg, Switzerland

Description: The e-platform on autism spectrum disorder of the Uni-

versity of Fribourg (Switzerland) aims to support the academic career

of students with autism spectrum disorder and to provide professors

with key knowledges in order to work in accordance with the stu-

dents' needs. Adjustments for people with specific learning disabilities

are now common in universities. These adjustments should follow the

same path for people on the autism spectrum, estimated at 0.6% of

students across Europe (HESA, 2019). The philosophy of support is

thus logically oriented towards the acceptance of neurodiversity, also

in academic circles, through the concept of Universal Design for

Learning.

Contribution: In this workshop, we will discuss the challenges related

to supports in higher education, as well as the Swiss development and

implementation of this e-platform based on the Autism&Uni

European project.

Valuing diversity through the development of transferable skills for

future employment

Christina Cederlof1, Carolyn Ives1, Matthew Stranach1,

Melissa Svendsen1

1Thompson Rivers University, Kamloops, Canada

Description: The current pandemic has invited educators to develop

innovative ways of guiding learners, many of which will continue to

be valuable long after the pandemic subsides. This video workshop

will share one such innovation that enhanced a program for students

with intellectual disabilities. It will demonstrate how transferable skills

can be developed at home or within community to improve employ-

ment skills. For people with intellectual disabilities, access to post-

secondary education and job training is limited. We will demonstrate a

method of remote instruction through which students choose a set of

transferable skills, develop a plan to learn and practice those skills,

research issues related to those skills (employment prospects, health

and safety regulations, technical and aesthetic considerations), follow

through with their plans, and present their skill development in e-

portfolios.

Contribution: We will show how students in the Education and Skills

Training Career Education program at Thompson Rivers University

(TRU) were able to develop their practical skills in areas of their

choice, conduct guided research, and build e-portfolios to document

their work, all while staying within their COVID-safe bubbles. We are

now exploring how this method might be used post-pandemic to

serve more students, including those who are geographically

dispersed.

Obuntu bulamu, a peer to peer support intervention for disability

inclusion in Uganda

Femke Bannink Mbazzi1, Ruth Nalugya2, Elizabeth Shalom Kawesa2,

Janet Seeley2, Geert van Hove3

1Ghent University, Entebbe, Uganda; 2MRC/UVRI & LSHTM Uganda

Research Unit, Entebbe, Uganda; 3Ghent University, Ghent, Belgium

Description: The focus of this workshop is to share the Obuntu bul-

amu intervention for disability inclusion in Uganda with an interna-

tional audience through a (video) presentation and discussion. The

Obuntu bulamu intervention is based on an indigenous disability theo-

retical framework of belonging and mutual support and responsibili-

ties, and was developed and tested by children (with disabilities),

parents, teachers, rehabilitation workers, and academicians in Uganda.

Followed by a short introduction, the Obuntu bulamu video will show

the voices of children with disabilities and their families and commu-

nity members, and explain how the Obuntu bulamu intervention

works. After the video display, the presenter will engage the audience

in a discussion about the importance of decolonializing disability stud-

ies and inclusive education interventions in the Global South.

Contribution: The workshop will discuss the importance of consider-

ing indigenous disability frameworks in disability studies and inclusion

actions in the Global South. It aims to increase awareness about the

importance of valuing cultural history and concepts and critically look

at importing frameworks and actions of the Global North to further

“development” of the Global South. Globalization, diversity, and poli-

tics in the implementation of inclusion interventions in a neo-colonial

world will be discussed.

ORAL PRESENTATIONS

Individualized educational programs of learning skills

Nikolaos Panopoulos1, Maria Drossinou-Korea1

1University of Poloponnese, Kalamata, Greece

Background: The design and implementation of personalized educa-

tional programs (IEPs) is carried out in the context of the educational

policy “one school for all.” In Greece, the individual educational plans

(IEPs) are prepared by the Center for Educational and Counseling Sup-

port (CECS) in order to include students with special educational needs

into the general classroom and foster their participation in the learning

process, as defined by the curriculum. The purpose of this study is to

examine the effectiveness of IEPs in students with learning disabilities.
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Method: A qualitative research project was conducted in CECS of

southern Greece and lasted one year. The sample consisted of stu-

dents in primary and secondary school (N = 40) who came to CECS

for re-evaluation of their learning and language skills. Informal peda-

gogical assessment was utilized with research tools, such as Checklists

of Basic Skills, protocols of systematic empirical observation (field

notes), and printed documents of students.

Results: The results show that students with learning disabilities made

progress in writing and reading skills. However, it was found that

more support is needed in text comprehension skills that correspond

to their class curriculum.

Conclusions: In the conclusion, ways to support students with learn-

ing disabilities are recorded.

The role of spontaneous gestures as a support for spatial thinking of

students with intellectual disabilities

Noémie Lacombe1, Geneviève Petitpierre1, Thierry Dias2

1University of Fribourg, Fribourg, Switzerland; 2University of Teacher

Education of the State of Vaud, Lausanne, Switzerland

Background: Pupils with intellectual disabilities often struggle to ver-

bally explain how they understand mathematical concepts, especially

geometric ones. However, verbal responses are not the only way to

express knowledge, gestures also intervene in the reflexive process

and can even support it. This research aims to explore how gestures

interact with verbal expression when pupils with intellectual disabil-

ities explore three-dimensional objects. Three questions have been

formulated after a systematic review of literature: 1) How many ges-

tures pupils with intellectual disabilities produce when solving a 3D

spatial task?; 2) What kind of gestures do they use?; and 3) What are

the functions of these gestures?

Methods: Twenty students with intellectual disabilities (aged

12-18 years) were enrolled in a 3 � 2 multifactorial design research

project. Controls were individually paired on mental age or on verbal

skills. A 3D spatial tasks battery derived from standardized paper-and-

pencil tests has been created. Participants' verbal and gestural behav-

iours (iconic, metaphoric and deictic gestures, actions with 3D objects)

were filmed. Data are coded using EUDICO Linguistic Annotator

(ELAN, v. 5.9).

Results: Analyses are currently in progress.

Conclusions: The results are expected to shed light on the role and

place of gestures in the way students with intellectual disabilities deal

with 3D objects.

Mental health and emotional literacy in children with special

educational needs and disabilities

Emma Jackson1, Biza Stenfert Kroese2

1Black Country Healthcare NHS Foundation Trust, Wolverhampton, UK;
2University of Birmingham, Birmingham, UK

Background: This study investigates the relationship between emo-

tional literacy (EL) and mental health in children with Special Educa-

tional Needs and Disabilities (SEND) and whether EL moderates the

strength of the relationship between self and teachers' reports of

mental health. The utility of a self-report measure of mental health

was explored, as existing screening methods rely on parent and/or

teacher data.

Method: Emotional recognition tasks assessed children's emotional lit-

eracy. Children's mental health and behaviour were measured using

an adapted self-report measure, Me and My School. Teachers com-

pleted the Nisonger Child Behaviour Rating Form, with correlation

and moderation analyses applied to explore relationships between

variables.

Results: A significant positive correlation was found between teacher

and child reported scores of mental health and behaviour, suggesting

criterion validity of the self-report measure. However, emotional liter-

acy scores did not correlate with mental health, nor moderate the

strength of the relationship between self-report and teacher-reported

scores.

Conclusions: The ceiling effect observed for EL tasks may explain the

lack of moderation effect between self and teachers' reports of men-

tal health and behaviour. Findings have implications for how the men-

tal health of children with SEND is screened in schools and may lead

to further validation of self-report measures.

Employment barriers for people with intellectual disabilities: The

case of Greece

Eleni Laskaraki1, Eleni Rachanioti1, Anastatia Alevriadou1

1Department of Early Childood Education, University of Western

Macedonia, Florina, Greece

Background: Research consistently shows that the employment rates

are particularly low among people with intellectual disabilities

(Parmenter, 2011; Tøssebro & Olsen, 2020) and are discriminated

against in all aspects of social participation (Groce et al., 2011; Mitra,

Posarac & Vick, 2013). If employed, they are much more likely to be in

sheltered work (mostly segregated), in day activity centers, or without

any occupation (McGlinchey et al., 2013; Tøssebro & Olsen, 2020).

Methods: Unfortunately, the same occurs in Greece. It sounds like an

oxymoron, that the Greek State enacts laws to promote the employ-

ment of people with intellectual disabilities or to develop special

incentive programs in private enterprises, yet the Greek working envi-

ronment is not “ready” to accommodate them. People with intellec-

tual disabilities still face serious obstacles in employment (Dimitriadou

et al., 2016; Tsalis et al. 2018).

Results: This article presents the current employment provisions for

people with intellectual disabilities in the Greek context. Additionally,

it illustrates the employment barriers for individuals with intellectual

disabilities through the lens of disability awareness, discrimination,

inequality, self-stigma, accessibility to work environment and self-

advocacy.
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Conclusions: Implications for policy initiatives, smoothing the path for

people with intellectual disabilities to exercise their right to work in

practice, are also discussed.

Sound-field-amplification and improved ease of listening in students

on the autism spectrum

Yolanda van der Kruk1, Rhonda Faragher1, Karen Nankervis1

1University of Queensland, Brisbane, Australia

Background: To determine whether use of sound field amplification

(SFA) systems improves classroom listening experiences in students

with autism spectrum disorder.

Method: 38 classroom, gender, and age-matched Year 3 students with

and without autism, across 15 classrooms from 11 Greater Brisbane

region primary schools participated in this cross-over study. Following

a baseline IQ, oral language, hearing and autism-screening, repeated

outcome measures were ease of listening in different classroom situa-

tions and self-advocacy (LIFE-R, Anderson, Smaldino, & Spangler,

1997), and student noise perception and discrimination (Hear/Annoy

Questionnaire, adapted from Dockrell & Shield, 2004), assessing

whole-of-semester SFA exposure.

Results: For LIFE-R as dependent variable, main effect of autism was

significant (p<0.001, chi2 36.12, 1df), as was two-way interaction for

SFA order-test number (p<0.01, chi2 8.31, 1df). Compared to baseline,

performance on the LIFE-R was 7.04 points higher for test two, 95%

CI(3.30, 11.55), with the second term group combined benefitting more

than those exposed during first term (�8.99, 95% CI(�15.11, �2.88)).

Conclusions: SFA use can improve student overall ease of listening

experience, using low-cost, non-invasive whole-of-class technology.

Future research should consider prolonged exposure to an increased

number of participants, as well as use of a previously validated noise

perception and annoyance instrument.

A multi-perspective study on sexuality education and students with

intellectual disability

Iva Strnadova1, Julie Loblinzk1, Joanne Danker1

1University of New South Wales Sydney, Sydney, Australia

Background: This inclusive study, conducted by the team of academic

researchers and a co-researcher with intellectual disability, explored

sexuality and sexual identity education for students with intellectual

disability in New South Wales (Australia) high schools.

Method: The researchers spoke to 11 female students with intellec-

tual disability, 10 teachers and nine parents about their experiences

with and perceptions of sexuality education. The qualitative data

obtained during interviews and focus groups were analysed using

inductive content analysis.

Results: Data analysis revealed that many teachers had experiences

with their students with intellectual disability disclosing sexual abuse

and domestic violence. Some parents and students highlighted that

sexuality education does not always include other than heterosexual

identities. Students suggested a variety of ways in which lessons can

be made more accessible by their teachers (e.g., Easy English

resources, use of videos and pictures to explain new concepts, check-

ing for understanding).

Conclusions: This study brings several recommendations, including

the need to focus on students' self-determination, agency, and rights

regarding sexuality education and the importance of providing schools

with accessible resources to teach sexuality education.

Negatively worded items could make things go unexpectedly:

Attitudes scales (CATCH and MRAI-R)

Ghaleb Alnahdi1

1Prince Sattam bin Abdulaziz University, Alkharj, Saudi Arabia

Background: The aim of this presentation is to discuss the effect of

having negatively worded items in some scales.

Method: First, a study was completed with students from elementary

schools using the Chedoke-McMaster Attitudes towards Children

with Handicaps scale (Rosenbaum et al., 1986). The sample contained

415 elementary school students, (56%) girls and (44%) boys. The sec-

ond study regards the Arabic version of the Mental Retardation Atti-

tude Inventory-Revised (MRAI-R) scale (Antonak & Harth, 1994).The

sample in the second study was 455 undergraduate college students

(214 female, 241 male).

Results: In the first study, the results of the Rasch analysis did not

support the unidimensionality of the 36-item scale. Dividing items

based on whether they are negatively or positively phrased improved

the scale fit. In the second study, the internal consistency of the

MRAI-R scale overall was good (0.76). However, it was less than 0.7

for the four subscales. CFA results for the 36-item scale indicated that

the observed data did not support the four-factors model. However,

separating the scale into two scales based on the phrasing type of

items (positively phrased or negatively phrased) resulted in an accept-

able fit for the model.

Conclusions: Negatively phrased items had a negative impact on both

scales.

Social-Emotional learning and inclusive education: Suggestions from

psSMILE Erasmus+ project

Teresa Maria Sgaramella1, Lea Ferrari1, Vida Drąsutė 2

1FISPPA Department, University of Padova, Padova, Italy; 2VšĮ

“eMundus”, Kaunas, Lithuania

Background: There is an increasing interest in Social and Emotional

Learning (SEL), that is the process through which children and adults

acquire and effectively apply the knowledge, attitudes, and skills nec-

essary to understand and manage emotions, set, and achieve positive
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goals, establish, and maintain positive relationships, and make respon-

sible decisions (CASEL, 2012). Students with learning and intellectual

disabilities typically face difficulties with these skills and evidence

available on their learning potential (see Daley and McCarthy, 2020)

underline the relevance and need for guidelines supporting their

active participation in SEL activities.

Method: The presentation will first summarize evidence from recent

literature and relevant international projects. The attention will then

focus on the ongoing Erasmus+ PSsmile project. It is aimed at devel-

oping a training program involving primary school teachers and par-

ents as well as all primary school students.

Results: Universal Design for Learning, and Community Based Inclu-

sive Education methodological choices, procedures and contents have

been developed.

Conclusions: The set of integrated and theoretically bound choices

developed, are proposed as standards for an Inclusive Social-

Emotional Learning both in skills description, activities development

and learning assessment with primary school students. Examples of

effective activities developed will be also discussed.

A research-based visual arts curriculum for young students with

cognitive disabilities in Singapore

Esther Joosa1, Nadiah Binte Anuar2

1Arts of the Earth Learning Hub Pte Ltd, Singapore, Singapore; 2MINDS,

Singapore, Singapore

Background: Visual arts in education for children with an intellectual

disability remains fraught with confusion about curricular directions.

This study presents the findings of a two-year engagement with a

special education school in Singapore in developing a visual arts

curriculum.

Method: Two young students from 7 to 12, with varying levels of

intellectual disabilities and cultural backgrounds, took part. The

analysis used a scale of seven dimensions: art knowledge (using art

elements), art skills (use of materials), attitude towards art

(e.g. curiosity), communication, creativity, critical thinking and

collaboration.

Results: This study to investigated artistic engagement, pedagogical

issues, and possibilities beyond the constraints of learning offered by

standardized assessment. Details of the artworks and examples of

engagement provided an understanding of the variance in artistic and

aesthetic expression. Irrespective of expression, regular opportunities

for exploration, revealed high engagement and independence with

materials across all students. Students recognized the visual arts as

opportunities for creative exploration, communication and accessibil-

ity to friendships.

Conclusions: Researching individual engagement provided a baseline

for the development of a meaningful individualized art curriculum.

The content of this curriculum allows exploration and prepares stu-

dents for personal fulfilment and constructively contributes to per-

sonal development.

Life skills or academic skills for students with intellectual disabilities:

Parents' perspectives in Saudi Arabia

Ghaleb Alnahdi1, Ayman Elhadi2

1Prince Sattam bin Abdulaziz University, Alkharj, Saudi Arabia; 2Ministry

of Education, Almansora, Egypt

Background: It is important to understand family members' observa-

tions and opinions with regards to the programs offered to their chil-

dren with intellectual disabilities. This study aimed to examine the

outcomes of special education programs for students with intellectual

disabilities from the families' perspectives.

Method: The study sample comprised 150 family members of

students with intellectual disabilities. The results showed that

the progress in both academic and life skills was less than

expected.

Results: Satisfaction was higher in public schools in comparison with

private schools. Participants with children enrolled for a longer time in

special education programs expressed significantly less dissatisfaction

than those with children enrolled for shorter lengths of time in such

programs.

Conclusions: The findings suggest the need for more involvement of

family members in their children's educational future, and for more

focus to improve students' life skills. Implications and recommenda-

tions to increase the families' satisfaction in regards the special educa-

tion programs will be discussed.

Social entrepreneurship training for persons with developmental

disabilities

Jayanti Pujari1

1Amity University, Utter Pradesh, India

Background: Skill training is very important to fulfil the mission of

inclusion of persons with disabilities, to enable them to earn a liveli-

hood and lead a life of dignity in society, and in turn to contribute to

growing economy of the country. Entrepreneurship is an employment

strategy that can lead to economic self-sufficiency for people with

disabilities. The present study intends to find out the issues and chal-

lenges in the effective social entrepreneurship training for persons

with developmental disabilities in special set-ups and inclusive

set-ups.

Methods: The study will follow a mixed method of survey and gener-

ate the data from 30 entrepreneur training centres for persons with

developmental disabilities across India. The participants will be admin-

istrator of the centre, supervisors, employers and parents of persons

with developmental disabilities selected through a purposive non-

probability sampling procedure.

Results: The study results will depict guidelines for professionals in

the disability rehabilitation field to effectively train persons with

developmental disabilities and empower them through entrepreneur-

ial skill development.
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Conclusions: The outcome of the study will contribute to strengthen

and suggest a road map for imparting entrepreneurial education

framework for persons with developmental disabilities.

Attitudes to parenthood in youth with intellectual disabilities:

Intervention as a means for informed choices

Eva Randell1, Patrik Arvidsson2, Gunnel Janeslätt3, Berit Höglund4

1Dalarna University, Falun, Sweden; 2Centre for Research &

Development/Uppsala University, Gävle, Sweden; 3Center for Clinical

Research in Dalarna, Associated to Department of Public Health, Falun,

Sweden; 4Department of Women´s and Children´s Health, Uppsala

University, Uppsala, Sweden

Background: The aim of our study was to investigate the attitudes to

future parenthood in youth with intellectual disabilities before and

after an intervention in special upper schools.

Methods: This is a controlled intervention study, with inclusion of

new students in autumn each year for three consecutive years. Partic-

ipants (n=107) were students with mild or moderate intellectual dis-

abilities, aged 16 to 20 years old, with informed consent. Data were

collected before and after the intervention. The Infant Simulator Atti-

tude Scale (ISA) was used to measure attitudes concerning future par-

enthood. The intervention included a combination of 13 weekly

theoretical lessons and practical care with the RCB simulator during

three days. The theoretical lessons were held at school once a week

using the Toolkit “Children—what does that involve?” (ASVZ). The

practical care endured a three day and night caring session with the

RCB simulator at home.

Results: Preliminary data shows no significant differences but some

change in attitudes were discovered.

Conclusions: Possibly the instrument was not optimal for this pur-

pose. However, the results indicate that the intervention can change

attitudes and thereby give insights and help youth with ID to make

informed choices about adult life and of parenthood.

Early numeracy profiles in young children with intellectual

disabilities: Acluster analytic approach

Garyfalia Charitaki1, Spyridon-Georgios Soulis1, Anastasia Alevriadou2

1University of Ioannina, Ioannina, Greece; 2University of Western

Macedonia, Florina, Greece

Background: This study aimed to identify the different profiles of

early numeracy (EN) skills in young children with moderate intellectual

disabilities.

Method: We assessed early numeracy through Utrecht Early Numer-

acy Test (ENT) and learning aptitude through Detroit Test (DTLA-P:3),

in a sample of N=155 children diagnosed with intellectual disabilities,

enrolled in special school classes, mentally aged between 5;02 (y;m)

and 6;10 (M = 5.11,SD = 0.974).

Results: Two-step cluster analysis, identified four homogenous group

of children with distinct EN profiles, C1: fluent in relational and

numerical skills up to 20 (27,1%), C2: fluent relational skills and

numerical skills up to 10 (27,1%), C3: fluent in relational skills and

inconsistent numerical skills up to 10 (27,1%) and C4: inconsistent

relational skills and numerical skills up to 10 (18,7%). Differences

within clusters were also identified for word, digit and object

sequences, symbolic relations, sentence imitation, picture identifica-

tion, motor directions, conceptual matching and design reproduction.

Conclusions: Despite the fact that the population of young children

with moderate intellectual disabilities is heterogeneous in terms of

their EN skills, we can observe that conceptual knowledge of number

is better established than procedural knowledge in all clusters. Results

are discussed for their educational implications.

Use of response cards to increase engagement of students with

intellectual disabilities in inclusive math class

K. G. Ambady1, P. S.Sukumaran1, K. Nandan2

1School of Behavioural Sciences, Kottayam, India; 2Indian Institute of

Technology, Mumbai, India

Background: Classroom teachers have the responsibility to find

methods to teach all students, including students with intellectual dis-

ability, to provide meaningful access to general curriculum in the cur-

rent educational climate. The purpose of the current study is to

evaluate the effects of teacher implemented pre-printed response

cards on participation and correct responding of four students with

mild to moderate intellectual disability during group instruction in ele-

mentary inclusive math class.

Method: A single subject design was used to demonstrate a functional

relationship between the use of response cards in math lessons and

the dependent variable, which is participation and correct response to

teacher-posed questions. Specifically, the design was an ABAB rever-

sal design.

Results: The efficacy of response cards on participation and correct

response to teacher-posed questions of four elementary students

with an inclusive math class was evaluated. Results showed that

response cards produced large increase in correct responding during

classroom instruction compared to traditional classroom teaching.

Conclusions: This study provided evidence to support that students

with intellectual disabilities can be successfully included in general

education classes by providing appropriate differentiation for their

active engagement and involvement in classroom activities.

Discussion and narrative through gesture and sign for teenagers

with intellectual disabilities

Charlotte Parkhouse1, Nicola Grove2, Gareth Smith3

1Communicapers, Orpington, UK; 2Tizard Centre University of Kent,

Warminster, UK; 3Communicapers, Shrewsbury, UK
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Background: Teenagers with intellectual disabilities need to be able

to: to recall and share experiences, self-advocate to discuss and

debate issues. These skills prepare them for adult life. Research shows

that sign and gesture can promote discourse and narrative if opportu-

nities are provided. The aim of this study was to explore the

affordances of gesture and signing in promoting discussion and self-

assertion with young people with severe verbal communication

difficulties.

Method: A teacher and speech and language therapist ran a weekly

30-minute session over a six-month period with four pupils with

severe intellectual disabilities whose speech was unintelligible, but

who were frequent users of key word signing. These sessions were

loosely structured around the idea of voting, exploring the fundamen-

tals of democratic processes – preferences, choices, reasons, voting,

ranking. Sessions were videoed, transcribed and analysed to see how

the manual modality was exploited as the students developed and

communicated their ideas.

Results: Analysis of apparently simple behaviours revealed complex

connections, developing concepts, and inclusive discursive

interactions.

Conclusions: The teaching of sign tends to focus on vocabulary acqui-

sition. This study showed that close observation of young people's

use of their communicative resources enabled their teachers to recog-

nise their potential and capacity for debate and self expression.

Promoting school inclusion through imagined intergroup contact

among elementary school children

Maria Cristina Ginevra1, Sara Santilli1, Ilaria Di Maggio1,

Dora Capozza1, Laura Nota1

1University of Padova, Padova, Italy

Background: The presentation will describe two studies to promote

positive attitudes toward peers with disabilities. In the first study, we

tested the role of information about peers with disabilities (cognitive

intervention), independently or paired with imagined contact (behav-

ioral intervention). In the second study, we tested the effectiveness of

the combined intervention (information and imagined contact) to pro-

mote positive social interactions between students with and without

disabilities.

Methods: In the first study, a pre- post-test experimental study with

four conditions was designed. Participants were 142 children, with a

mean age of 9.87 years. Measures of attitudes, stereotypes and feel-

ings towards, and intentions to engage in contact with peers with dis-

abilities were administered. In the second study, a pre-post test

experimental study with 190 children (Mean age = 9.87) randomly

assigned to two conditions was designed. Peer sociometric nomina-

tions and direct observations of social behaviors were used.

Results: The first study revealed that the combined intervention had

stronger effects on all outcome variables. The second study found

that students with disabilities in the experimental groups improved

their peer sociometric status and social interactions with classmates.

Conclusions: The two studies highlighted the potential of the inter-

vention to promote the school inclusion of students with disabilities

Experiences of autistic students in mainstream school settings

Stella Koiliari1, Paraskevi Triantafyllopoulou2, Melina Aikaterini Malli3

1Tizard Centre, University of Kent, Canterbury, UK; 2 Tizard Centre,

University of Kent, Canterbury, UK; 3Nuffield Department of Primary

Care Health Sciences, University of Oxford, Oxford, UK

Background: The aim was to investigate the effectiveness of

inclusive education based on the educational experiences and on

the conceptualisation of self for autistic students. Most of the

research about the effectiveness of inclusive education for autistic

students has focused on the detection of students' educational

outcomes and on the attainment of parents' and professionals'

views and attitudes (Goodall & MacKenzie, 2018). Only a small

proportion of studies have explored the experiences of students

themselves and how their experiences could influence the way

that they conceptualise themselves.

Method: Semi-structured interviews were conducted with six autistic

students having experience of mainstream schools in England. Inter-

pretative Phenomenological Analysis (IPA) was used to analyse the

transcripts of the recorded interviews.

Results: Three themes emerged: a) "Identity formation"; b) "Invisible

needs"; and c) "How to survive in mainstream education." Students

mostly shared negative experiences and used negative terms to

describe themselves. However, they negotiated their identity based

on the acceptance they received, or not, from the school.

Conclusions: Teachers' and peers' knowledge and empathy regarding

neurodiversity, and school's flexibility to meet participants' needs

seemed to contribute to feelings of belonging and empowerment, as

well as to a more positive experience of schooling.

My Career Story Universal: a life designing counseling for people

with disabilities during COVID-19

Sara Santilli1, Suzanna Savickas2, Paul Hartung3, Maria Cristina

Ginevra1, Ilaria Di Maggio1, Laura Nota1, Salvatore Soresi1

1University of Padova, Padova, Italy; 2Vocopher Practice, Kent, Ohio,

USA; 3NEOMED, Rootstown, Ohio, USA

Background: My Career Story Universal (MCS-U; Savickas, 2019) is

comprised of a self-guided autobiographical workbook designed to

simulate career construction counseling in adults with disabilities.

Method: It was developed within the Life Design approach and con-

tained a series of questions from the Career Construction Interview

to elicit a life-career story. Reflecting on the answers to the questions

promotes key life-design goals of adaptability, narratability, intention-

ality, and action. The study involved 20 young adults with intellectual

disabilities with an average age of 25. The MCS-U workbook adminis-

tration was conducted online during the COVID-19 epidemic.
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Results: After describing its development and use, preliminary qualita-

tive and quantitative analysis will be presented on the MCS-U. Specif-

ically, it will describe how adults with a disability tend to describe the

significant experiences over their lifetime. Their interests, desires, and

resources to challenges of the current socio-cultural context and build

a life design oriented towards the future were also analyzed.

Conclusions: The MCS shows some initial promise for self-guided

career intervention to increase self-reflection, tell and enact the

career stories of people with disabilities. Furthermore, the results

highlight consistent forms of discrimination and prejudice toward peo-

ple with disabilities, lack of employee training and education, and the

importance of promoting inclusive and sustainable career paths.

“People are like apples, rotten or ripe”: Experiences of students with

autism in special education

Monique de Comarmond1, Paraskevi Triantafyllopoulou1,

Melina Malli1

1University of Kent, Canterbury, UK

Background: There currently exists a highly topical debate regarding

mainstream education versus special education. Special education has

been shown to offer many benefits for autistic students yet, there is a

limited amount of research which enables these students to have their

experiences heard and understood.

Method: The current study aimed to explore how autistic students

attending special schools make sense of their experiences and how

they perceive themselves within special education. Through semi-

structured interviews and an Interpretative Phenomenological Analy-

sis approach, the experiences of six boys with autism was examined

to reveal how they made sense of their experiences of special educa-

tion as well as how they understood themselves in special education.

Results: Findings demonstrated that the students perceived special

education as a place of acceptance, understanding and belonging.

They also presented their perceptions of normality and how society

can negatively impact upon them. Combined, these experiences

assisted them with understanding their own identities and how others

understand them.

Conclusions: The implications of these findings highlight the impor-

tance of research giving autistic individuals a voice and demonstrates,

for educational provisions, that the environment which surrounds

them is crucial for them developing a positive sense of self.

Prospective teachers' efficacy for inclusive practices in south India

K. G. Ambady1, P. S. Sukumaran1, P. Noufal2

1School of Behavioural Sciences, Kottayam, India; 2Regional Institute of

Education, Mysore, India

Background: Class teachers have impacts on the success of children

with special education needs (SEN). In inclusive programmes, the

teacher should possess sufficient skills and knowledge and a positive

attitude towards students with SEN for a successful inclusion. The

present study aims at exploring the perceived teacher efficacy for

inclusive practices for including students with special needs in their

classrooms among the student teachers in an integrated teacher train-

ing programme in an institute in South India.

Method: The method used is descriptive survey and simple random

sampling was used to select the participants. A total of 241 prospec-

tive teachers who are students of four-year or six-year integrated

teacher training programmes were recruited to respond to a

researcher-created survey.

Results: The study reveals that 39.42% of prospective teachers had

high teacher efficacy, 34.65% had medium teacher efficacy and

25.93% has low teacher efficacy for teaching students with special

needs in their general education classroom settings.

Conclusions: The study also shows that that knowledge about inclu-

sive education is a critical component that determines the efficacy of

prospective teachers for teaching in inclusive settings.

Students with Down syndrome studying secondary maths: What is

learnt?

Rhonda Faragher1, Kim Beswick2, Monica Cuskelly3, Karen

Nankervis4

1The University of Queensland, The University of Queensland, Australia;
2The University of New South Wales, Sydney, Australia; 3The University

of Tasmania, Launceston, Australia; 4The University of Queensland,

St. Lucia, Australia

Background: This research aimed to investigate what is learnt by

whom in inclusive secondary mathematics classrooms, from the per-

spective of the various roles in the context: teachers, teacher assis-

tants, the students and the researchers themselves.

Method: This qualitative case study explored five secondary mathe-

matics classrooms including students with Down syndrome over two

years. Researchers worked in partnership with teaching staff to co-

plan lessons with adjustments, and then lessons were observed using

video recording, collection of learning artefacts, such as student work

samples, and photographs.

Results: Inclusive mathematics education often focuses on the learn-

ing, or limitations of learning, of the students with intellectual disabil-

ities. In this analysis, the focus was broader, with each group

considered in turn. We found surprising learnings for each group:

teachers were highly creative, though initially many oversimplified

work for students with Down syndrome, teacher aides struggled with

the content of the mathematics lessons and were inclined to over sup-

port learners, students were surprisingly diligent and focussed on

learning mathematics, and the researchers discovered the methodo-

logical challenges of undertaking research in mathematics classrooms.

Conclusions: Policy and practice implications for each group give

promise for improved inclusive education in secondary mathematics

for students with Down syndrome.
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Development of positive attitudes in mainstream teaching staff

towards autistic students

Susie Bass1, Paraskevi Triantafyllopoulou1, Melina Malli1

1Tizard Centre, University of Kent, Canterbury, UK

Background: The aim was to investigate the impact of autism awareness

training on attitudes of mainstream teaching staff. The inclusion of autistic

students in mainstream has become pertinent following changes to inclu-

sion policy, however review of practice indicates that outcomes are

dependent on positive attitudes of teachers.

Method: A repeated measures design was used to evaluate the impact

of an autism awareness training based on the SPELL framework. Par-

ticipants (n=42) were recruited from mainstream schools in Kent and

South East England. Standardised measures were used to explore

whether positive attitudes increased in relation to openness towards

autistic students, attitudes towards inclusion, self-efficacy, perceived

knowledge, and actual knowledge.

Results: Participants had high levels of openness and positive atti-

tudes towards inclusion. Perceived knowledge and self-efficacy both

increased significantly following the training and value was placed

upon having the opportunity for training which gave an insight into

autistic perspectives in relation to education.

Conclusions: As a pilot study, the results provide evidence of the

importance of autism awareness training both in increasing positive

attitudes and the value of having the SPELL framework to inform

good practice. Further research is required to demonstrate generalisa-

tion and to establish consistent measures for attitudes.

Recruiting a Research Assistant with intellectual disabilities at a UK

university: A case study

Irene Tuffrey-Wijne1, Richard Keagan-Bull1, Rebecca Anderson1

1Kingston & St George's University, London, UK

Background: To present the process of recruiting a Research Assistant

with intellectual disabilities at a university.

Method: A case study method is used to present the recruitment pro-

cess from the perspectives of the Research Assistant who was hired,

the line manager, and the human resources representative.

Results: One challenge was the university's centralised application pro-

cess, which required high-level understanding of written language and

navigation of a complex online platform. Close collaboration between

the HR representative and line manager allowed the flexibility to pro-

vide alternative application routes and an Easy Read job description.

Potential difficulties with the traditional interview format were

addressed by sending candidates interview questions in advance and

consulting with a member of the panel with intellectual disabilities about

the format. The panel received 28 applications and interviewed three

strong candidates, awarding the role to RKG, a co-author on this paper.

Conclusions: While much research into employment for people with

intellectual disabilities focuses on developing candidates' skills, it is as

important to ensure equality of opportunity by adapting application

processes. This case study demonstrates that when adaptations are

made, individuals with intellectual disabilities can demonstrate their

capabilities and teams benefit from employing individuals with rele-

vant experience and insight.

Effect of music instruction on phonological awareness and early

literacy skills

Renata Eccles1, Jeannie van der Linde1, De Wet Swanepoel1, Mia LE

Roux1, Jenny Holloway2, Douglas Maccutcheon3, Robert Ljung3

1University of Pretoria, Pretoria, South Africa; 2Council for Scientific and

Industrial Research, Pretoria, South Africa; 3University of Gävle, Gavle,

Sweden

Background: Multiple studies and systematic reviews have shown that

music instruction improves phonological awareness (PA) and early liter-

acy skills in children, although findings vary. The study evaluated the

effect of varying durations of music instruction exposure, over a single

academic year, on PA and early literacy of young children.

Method: 42 participants (five- to seven-year-old children) were

assessed with a test battery including PA, phonics, and pitch and

rhythm discrimination at the beginning and end of the academic year.

Based on the exposure to music instruction, participants were assigned

to either a low- or high-exposure group. Additional analyses were con-

ducted for 17 age-matched pairs and to compare participants who only

received class music to those that received additional music instruction.

Results: Between-groups comparisons showed no significant differ-

ence after a single academic year of music instruction. Within-groups

comparisons identified more PA improvements in the high-exposure

group. Differences could potentially be a result of the high-exposure

group's greater exposure to music instruction, although changes were

not sufficient to result in significant between-group differences.

Conclusions: Exposure to music instruction for no less than one aca-

demic year, is required to conclusively evaluate the effect on PA and

early literacy.

Employment of people with disabilities in the public sector using the

integration protocol

Edwin Luitzen Devos1, Miriam Hülsmann2, Michiel Trippas3

1Champ A&O, Almere, The Netherlands; 2Amsterdam Municipality,

Amsterdam, The Netherlands; 3Flemish Public Administration, Brussels,

Belgium

Background: The Netherlands and Belgium implement programmes to

lift the percentage of jobs for persons with disabilities or chronic dis-

eases in the public sector from less than 1% to 3% or more. Our pre-

sentation is on the practice of the compilation of an integration

protocol (IP) by the Flemish public administration in 2007 and the

Amsterdam public administration in 2017. The objective of an IP is to
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introduce sustainable measures that help persons with disabilities or

chronic diseases work in the best possible circumstances. It is the key

instrument of the Flemish and Amsterdam public administration in the

organisation of supportive employment measures: In total 600 IPs have

been compiled. In 2020 updates were made.

Method: The IP is prepared by the central expert on disabilities of the

responsible unit. A meeting is held with the persons with disabilities

or chronic diseases, the direct superior, HR employee and the expert.

They agree on the measures for work in the best possible

circumstances.

Results: Experiences are that more persons with disabilities or chronic

diseases keep their jobs because an IP formalises concepts of reason-

able accommodations.

Conclusions: IPs are accessible and useful in a variety of situations.

Organisations tailor the content and process to their needs.

Developing a training course to teach research skills to people with

intellectual disabilities

Irene Tuffrey-Wijne1, Claire Lam1, Daniel Marsden1, Richard Keagan-

Bull1, Bernie Conway1, Claire Harris1, David Jeffrey1, Leon Jordan1,

Michelle McDermott1, Dan Newton1, Diane Stapelberg1

1Kingston & St George's University, London, UK

Background: This project sought to investigate the feasibility and bene-

fits for people with intellectual disabilities to learn about the research

process and to gain research skills through a university-based course.

Method: An eight-session research training course for people with

intellectual disabilities was developed and piloted at a university in

London. The focus was on understanding the research process and

gaining practical skills in collecting, analysing and presenting research

data. Training methods were experimental, with an emphasis on learn-

ing by experience in a “fun” way.

Results: Ten people with intellectual disabilities completed the course,

showing great enthusiasm and commitment. During the final sessions,

students developed and conducted their own research projects,

choosing “Employment” as their research topic. The training methods

were well received. One year later, students reported an increase in

confidence and new work opportunities, including four students

gaining paid positions as co-researchers. This paper was co-authored

by the tutors and eight of the course graduates.

Conclusions: Inclusive research is important, but in order for people

with intellectual disabilities to become skilled researchers, they need

to have access to adequate training opportunities. Funding should be

made available for more such courses, in order to promote meaningful

involvement in research.

The impacts of school closures on pupils with intellectual disabilities

during the pandemic

Steffen Siegemund-Johannsen1, Christoph Siegemund-Johannsen1

1University of Würzburg/Institute for Special Education, Würzburg,

Germany

Background: The aim of this study is to examine the educational real-

ity of pupils with intellectual disabilities during the closure of schools

in Bavaria in May 2020. Two aspects are of particular interest: 1) How

was teaching being delivered? and 2) How did teachers evaluate the

situation of their pupils at home?

Method: 391 special education teachers from 89 private schools for

pupils with intellectual disabilities responded to our online survey.

Some parallels to a study of the “Deutsches Schulportal” allow com-

parisons with teachers in regular schools. Additional questions with an

open format were analysed via content analysis and revealed further

insights.

Results: Teachers see gains in communication with parents and in the

area of digitisation. Restrictions on social contact with peers is often

seen as problematic for pupils with intellectual disabilities. Pupils' lack

of communication with their teachers, which is held representatively

by their parents, marks another negative effect.

Conclusions: The discussion of this very special situation as a disrup-

tive innovation implies possible perspectives for the education and

teaching of pupils with intellectual disabilities, reaching beyond the

Coronavirus crisis.

Online learning and mentoring for people with intellectual disability

at university during COVID-19

Fiona Rillotta1, Charlotte Gobec1, Matthew Turnbull1

1Flinders University, Caring Futures Institute, Disability & Community

Inclusion, Adelaide, Australia

Background: The aim of this research project was to explore the experi-

ences of university students with intellectual disabilities and their peer

mentors who have transitioned from face-to-face learning/mentoring to

online during COVID-19. Facilitators and barriers to successful online

learning/mentoring will be discussed.

Method: This study used a qualitative phenomenological design with

thematic and discourse analysis. Resilience theory was used to inter-

pret data. We used convenience sampling for interviews (N=5) with

program coordinator, students with intellectual disabilities, and peer

mentors. We also examined weekly written reports and reflections of

mentors (N=4).

Results: Participants experienced positives and challenges. Partici-

pants developed new technology skills. However, they also reported

needing additional support, and missing the face-to-face contact. The

program coordinator reported initial doubts about the online mode

and also identified the importance of at-home support. The experi-

ence opened opportunities for increased flexibility.

Conclusions: Online modes of learning/mentoring for people with

intellectual disabilities at university during COVID-19 ensured contin-

uation of the important form of social inclusion and education during

the pandemic. The experiences reported will contribute to the limited
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evidence and practice recommendations for online learning/men-

toring for adults with intellectual disabilities and peer mentors at

university.

Professional development opportunities in protected employment

settings for people with intellectual and developmental disabilities

Henar Gonz�alez1, Cristina Laborda1

1Universitat Autònoma de Barcelona, Bellaterra, Spain

Background: Employment is stated as a key factor for the inclusion of

people with intellectual and developmental disabilities, and for their

independency and self-sufficiency (Nord et al., 2013), but the excessive

protective laws from some European countries have been reported to

affect the employment conditions of those workers (WHO, 2011). The

study explores the design of the protected employment systems of two

regions, Catalonia and Denmark. The goal is to understand how both

systems are created, and to identify which elements are acting as facili-

tators or barriers for the professional development of their employees.

Method: Document analysis and semi-structured interviews with gov-

ernment employees and disability organisation leaders were con-

ducted to analyse both systems.

Results: Despite being developed from different political traditions,

both employment systems have barriers affecting the professional

development options of their employees.

Conclusions: The employment systems are designed from a medical

view of disability, in which the need to classify the employee

according to their needs affects their professional and personal

development.

Sound field amplification and improved classroom performance in

students on the autism spectrum

Yolanda van der Kruk1, Rhonda Faragher1, Karen Nankervis1

1University of Queensland, Brisbane, Australia

Background: To determine whether use of sound field amplification

(SFA) systems improves classroom performance in students with

autism spectrum disorder.

Method: 38 classroom-, gender- and age-matched Year 3 students with

and without autism, across 15 classrooms from 11 Greater Brisbane

region primary schools participated in this cross-over study. Following a

baseline IQ, oral language, hearing and autism screening, repeated out-

come measures including academic abilities (KTEA-3), auditory memory

(TAPS), auditory attention (ATOVA), and auditory processing (CTOPP)

were used, assessing whole-of-semester SFA exposure.

Results: For TAPS as dependent variable, autism spectrum disorder,

test number, and three-way interaction were significant. The main

effect of autism was significant (p<0.001, chi2 12.29, 1df), as was test

number (p<0.01, chi2 11.69, 2df). Compared to baseline, performance

was 1.04 points higher for test two, 95% CI(0.29, 1.80), and 1.34

higher for test three, 95% CI(0.57, 2.12). Three-way interaction

between ASD, order and test number was significant (p<.0001, chi2

14.80, 2df). Finally, a post hoc power analysis for CTOPP and TAPS

outcomes revealed power greater than 0.80 for test number.

Conclusions: SFA use can improve student auditory processing and

auditory memory functioning, using low-cost, non-invasive whole-of-

class technology. Future research should consider prolonged exposure

to an increased number of participants.

Practical proposals for inclusive mathematics

Elena Gil Clemente1

1University of Zaragoza, Zaragoza, Spain

Background: Mathematics education for children with intellectual dis-

abilities is an issue of great concern for teachers and practitioners.

Our goal is to contribute to teaching practice by overcoming the com-

mon focus on learning disabilities and the limited goal of achieving

simple uses of numbers. We show, in turn, how to put into play the

potential of mathematics in their development and maturation.

Method: We have designed a proposal for practical activities related

mostly to geometry, achievable in a school, after-school or leisure and

family environment. We have been testing these activities for six years

in a mathematics workshop for children with trisomy 21 in Spain.

Results: These activities suggest a path to introduce a vision of mathe-

matics that includes since it involves everyone by being presented as a

succession of small challenges that will cause pleasure, surprise, and joy.

Conclusions: The proposal has proven to be effective for 1) giving

confidence to teachers and parents that work with children who show

a delay in language, understanding, and relationship with the environ-

ment 2) contributing to a change of perspective in didactics of mathe-

matics, moving teachers from a vision of mathematics as only suitable

for the best students to an inclusive view.

Comparison of executive functions in students with intellectual

disabilities and deaf and hard-of-hearing students

Peter Zentel1, Laura Kathrin Avemarie2

1Ludwig-Maximilans Universitat Munich, Muenchen, Germany;
2University of Education, Heidelberg, Germany

Background: Executive functions (EF) comprise a set of higher cogni-

tive processes. They guide and regulate the interaction of attentional

and memory processes and are thus understood as cognitive control

functions. This includes the abilities to inhibit impulsive reactions, to

flexibly change the focus of attention, to keep information mentally

present in working memory, and to plan action steps. EF therefore

play a central role in successful learning and problem-solving. While

the importance of executive functions has been extensively

researched in people without disabilities, there are still considerable

research gaps in the area of people with disabilities.
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Method: In the study, the EF of three groups are investigated: stu-

dents with intellectual disabilities, deaf and hard-of-hearing students,

and deaf and hard-of-hearing students with intellectual disabilities.

The age range of the subjects is 8-10 years. Each group consist of

50 students.

Results/Conclusions: The differences between the groups allow

assumptions on relative strengths and weaknesses, from which impor-

tant insights for schooling can be extracted. The Behavior Rating

Inventory of Executive Function (BRIEF) (Gioia, Isquith, Guy &

Kenworthy) is used in a German translation (Drechsler & Steinhausen,

2013) and the Communicative Competence Indicator (Hintermair,

2012). In addition, the physical fitness of the test persons is assessed.

Communication and AAC in schools for students with intellectual

disability in Sweden

Sofia Wallin1, Helena Hemmingsson1, Thunberg Gunilla2, Jenny

Wilder1

1Stockholm University, Department of Special Education, Stockholm,

Sweden; 2Sahlgrenska University Hospital, Gothenburg, Sweden

Background: The present study aims to explore communication pat-

terns and Augmentative and Alternative Communication (AAC) practice

in the Compulsory School for Students with Intellectual Disabilities

(CSSID) in Sweden.

Method: Students (n = 33, aged 6–12) and staff members (n = 30)

from seven CSSIDs participated. Video observations were conducted

during naturally occurring group activities; circle time and leisure time

in the classroom. A coding scheme was used to analyze students' and

staff's communicative contributions and modes. Student communica-

tive participation was assessed by the staff, using the Communication

Supports Inventory – Children and Youth (CSI-CY).

Results: Strengths in student communication, according to staff, were

receptive language and AAC, and functions of communication. The

greatest restrictions were found in literacy skills. Students made fewer

initiations and responses than staff members. Staff used more speech,

manual signs, and pointing than the students.

Conclusions: Communication and AAC practice in the Swedish CSSID

has not previously been the focus of systematic research. However, in

2010, a quality inspection revealed that students' communication

needs were not met to an acceptable degree. The current study will

consequently contribute to knowledge within this area and propose

future research topics and interventions concerning communication

within the CSSID in Sweden.

Participation for students with intellectual (and multiple) disabilities

needs digital education

Caren Keeley1, Jessica Geuting1, Theresa Stommel1

1 University of Cologne, Köln, Germany

Background:Digitalisation is currently one of the key topics in our soci-

ety but access for persons with intellectual and multiple disabilities is

still challenging. The research project focuses on the perspectives of

students with intellectual (and multiple) disabilities and their teachers.

Two goals are being pursued: At first insights into existing concepts,

experiences, needs and requirements are to be generated on the basis

of empirical data; second starting points for the development of

methods and access possibilities for educational offers in this context

are subsequently analyzed.

Method: In the project, different methods are used, which go along

with three different samples: expert interviews with school media

coordinators (N=8), qualitative online survey with teachers from

14 schools (N=215), and interviews with students with intellectual

(and multiple) disabilities (N=tba).

Results: In addition to the challenges resulting from the lack of techni-

cal equipment in schools and the partially low digital competences of

staff and students, there is a particular lack of concepts, methods and

didactic approaches to digital education for students with intellectual

(and multiple) disabilities.

Conclusions: The findings of the research project will lead to the

expansion and development of digital education offerings for students

with intellectual (and multiple) disabilities and thus make a significant

contribution to digital participation.

Difficulties working with students who have special educational

needs: From a severe disabilities perspective

Monika Skura1

1Warsaw University, Faculty of Education, Warszawa, Poland

Background: A teacher has an accumulation of knowledge, skills and

insight, and provides support that plays a critical role in student learn-

ing and achievement. I wanted to identify the characteristics of those

who teach and care for students with special educational needs in dif-

ferent types of schools. I aimed to discover whether a teacher's emo-

tional intelligence and social competence affected the difficulties they

experienced working with students who had different types of special

educational needs.

Method: The research comprised of teachers working with special

educational needs students: 55 supporting teachers, 51 main-

stream school teachers, and 52 special school teachers working

with those with intellectual disabilities and autism. The data was

collected using a questionnaire, the Two-dimensional Emotional

Intelligence Inventory (DINEMO) and the Social Competence

Questionnaire.

Results: The findings highlighted differences in social competences

only in the case of working with children with moderate and severe

intellectual disability, moderate and moderately severe hearing impair-

ment, chronic illness and mental illnesses. Difficulties declared by

teachers working with certain types of special educational needs stu-

dents may be related to their level of emotional intelligence or social

competences.

J Appl Res Intellect Disabil. 2021;34:1181–1371. wileyonlinelibrary.com/journal/jar © 2021 John Wiley & Sons Ltd. 1207

ABSTRACT 1207
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


Conclusions: Teachers' characteristics were found to be strongly

influenced by the nature and severity of students' special educational

needs, and less by teacher-related variables.

People with intellectual disabilities at the university: An inclusive

programme

Gemma Diaz Garolera1, Maria Pallisera Díaz1, Montserrat Vilà Suñé1,

Ana Rey Freire1

1University of Girona, Girona, Spain

Background: The Convention on the Rights of Persons with Disabilities

(UN, 2006) establishes the right of all persons with disabilities to a

higher education, and the obligation to guarantee the necessary sup-

port for their formative development. We aim to describe the evalua-

tion of an inclusive experience developed at the University of Girona in

which people with intellectual disabilities (ID) learnt together with

undergraduate students.

Method: The evaluation of the Diploma in basic competences for socio-

labour inclusion was developed through data collection during the ini-

tial moments, the development and at the end, using interviews, focus

groups and questionnaires, as well as systematic observations. Data

was analysed through thematic content analysis.

Results: University professors increased their awareness of disability

and improved their teaching skills. Students with intellectual disabil-

ities had the opportunity to continue their academic training and to

actively participate in the university community. Students without dis-

abilities approached their future work environment in a practical,

experiential and natural way.

Conclusions: Such experiences raised the inclusion level at the univer-

sity and promoted the social inclusion of people with intellectual dis-

abilities. Higher education institutions should promote and facilitate

the inclusion of people with intellectual disabilities.

Effects of video prompting for students with intellectual disabilities

in an employment setting

Areum Choi1, Yu-Ri Kim2

1Saemmul Christian Academy, Yongin, South Korea; 2Ewha Womans

University, Seoul, South Korea

Background: This study aimed to evaluate the effects of a video prompt-

ing (VP) on waitering skills of two high school students with intellectual

disabilities.

Method: A multiple probe design across behaviors was used in the

community employment setting. Greeting and guiding the customer,

cleaning up the table, and taking orders were the target behaviors. Dur-

ing the baseline phase, the participants were asked to perform target

behaviors without any assistance from the job coach or video prompts.

During the intervention phase, the participants watched the video and

performed them. If they made an error, they were asked to watch the

video again and corrected. If they failed to correct the error, the job

coach taught them to complete the skills using least-to-most prompts.

Results: Results indicated that VP was effective in teaching waitering

skills in a community employment setting. Both participants

maintained the skills during the four-week follow-up.

Conclusions: These findings suggest that VP can be one of the effec-

tive means to teach waitering skills in community employment set-

tings. Considering the strong evidence of positive effects of VP, it

seems that this intervention can improve secondary education out-

comes for students with intellectual disabilities.

Advancing employment for adults with intellectual disability in a

context of crisis and instability

Grace Khawam1

1Oxford Brookes University, Oxford, UK

Background: The study aims to investigate the social policies, dynamics

and actors that advance employment for persons with intellectual dis-

abilities, in a context of multilayered crises, high instability and non-

ratification of the Convention on the Rights of Persons with Disabilities

(UN CRPD). It uses the case of Lebanon, which has witnessed in 2020

an unparalleled socio-economic crisis exacerbated by the Covid-19

pandemic, heightened political instability and a humanitarian disaster

after the Beirut explosion.

Method: Methods include a comprehensive review of the literature

on labor laws and disability rights in Lebanon, and key informant inter-

views with self-advocates, activists and policy stakeholders.

Results: Legislation in Lebanon adopts an outdated medical view of per-

sons with intellectual disabilities, using a charity discourse not recogniz-

ing their contribution to economic development. Alternatively, non-

state actors and community-based initiatives have had a significant role

in pushing for the employment of persons with intellectual disabilities.

Implications on social policy development and practice will be discussed.

Conclusions: In a context of crises and non-ratification of the UN

CRPD, learning from community experiences helps guide advocacy

towards a comprehensive disability rights policy agenda. The rele-

vance of UN CRPD Article 27 in highly unstable contexts where dis-

ability rights are not state-protected is discussed.

Informal network members' perspectives on work participation of

people with intellectual disabilities: A systematic review

Moniek Voermans1, Wietske van Oorsouw1, Ton Wilthagen2, Petri

Embregts1

1Tranzo, Tilburg School of Social and Behavioral Sciences, Tilburg

University, Tilburg, The Netherlands; 2Public Law and Governance,

Tilburg Law School, Tilburg University, Tilburg, The Netherlands

Background: Participation in employment or meaningful daytime

activities is considered an important element of quality of life for
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people with intellectual disabilities. Informal network members, often

an essential recourse in the lives of people with intellectual disabil-

ities, might impact the successful work participation of their relatives

or friends. Therefore, this systematic review aimed to examine the

perspectives of informal network members of people with intellectual

disabilities on participation in employment or daytime activities by

people with intellectual disabilities.

Methods: A mixed-method systematic review was conducted, using

PRISMA guidelines. Four electronic databases (Embase, Medline, Psy-

chInfo & Web of Science) were systematically searched for empirical

articles published in English between 1990 and 2020.

Results: The search identified 5000 titles. Of these, 22+ articles met

the inclusion criteria. The majority (n = 16) of the studies were quali-

tative in nature and focused on the perspectives of parents of people

with intellectual disabilities.

Conclusions: Enhanced scientific knowledge about the perspectives

of informal network members on the work participation of people

with intellectual disabilities provides valuable information on how

informal network members could contribute to successful and sustain-

able participation in meaningful employment and daytime activities of

their relatives and friends.

University student experiences of being taught and assessed by

adults with intellectual disabilities

Michael Feely1, Margaret Turley1

1Trinity College Dublin, Dublin, Ireland

Background: From 2016-17, academics at an Irish university collabo-

rated with self-advocates with intellectual disabilities to co-design, co-

deliver, and co-assess a disability module for third-year undergraduate

social work students. Our group also conducted inclusive research

regarding different stakeholders' experiences of the initiative. In this

presentation, one of the self-advocates and one of the academics aim

to present and discuss university students' experiences.

Methods: The study used a qualitative research framework and an

inclusive research approach, which involved academics and self-

advocates working together as co-researchers. Data regarding stu-

dents' experiences was collected through anonymous questionnaires

and focus groups and analysed thematically.

Findings: Students experienced some initial feelings of awkwardness

around disability in addition to some anxiety at the prospect of being

assessed by adults with intellectual disabilities. However, these feel-

ings were transitory, and overall, participants described overwhelm-

ingly positive experiences. Reported benefits included increased

comfort around disability and greater empathy with people with

disabilities.

Conclusions: There are few, if any, reports from inclusive research on

collaboration in tertiary education in the existing literature. Conse-

quently, we feel it is significant to report that initiatives like this can

work and be very popular. We also hope our findings might encourage

similar initiatives in other universities.

Ambitious career goals for people with intellectual disabilities: The

sky's the limit

Jonathan Angus1, Fionn Crombie Angus1

1Fionnathan Productions, Mountshannon, Ireland

Background: This research aims to determine whether fulfilling

employment for a young man with Down syndrome can be created by

designing a social enterprise in a way that is initially concerned with

personal ideals, and only secondarily considers financial viability.

Method: When transitioning to adulthood, Fionn determined that

standard post-secondary disability supports in Ireland would not help

him make meaningful contributions to society, and he looked for a

job. A journey of inquiry, aided by his father Jonathan, taught him that

potential employers saw him only as an opportunity to show charity,

offering jobs with low responsibility, low wages, and little chance of

advancement.

Results/Conclusions: By creating a son and father social enterprise,

their action research led to multiple collaborations, grants and spon-

sorships. In the following six years, Fionn and Jonathan (Fionnathan

Productions) have taught nature workshops to over a thousand school

children, lectured at 28 universities and colleges, and created social

media with hundreds of thousands of online engagements. Their work

has brought them around the world, from the Amazon to Zanzibar.

Additionally, they are developing a program for families and allies to

assist people with intellectual disabilities to achieve their career

dreams, having so far consulted with 30 families.

Has the online teaching response to Covid-19 resulted in a more

inclusive higher education system?

Mary-Ann O'Donovan1, Elicia Ford2, Jessica Buhne2, Isabel Osuna

Gatty2, Gary Kerridge2

1University of Sydney, Camperdown, New South Wales, Australia;
2Centre for Disability Studies, Sydney, Australia

Background: With the onset of Covid-19, traditional approaches to

teaching and assessment were challenged. Higher education insti-

tutes around the world had to respond rapidly and adapt to the

virtual classroom. Anecdotal evidence suggests that the Covid-19

pandemic led to an increased need and enthusiasm among tertiary

educators to mainstream inclusive practice, grounded in the princi-

ples of Universal Design for Learning (UDL). However, little is

understood regarding how teaching staff were positioned to

respond to, and implement UDL during this rapid shift to online

learning.

Method: This Centre for Disability Studies (CDS) study builds on and

provides comparative data to previous surveys conducted by the

Australian Disability Clearinghouse on Education and Training

(ADCET) and the National Disability Coordination Officer (NDCO)

Program, which captured insights from disability practitioners and stu-

dents with disability.
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Results: The CDS survey circulated to Australian Universities

captures the academic and teaching voice to better understand

the enthusiasm or appetite for UDL and inclusive design and prac-

tice, as well as current knowledge of and confidence in its

implementation.

Conclusions: The implications of a university-wide approach to UDL

for students with intellectual disability and/or autism at the tertiary

level will also be discussed. International comparison will be provided

where applicable.

Co-creation for work inclusion for adults with intellectual and

developmental disabilities: Preliminary results from focus groups

interviews

Grete Wangen2, Gerd Berget2

1Oslo Metropolitan University, Rykkinn, Norway; 2Oslo Metropolitan

University, Oslo, Norway

Background: The study addresses work inclusion of people with

intellectual and developmental disabilities. The aims of the study

were to explore the impact of competence development on atti-

tudes towards employment possibilities for adults with intellectual

and developmental disabilities among decision-makers and care-

givers, and to investigate how tailored job development through

the Supported Employment model gives access to ordinary jobs

for people with intellectual and developmental disabilities. Overall,

the study contributes to the implementation of Supported

Employment for people with intellectual and developmental

disabilities.

Method: The study is qualitative and action-focused, using tools and

platforms for co-creation and mutual innovation and learning. A focus

group interview with several decisionmakers, caregivers, managers

and professionals from the Public Employment Service was con-

ducted. The interview was recorded and transcribed.

Results: Increased understanding and awareness of the importance of

employment and job development for people with intellectual and

developmental disabilities.

Conclusions: Our material suggests that it is possible to strengthen

the employment perspective by 1) Challenging preconceptions, 2)

Making stepwise changes in procedures, and 3) Trying out and reflect

on new experiences. The study will result in more people with intel-

lectual and developmental disabilities becoming employees; this will

have both individual and social impact in the long term.

POSTER PRESENTATIONS

Simulated role play to facilitate Intellectual disabilities and autism

awareness training

Chiedza Kudita1, Dorothy Kupara1

1University of West London, Brentford, UK

Background: The English National Health Service (NHS) has intro-

duced mandatory training for all health and social care provider aimed

at improving outcomes of health and social care interventions for peo-

ple with intellectual disabilities, and those with autism spectrum con-

ditions (Department of Health and Social Care, 2019a, 2019b). We

report findings from a pilot study in which people with intellectual dis-

abilities were involved in simulated learning sessions with pre-

registration nursing students (n = 12).

Method: A simulated session was piloted to determine its effective-

ness in introducing pre-registration nursing students to care for peo-

ple with intellectual disabilities and/or autism spectrum conditions. A

post-session questionnaire was administered one weeks after the ses-

sion, allowing the students time to reflect on their learning. The ques-

tionnaire had two sections. The first section consisted of six

questions. These questions were divided into three themes. These

included questions related to the content of the session (n=2), ques-

tions related to the students understanding (n=3), and question-

related on the impact on practice (n=1). The second section consisted

of eight questions related to students' experiences and perceptions

about people with intellectual disabilities facilitating the session.

Results: Six themes emerged: importance of using real-life scenarios

to education, importance of enhanced communication skills, impor-

tance of assessment skills in assessing the needs of patients with

intellectual disabilities, importance of shared decision making, linking

theory to practice, and making reasonable adjustments when working

with people with intellectual disabilities.

Conclusions: The involvement of people with intellectual disabilities in

simulated learning provides an opportunity for developing the knowl-

edge and skills of health and social care professionals. This will improve

healthcare experiences and outcomes for people with intellectual dis-

abilities. Health and social professional regulators, and educators need

to ensure active involvement of people with intellectual disabilities in

delivering learning to health and social care professionals.

How a year 7 student with autism spectrum disorder and learning

disabilities developed self-advocacy skills through an educational

program

Mika Kataoka1, Chizuru Chuman1

1Faculty of Education, Kagoshima University, Kagoshima, Japan

Background: This study investigated how a 7th year male student

developed self-advocacy skills (SAS) via an educational program and

obtained support at school.

Method: The student was diagnosed with autistic spectrum disorders

and learning disabilities. He joined a self-advocacy program, which

focused on self-understanding and asking for help. He took one to

two monthly 60-minute laboratory session(s). The program consisted

of free talk, worksheets about self-understanding, and games requir-

ing social skills. All 15 sessions used a narrative approach and tran-

scripts were created. The contents were analyzed by four average

staff using the KJ method. The viewpoints were self-understanding,
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understanding others and communication. The student's self-

evaluations were also analyzed.

Results: In early sessions, he could not describe himself or others. The

staff admired his strengths, encouraged talking through many interac-

tive activities. He gradually improved self-expression and began

describing his friends. Consequently, he got additional support in reg-

ular classes with his mother's help. He gained some SAS but not ask-

ing skills.

Conclusions: Students who don't perform well often blame them-

selves. SAS is helpful for such students. Teaching SAS is important

when reasonable accommodation is arranged, and new courses of

study require it. This program would also be helpful for teachers to

teach SAS.

Middle school inclusion for students with intellectual disabilities:

Parental perspectives and experiences

Lynn Levatte1

1Cape Breton University, Sydney, Canada

Background: Inclusive education is the most appropriate and equita-

ble choice for supporting the education of diverse learners. Many

countries, including the province of Nova Scotia, Canada, has adopted

these principles. Additionally, inclusive education is a commitment to

ensuring high quality, culturally responsive and equitable education to

support the well-being and achievement of every student, regardless

of ability. This research project aimed to explore the middle-school

experiences of students with intellectual disabilities, and more specifi-

cally, students with Down syndrome.

Method: A basic qualitative research study was conducted, which

investigated parental perspectives and inclusive education experi-

ences of students with Down syndrome within the middle school level

of the public school system. Semi-structured interviews were con-

ducted with participants and a thematic approach was employed to

analyze the collected data.

Results: Results suggested students with Down syndrome were edu-

cated within both a general classroom and Learning Center environ-

ment, with limited access to grade-level curriculum, had restricted

peer socialization opportunities and that limited communication

between home and school existed.

Conclusions: Recommendations for future study included promoting

communication with parents, ensuring self-advocacy opportunities

exist, and developing peer relationship-building opportunities to fos-

ter belongingness at school.

Systematic review of graphic organizer interventions for students

with autism spectrum disorders

JungAh Lee1, SoHyun Lee2

1University of British Columbia, British Columbia, Canada; 2Ewha

Womans University, Seoul, South Korea

Background: Extensive research is actively being carried out for

supporting the academic achievement of students with autism spec-

trum disabilities. The purpose of this review is to examine the trend of

graphic organizer (GO) intervention for this population and to discuss

the possibilities of using this intervention for promoting inclusive

teaching for all students.

Method: In this research, a total of 30 studies of GO interventions for

students with autism spectrum disorders from 2010 to 2020 were

selected for the analysis of variables and quality levels. Inclusion

criteria, exclusion criteria, coding variables and the quality indicators

were indicated.

Results: Findings suggest that GO interventions have increased the

academic achievement of the students across various subjects,

instructions and ages, demonstrating an evidence-based practice.

However, the interventions were not mainly conducted in the general

education classroom but in the separated setting as one-to-one

lessons.

Conclusions: The effective GO package components or intervention

method were discussed in the perspective of Universal Design for

Learning (UDL). Findings carry implications for the expansion of the

research scope and inclusive teaching for all students.

Innovative vocational training using virtual reality for individuals

with intellectual disability

Caroline Ellison1, Stefan Michalski1, Tobias Loechester1, Ancret

Szpak1

1University of South Australia, Magill, Australia

Background: Access to interesting and skill-based employment can be

limited for individuals living with intellectual disability. Vocational

training to build capacity and job skills can be time consuming, expen-

sive and rely heavily on one-to-one training and supervision.

Method: This presentation outlines a project using virtual reality

(VR) to build capacity, independence, and vocational skills to increase

job readiness and vocational opportunities for people living with a dis-

ability in Australian Disability Enterprises. VR simulations have been

created through collaboration between Orana an employer, neuropsy-

chologists and IT engineers from UniSA around developing food han-

dling and recycling skills.

Results: The project is providing learners with an opportunity to prac-

tise skills at their own pace in a safe and repeatable virtual environ-

ment in order to increase competency, work-readiness, and

confidence to reduce reliance on supervisors. The VR training pro-

gram will increase learners' potential to reach open employment and

create pathways from their day options programs. The project is being

implemented in three urban and two regional Disability Services in

South Australia through a collaboration with Orana and University of

South Australia.

Conclusions: This presentation will present findings and experiences

to date as outcomes of this project could be on international

relevance.
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Parents' perspectives on pedagogical transitions and educational

situations of students with mild intellectual disabilities

Anna-Lena Andersson1

1Mälardalens Högskola, Västerås, Sweden

Background: The goal of the Swedish educational system is to

offer all students a meaningful and equal education in an inclusive

classroom environment. At the same time, there are parallel school

systems in Sweden, comprised of the Compulsory School for Stu-

dents with Intellectual Disability (CSSID) and Compulsory School

(CS). The aim of this study was to explore parents' perspectives

about their children's pedagogical transitions and educational situa-

tion over time.

Method: The data constitutes of six interviews with parents of stu-

dents with mild intellectual disability. All interviews were inductively

analyzed using thematic analysis.

Results: Three master themes were summarised: 1) Uncertainty and

worries, 2) Process and interactions, and 3) The novel situation.

Conclusions: The transition from CS to CSSID requires a readjustment

for parents, and they express the need for support from professionals

in these transitions. The change for the children could be to meet new

knowledge requirements and for parents to find new forms of interac-

tion between home and school. For children and parents, the ability to

face change was made visible: for example, trust in teachers was

affected. In order to create a functioning everyday life, actors at dif-

ferent levels need to collaborate.

Inclusive campus life: A framework and monitoring instrument

Jeroen Knevel1

1Utrecht University of Applied Sciences, Utrecht, The Netherlands

Background: In the pursuit of making university campuses inclusive to

people with intellectual disability, a framework and monitoring instru-

ment was developed.

Method: A design research method was applied. Such research is

driven by the desire to solve field problems, working from the per-

spective of the practitioners dealing with these field problems. As

such, this research method is mainly solution-oriented and initially

strives for pragmatic validity. The practitioners in this project con-

sisted of lecturers and management staff at schools of social work at

universities in Finland, Czech Republic, Belgium and the Netherlands.

Results: A framework and monitoring instrument that proves useful

for institutions of higher education to bring about inclusion of people

with mild intellectual disabilities.

Conclusions: The framework and monitoring instrument is rendered

applicable for any university campus in any country, irrespective of

laws and regulations. The framework and monitoring instrument tran-

scends such concerns. If applied properly, i.e., with genuine and val-

ued involvement of people with a mild intellectual disability, we can

consider it an inclusive instrument.

An autism narrative inquiry exploring engagement and inclusion in a

secondary school

Lisa Hurrell1, Rhonda Faragher2, Karen Nankervis2

1University of Queensland, Brisbane, Australia; 2University of

Queensland, Brisbane, Australia

Background: This project grew out of a recognition that students with

autism spectrum disorders have both disabilities and abilities. This

exploratory project's intention was to construct stories highlighting

how students with autism spectrum disorders were using their

strengths to engage in learning. It investigated what the students and

their teachers viewed as barriers and facilitators affecting inclusion.

Method: A field study was conducted in a State Secondary School. Partic-

ipants included students, parents and teachers. Interviews identified the

student's strengths and their favourite subject. The researcher then car-

ried out class observations and staff interviews. An interim research

report was shared so that participants could review the data generated.

Interviews and field notes were transcribed and reflexively analysed to

identify themes. Computer software nVivo 12 was used to assist with the

thematic analysis. A cross case comparison was completed. Video record-

ings were analysed using interpretative phenomenological analysis.

Results: Findings showed the significance place and people had on

how a student used their strengths and abilities. Evidence emerged of

the importance of the teacher's relationship with the participant.

When this was effectively operating it enhanced engagement and

inclusion.

Conclusions: The need to change how we deliver inclusion emerged.

Places and people can disable or enable a student.

Teachers' perceptions about the inclusion of students with autism in

Greek general school

Nikolaos Apteslas1, Alexia Voutsina2

1University of Nicosia Cyprus and Open University of Greece. Head of 1st

Centre, Thessakoniki, Greece; 21o Soleio Patras, Patra, Greece

Background: The practice of inclusion faces a variety of problems.

Given the fact that teachers play a key role in the course of inclusive

education, the present study seeks to examine the perceptions of pri-

mary and special education teachers about the inclusion of students

with autism in general school, as well as the factors that affect them

(position, educational experience, training in autism, experience with

students with autism).

Method: The research was conducted during the school year

2018/2019. The data were collected through questionnaires, which

were distributed online to kindergarten teachers. The questionnaire

used in this research consists of 32 closed-ended questions. The first

part of the questionnaire presented here consists of nine questions

and data are collected regarding demographic variables (gender, age),

the speciality of teachers, the higher level of education, years of ser-

vice, their specialization in special education in general, and in autism
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in particular, their experience in teaching students with autism and

the existence of students with a personalized curriculum in their class-

rooms. The sample of the research consisted of 100 Primary Educa-

tion teachers, 50 general and 50 special education, who taught in

public Greek schools during the 2018-2019 school year.

Results: According to the statistical analysis of the data, teachers have

neutral and positive perceptions on the subject, although they have a

satisfactory level of knowledge about autism.

Conclusions: Their perceptions seem to be influenced by the position

of responsibility they hold, while their educational experience does

not have any effect on them. However, the specialization and knowl-

edge of teachers in autism significantly affect their perceptions.

Violence and violence protection factors in residential homes and

workshops from the perspective of people with intellectual

disabilities and low and no functional speech

Ingeborg Thümmel1

1Carl von Ossietzky Universität, Institut für Sonder- und

Rehabilitationspädagogi, Oldenburg, Germany

Background: The risk of being a victim of an act of violence is particu-

larly high among people with disabilities (Schröttle et al., 2012;

Hughes et al., 2012). National research in Germany from Schröttle

et al shows that one of the many reasons why perpetrators often

choose vulnerable victims is that they cannot report violent acts.

Building upon that, the study aims to conduct interviews with people

with intellectual disabilities and low and o functional speech consider-

ing a variety of alternative and augmentative communication and

easy-read questions; and investigate violence and violence protective

factors in residential homes and workshops from the perspective of

people with intellectual disabilities and low or no functional speech.

Method:We applied in-depth semi-structured interviews to 20 people

with intellectual disabilities and low and no functional speech. Inter-

views were filmed. Data were analyzed by the content analysis with a

particular focus on multimodal communication.

Results/Conclusions: Recommendations include: Needs-oriented

adaptions of guidelines for conducting interviews with people with

intellectual disabilities and low and no functional speech; communica-

tion aids to support people with intellectual disabilities and low and

no functional speech to participate in an interview; learn more about

violence and protective factors in residential homes.

Comparing the minimum celeration line and the beat your personal

best goal-setting approaches during the mathematical practice of

autistic students

Athanasios Vostanis1, Ciara Padden1, Aoife McTiernan2, Peter

E. Langdon3

1Tizard Centre, University of Kent, Canterbury, UK; 2School of

Psychology, National University of Ireland, Galway, Ireland; 3Centre for

Educational Development, Appraisal & Research, University of Warwick,

Coventry, UK

Background: This study compared two-goal setting approaches found

in the precision teaching literature, namely the minimum celeration

line and the personal best approach.

Method: An adapted alternating treatments design with a control con-

dition was embedded in a concurrent multiple baseline across partici-

pants design during the mathematical practice of three male autistic

students, aged 8 to 9. Each approach was randomly allocated to either

the multiplication/division (x�) table of 18 or 19, while no approach

was allocated to the x�14 table that acted as a control. Instruction

utilized number families and consisted of (a) untimed practice,

(b) frequency-building, (c) performance criteria, (d) graphing and (e) a

token economy. Upon practice completion, an assessment of mainte-

nance, endurance, stability, and application (MESA) was conducted.

Results: Participants improved with both conditions and maintained

their performance well, while improvements with the control condition

were weak. The personal best approach was highlighted as slightly more

effective in terms of average performance and more efficient in terms

of timings needed to achieve criterion. No differences were identified in

terms of learning rate (i.e., celeration) or performance on the MESA.

Conclusions: More research is warranted to identify which goal-

setting procedure is more appropriate for students in special

education.

Providing students with intellectual disabilities a base for informed

choice about future parenthood: Teachers' experiences

Berit Höglund1, Eva Randell2, Gunnel Janeslätt1

1Department of Women's and Children's Health, Uppsala, Sweden;
2Dalarna University, Falun, Sweden

Background: The study aimed to explore the experiences of teachers

when implementing an intervention and providing students with intel-

lectual disabilities a base for informed decisions about future parent-

hood at special upper secondary schools.

Method: Four focus groups interviews were conducted 2019–2020

with 16 teachers and school staff involved in the intervention at eight

special schools. The intervention consisted of giving 13 lessons using

the Toolkit “Children - what does it involve?” and the Real-Care-Baby

(RCB). Students in groups (2–10 students) participated voluntary in

the intervention.

Results: Preliminary results show that the organisational aspects, such

as supportive principal and colleagues were a prerequisite to make

time and space for the intervention at schools. Participants extended

their teaching role in which a sense of social responsibility, dealing

with ethical dilemmas and creating a deeper relationship with the stu-

dents were important. The intervention was also influenced by the

parents' attitudes towards parenting.

Conclusions: The intervention builds a bridge between theory and

practice through using adapted didactic tools. The organisation of
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education requires a lot of planning and cooperation. The teachers

and school staff give knowledge and support to youth with intellectual

disabilities to make informed choices of adult life and of parenthood.

Online learning & COVID-19: Exploring experiences of Canadian

adolescents with Down syndrome

Lynn Levatte1, Natasha Bellows2

1Cape Breton University, Sydney, Canada; 2McGill University, Montreal,

Canada

Background: COVID-19 has impacted the education delivery of stu-

dents across the globe. Many students, especially those with intellec-

tual disabilities, such as Down syndrome have experienced additional

barriers. The pandemic has forced many schools to close temporarily

and offer online platforms for education delivery.

Method: This qualitative study aimed to explore the online learning

experiences of adolescents with DS who participated in a 16-week

introductory online learning project. Participants included middle or

high school students, with a diagnosis of Down syndrome who lived

in an Atlantic Canadian province.

Results: Initial evidence collected revealed that students with Down

syndrome received limited online learning opportunities or support

from the public school system during COVID-19 and had received

very little or no transition planning for changes in education program

delivery. Additionally, it was noted that participants in the study

gained independence and confidence for operating technology, dem-

onstrated enhanced communication skills and displayed increased

social skill development.

Conclusions: Although situated in Canada, the implications from this

study may be readily applied to organizations engaged in online learn-

ing initiatives for students with Down syndrome across the globe.

The relation to writing of two students with autism spectrum

disorder

Marie-Eve Boisvert1, Delphine Odier-Guedj2

1University of Montreal, Montreal, Canada; 2HEP Vaud, Lausanne,

Switzerland

Background: To improve writing teaching practices for students with

autism spectrum disorder in an inclusive education setting, it is

instructive to examine writing difficulties from a strength-based per-

spective by augmenting their voice on writing. To do so, this study

explores the relation to writing of teenagers with autism spectrum

disorder.

Method: Writing activities of two 14-year-old students with autism

spectrum disorder in inclusive settings and out of school were col-

lected through ethnographic interviews (four per participant) and fil-

med observations in classes and home 12 hours and 45 minutes per

participant) over six months. Qualitative analyses were performed and

the data from both sources were cross-referenced.

Results: This study found a diversity of writing skills, shedding a dif-

ferent light on what might be considered writing difficulties for teen-

agers with autism spectrum disorder. It also identified what motivated

the participants to engage positively in writing activities in a variety of

contexts.

Conclusions: The findings underline the richness of information that

we can collect by listening to the voices of students, highlighting

levers of action to support student engagement in writing activities.

Results also point to bridges that might be built between writing in

various contexts and the importance of social interaction through

writing.

A systematic review of music education studies and disability:

Results, omissions and opportunities

Ross Walker1

1University of Queensland, St. Lucia, Australia

Background: Music training is touted as capable of delivering many

benefits to learners. These benefits should be available to students

with intellectual and developmental disabilities. However, a system-

atic review of the literature suggests that they are not.

Method: A systematic quantitative literature review searched music

and education journals for original research that had investigated

music education and intellectual and developmental disabilities. Stud-

ies that had described music's use and function in inclusive classrooms

since 2000 were analysed.

Results: In music-education research, surprisingly few studies explore

ordinary groups of children in inclusive classrooms. The results rev-

ealed that while children with intellectual and developmental disabil-

ities are most likely present in regular classrooms, disability is rarely

considered. When it is, it is almost always as a disability-specific study

that fails to reveal insights into inclusive educational practices.

Conclusions: This systematic literature review has identified signifi-

cant gaps in music education research which, in turn, impact the inclu-

sion of students who have intellectual and developmental disabilities

in mainstream music classes. Implications for both the inclusive music

education of students with intellectual and developmental disabilities,

and for reconceptualising future research, are considered.

Track 1b Aging/End of Life

PRESENTATIONS IN A SYMPOSIUM

Dementia in people with severe/profound intellectual
disabilities

Dementia symptoms in persons with severe/profound intellectual

disability: Expertise of practice

Aly Waninge1, Maureen Wissing2, Hans Hobbelen1, Andrea Fokkens3,

Alain Dekker2, Peter De Deyn2
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1Hanze University of Applied Sciences Groningen, Groningen, The

Netherlands; 2Department of Neurology and Alzheimer Center, University

of Groningen, Groningen, The Netherlands; 3Department of Practice-

oriented Scientific Research (PWO), Alliade Care Group, Heerenveen, The

Netherlands

Background: In people with severe or profound intellectual disabilities,

it is difficult to diagnose dementia. As timely identification and diagno-

sis of dementia allows for a timely response to changing client wishes

and needs, this study aims to examine symptoms, and diagnosis of

dementia in practice.

Method: Family members and professionals were invited to fill out a

survey about symptoms and diagnosis of dementia in people with

severe or profound intellectual disabilities. Results of the survey were

further explored within semi-structured interviews with professionals

having experience with signaling and diagnosing dementia in these

people. Symptoms found in the survey and transcripts of the inter-

views were qualitatively analyzed, using thematic analyses based on a

developed symptom-matrix.

Results: The survey was filled out completely by 14 family members

and 90 professionals with different backgrounds. Results showed that

behavioral changes were recognized more frequently than cognitive

decline. Compared to those without dementia, epilepsy and motor

decline were more present in case of dementia. Fifteen interviews

(until saturation) with professionals provided an in-depth view into

the symptoms, and how to identify them, again stressing behavioral

alterations and to a lesser extent cognitive symptoms.

Conclusions: Comprehensive results about specific symptoms will be

presented during the congress.

Focus group research into relevance, symptoms and training needs

Alain Dekker1, Maureen Wissing2, Aurora Ulgiati1, Bas Bijl3,

Gaby van Gool4, Marieke Groen3, Esther Grootendorst4,

Ina van der Wal1, Hans Hobbelen5, Peter De Deyn2, Aly Waninge6

1Alliade Care Group, Beetsterzwaag, The Netherlands; 2University

Medical Center Groningen, Rijksuniversiteit Groningen, Groningen, The

Netherlands; 3's Heeren Loo, Amersfoort, The Netherlands; 4Ipse de

Bruggen, Zwammerdam, The Netherlands; 5Hanze Hogeschool,

Groningen, The Netherlands; 6Royal Dutch Visio, Vries, The Netherlands

Background: In people with severe or profound intellectual and multi-

ple disabilities, it is difficult to differentiate dementia from their pre-

existent baseline level of functioning. Moreover, studies on observ-

able dementia symptoms are scarce. Therefore, this study examined

the 1) relevance of dementia diagnosis in severe or profound intellec-

tual disabilities, 2) observable symptoms and 3) training/information

needs.

Method: Four explorative focus group sessions were held with 12 to

13 participants each (care professionals and family members) who had

experience with people with severe or profound intellectual and mul-

tiple disabilities (≥40 years) and decline/dementia. Using thematic

analysis, categories and (sub)themes were identified in the transcripts.

To answer research question 2, symptoms mentioned were catego-

rized using a symptom matrix.

Results: Thematic analysis showed that participants wanted to know

about the diagnosis of dementia for a better understanding and to be

able to make informed choices (question 1). Using a symptom matrix,

cognitive and behavioral changes were shown to be the most promi-

nent (question 2). Participants also indicated that they needed

enhanced training, more knowledge development and translation, and

supportive organizational choices/policies (question 3).

Conclusions: Timely identification and diagnosis of dementia allows

for a timely response to changing client wishes and needs. This

requires a better understanding of the symptoms.

A systematic literature review of observable symptoms

Maureen Wissing1, Aurora Ulgiati1, Johannes Hobbelen2, Peter De

Deyn1, Aly Waninge2, Alain Dekker1

1University Medical Center Groningen, Groningen, The Netherlands;
2Hanze University of Applied Sciences, Groningen, The Netherlands

Background: Life expectancy of people with severe or profound intel-

lectual disability increases, which contributes to the risk of developing

dementia. However, early detection and diagnosing dementia is com-

plex, because of their low-level baseline functioning. Therefore, the

aim is to identify observable dementia symptoms in adults with severe

or profound intellectual disability in available literature.

Method: A systematic literature search, in line with PRISMA guide-

lines, was conducted in PubMed, PsycINFO and Web of Science using

a combination of search terms for severe or profound intellectual dis-

ability, dementia/aging and aged population.

Results: In total, fifteen studies met inclusion criteria. Cognitive,

behavioral and psychological symptoms (BPSD) and a decline in the

ability to perform activities of daily living as well as neurological and

physical changes were found. This presentation gives an overview of

reported symptoms of (possible) dementia-related symptoms in

severe or profound intellectual disability.

Conclusions: Despite growing attention for dementia in people with

intellectual disabilities in literature, only very few studies have studied

dementia symptoms in severe or profound intellectual disability.

Given the complexity of signaling and diagnosing dementia in SPID,

dedicated studies are required to unravel the natural history of

dementia in severe or profound intellectual disability, specifically

focusing on observable symptoms for caregivers of (early) dementia in

this population.

Older adults with intellectual and developmental
disorders

Evaluating dementia capability of service systems for people with

intellectual and developmental disorders and dementia

Christine Clifford1, Emily Lauer1
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1CDDER/Eunice Kennedy Shriver Center/University of Massachusetts

Medical School, Worcester, Massachusetts, USA

Background: People with an intellectual or developmental disability

(IDD) experience complex age-related issues, including dementia-related

disorders, at higher rates and earlier ages than the general population.

Increased support needs of this subpopulation can strain caregivers and

existing community supports. Patterns of resource awareness and utili-

zation and unmet needs are not well understood for this subpopulation.

A collaboration of the Massachusetts Council on Aging (MCOA), the

Massachusetts Department of Developmental Services (DDS), and the

Center for Developmental Disability Evaluation and Research (CDDER)

at University of Massachusetts Medical School conducted a needs

assessment with caregivers of people with intellectual and developmen-

tal disabilities to assess awareness and utilization of community-based

resources, and unmet needs including for caregiver supports.

Method: Home visits, including an environmental assessment, and

interviews with caregivers of 95 adults with dementia-related diagno-

ses were conducted. Interviews asked about changes in the adult's

condition since diagnosis including a needs assessment about the

dementia-related knowledge and training, care confidence levels, per-

ceived barriers and/or concerns to care provision and resource use.

Results: About half of the caregivers reported significant changes in the

person's skills, function and memory since diagnosis, as well as worsen-

ing of the person's gait, continence and swallowing. 78% of caregivers

reported feeling confident providing care currently and 68% were con-

fident about providing future care. 100% of the respondents found out-

reach provided by a Nurse Practitioner helpful. Caregiver concerns

included lack of suitable day programming, future planning resources,

and caregiver burnout/stress. Most caregivers were currently aware of

some local resources but with scattered use. Environmental assess-

ments indicated most homes, while accessible, warranted additional

lighting and clutter removal. Caregivers requested additional training in

addressing the behavioral and mental health needs.

Conclusions: Findings suggest a need for increased collaboration

across the intellectual and developmental disability and Aging human

services systems, and additional training and resource navigation

guides for caregivers.

Retirement, inclusive social participation and mobility

Roger Stancliffe1

1University of Sydney, Sydney, Australia

Background: Retirement by people with intellectual and developmen-

tal disabilities has received limited research and policy attention. This

paper will examine selected research on retirement from paid employ-

ment by reporting the findings of two separate retirement-related

studies.

Method: Study 1 from Australia involved a controlled intervention to

support 29 older adults with intellectual and developmental

disabilities to transition to retirement by joining a mainstream commu-

nity group one day per week. Study 2 is cross sectional and used

2016-17 National Core Indicators data from 39 US states.

Results: At 6-month post-test, Study 1 intervention participants expe-

rienced more inclusive community participation, made new friends

and experienced more social support. There was some evidence that

the intervention had protective effects on depression for individuals

experiencing multiple adverse life events. In Study 2, older age groups

had much lower prevalence of independent mobility, indicating age-

related mobility impairment. For each age group, community employ-

ment participants were the most mobile, averaging over 90% who

were independently mobile, with limited age- related decline in inde-

pendent mobility. This finding suggests that individuals employed in

the community who developed mobility impairment often retired.

Conclusions: Socially inclusive participation in mainstream community

groups in retirement is feasible and beneficial. Further research on

community employment and mobility limitations is needed to identify

specific causes of effects on employment, and effective accommoda-

tions and supports. More broadly, research is needed regarding the

health conditions that may lead to retirement by people with intellec-

tual and developmental disabilities, and what can be done to prevent

or manage those conditions to enable continued employment for

those who want it. Further, the effects for people with intellectual

and developmental disabilities of different trajectories of retirement

also need examination.

What do National Core Indicators tell us about older adults with

intellectual and developmental disabilities?

Valerie Bradley1

1Human Services Research Institute, Cambridge, Massachusetts, USA

Background: This presentation will draw from U.S. data collected by

the In-Person Survey (IPS) as part of National Core Indicators on the

outcomes and characteristics of individuals in the sample who are

over 55 years of age.

Method: The data was collected during the 2017-2018 interview

cycle. The proportion of individuals receiving services who are moving

through late middle age and into their later years has grown over the

past several years. National Core Indicators data show that the pro-

portion of people over age 55 grew from 21.6% in 2007-2008 to

25.1% in 2017-2018. This emerging sub-group—like Baby Boomers in

the general population—places new demands on public systems

including health supports, community engagement, housing, and

transportation. This analysis was intended to provide more informa-

tion to policy makers, providers, and public managers regarding the

needs of these older participants.

Results: To illuminate the needs, characteristics and outcomes of

older adults receiving services, the 2017–2018 (IPS) data set was ana-

lyzed. In that cycle, 35 states and the District of Columbia collected

the interview data. The total random sample included 25,562 cases of
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which approximately 25% were individuals over 55 years of age.

Some of the findings indicated that the older cohort was less likely to

be in excellent health, was less likely to be on the autism spectrum,

more likely to have limited mobility, has more transportation chal-

lenges, is more likely to live in a group setting and less likely to have

friends among other findings.

Conclusions: The NCI data suggest that older individuals with intellec-

tual and developmental disabilities will require assessments, planning

approaches and supports tailored to their changing needs taking into

account their health challenges, quality of life, wellness, and commu-

nity involvement. Continuing to serve these older individuals in a one

size fits all system will compromise their well-being.

Health-related quality of life (HRQoL) among adults with intellectual

and developmental disability: Three-year follow up

Kuei-Fang Hsieh1, Sumithra Murthy1, Tamar Heller1

1Institute on Disability and Human Development, Chicago, Illinois, USA

Background: In the general population, associated factors for health-

related quality of life (HRQoL) have been studied extensively. How-

ever, little is known about HRQoL in adults with intellectual and

developmental disabilities, as they are at a higher risk of developing

chronic health conditions and result in poor health as they age, and

often earlier than for the general population.

Method: This study investigated whether health status and HRQoL

change over time and the associated factors for health status and

HRQOL. It included 1,618 adults with intellectual and developmental

disabilities across the US for whom data was completed by family

members or primary caregivers over a period of three years. This

included 515 adults age 40–50 and 141 aged 60 years and above.

The independent variables are demographic (age, gender, diagnoses,

residential status), obesity, mobility limitation, number of chronic con-

ditions, diagnosis of anxiety/depression/epilepsy or seizure disorder,

and health risk behaviors. The primary outcome measure in the pre-

sent study is HRQoL (health status, physically health and mentally

health days, days of activity without functional limitations, and social

participation).

Results: GEE models were used to ascertain the impact of the inde-

pendent factors over time. There was no change in health status

and HRQoL over the three-year period. Non-smoking status, better

oral hygiene, and non-sedentary are associated with better health

status and HRQoL after adjusting for mobility limitation and comor-

bidity status. Older age was associated with poorer health out-

comes, more mentally healthy days, and decreased social

participation.

Conclusions: The findings suggest that increasing physical activity and

improving oral hygiene behavior may improve HRQoL of adults with

intellectual and developmental disabilities. As adults with intellectual

and developmental disabilities age, there is an increasing need to

involve them in health promotion and social activities.

ORAL PRESENTATIONS

Staff in residential services and their readiness to supporting

grieving service users

Kristýna Janyškov�a1, Jan Šiška1

1 University of West Bohemia, Faculty of Education, Pilsen, Czech

Republic

Background: As part of a larger project, the readiness of staff to

supporting grieving users with intellectual disabilities in social residen-

tial services was explored. Within the project we explored their skills,

abilities, knowledge, experience, personal/social capability and moti-

vation, opinions and attitudes and, last but not least, we described the

profile of workers (work experience, age, education, sex) and profile

of the residential services (number of staff, internal regulations relat-

ing to death and mourning, education of employees) involved.

Method: Semi-structured questionnaire for workers conducted in all

regions of Czech Republic (n=220). The data were evaluated

using SPSS.

Results: Educational attainment significantly influences the opinion

and attitude of workers in social residential services. Length of prac-

tice, work experience or age are far from such influence. Internal doc-

uments within the services relating to death and grieving significantly

shape the perception of the workers.

Conclusions: This project brings insight into the area of grieving in

people with intellectual disabilities, and more specifically into the

work in social residential services. The outcomes of this project can

be used in practice.

End of life care when there is a diagnosis of COVID-19

Mary McCarron1, Philip McCallion2

1Trinity College Dublin, Dublin, Ireland; 2Temple University School of

Social Work, Philadelphia, Pennsylvania, USA

Background: The research aim was to understand how person-

centered end of life care was provided during the COVID-19

pandemic.

Method: Semi-structured and in-depth interviews conducted as part

of a longitudinal study on the ageing of people with intellectual dis-

abilities (IDS-TILDA) identified several individuals who died with and

without COVID-19 during the COVID-19 pandemic in Ireland. Data

was collected from the caregivers (staff and family) of these individ-

uals, and was compared to understand differences in care received

and grief experienced. Data was also compared with additional data

gathered on the deaths of individuals outside of the COVID-19

period.

Results: There were differences in the level of in-person support

received by the person with ID and by their caregiver, regardless of
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COVID-19 status as compared to deaths outside of the pandemic

period. Hospitalizations presented a particular challenge. Also, there

were additional issues in terms of unsupported and unresolved grief.

Conclusions: Based on the experience of the COVID-19 pandemic,

there is a need for greater attention to advanced directives for people

with intellectual disabilities and to how grief is to be managed when

access to the dying person is restricted.

Implementing palliative care innovations for people with intellectual

disability

Hille Voss1, Anneke Francke1, Anke De Veer1

1Netherlands Institute for Health Services Research (Nivel), Utrecht, The

Netherlands

Background: Sustainable improvement of palliative care for people

with intellectual disability requires involvement of various stake-

holders and integration into an organization's strategic policy. The cur-

rent three-year participatory action research study aims to improve

palliative care in organizations providing care for people with intellec-

tual disability.

Method: Nine implementation projects in eleven care organizations

for people with intellectual disability were included in this study.

Action research groups including an opinion leader, an implementation

expert, medical professionals, social workers, people with intellectual

disability or representatives, and managers, were formed in each orga-

nization. In 2020, the eleven organizations conducted a self-

evaluation of their palliative care policies and practices and a ques-

tionnaire on the perceived competencies of professionals. Based on

the results, two innovations from a toolbox including six pre-selected

palliative care innovations are chosen to implement within the organi-

zation. Innovations are implemented following a cyclical approach

(Plan, Do, Study, Act) to improve palliative care within the

organization.

Results: Results provide insight into the current palliative care policies

and practices in organizations for people with intellectual disability

and the implementation of the innovations.

Conclusions: This unique participatory action research study shows

how sustainable improvement of palliative care can be achieved in

organizations providing care for people with intellectual disability.

Don't forget about me: Dementia in rare genetic

neurodevelopmental disorders, a systematic review

Malu van Schaijk1, Michiel Coesmans2, Esther van den Berg2, Marie-

Claire de Wit2, Leontine Ten Hoopen2, Mieke van Haelst3, Dederieke

Maes-Festen2, Bert Aldenkamp4, Agnies van Eeghen1

1's Heeren Loo, Amersfoort, The Netherlands; 2Erasmus Medical Center,

Rotterdam, The Netherlands; 3Amsterdam University Medical Center,

Amsterdam, The Netherlands; 4Kempenhaeghe, Heeze, The Netherlands

Background: The lifespan of individuals with genetic intellectual dis-

ability (ID) has increased greatly in the last decades. This has exposed

predispositions to health issues in this population such as early aging.

Early onset cognitive and adaptive decline in functioning is often seen

clinically. This may be caused by dementia, which has been studied

rather extensively in Down Syndrome but barely in other genetic neu-

rodevelopmental disorders. The aim of this systematic review was to

increase understanding on associations between genetic ID syn-

dromes and dementia.

Methods: A search was conducted in several databases. Search terms

were related to dementia and genetic neurodevelopmental disorders, the

latter including generic search terms for neurodevelopmental disorders

as well as a list of rare genetic syndromes from the National Institute of

Health. As studies on dementia were expected to be scarce, broader sea-

rch terms on cognitive and adaptive decline were also included.

Results: Information was recorded on occurrence, diagnosis and clini-

cal manifestations of dementia in genetic neurodevelopmental disor-

ders. Validity of diagnostic methods, strengths and limitations of the

studies were reported. Qualitative and descriptive analyses have been

performed.

Conclusions: Findings are discussed, providing recommendation to

improve dementia diagnosis and care for adults and elderly with neu-

rodevelopmental disorders.

Palliative and end-of-life care, people with intellectual and

developmental disorders and COVID-19 (PEPIC-19): An

international survey

Naomi Dhollander1, Irene Tuffrey-Wijne2, Huda Abu-Saad Huijer3,

Michael Echteld4, Rachel Forrester-Jones5, Carmen Karbasi6, Philip

McCallion7, Mary McCarron8, Sabine Schaeper9, Stuart Todd10,

Madeleen Uitdehaag11, Stuart Wark12, Britt-Evy Westergard13

1Ghent University, Ghent, Belgium; 2Kingston & St George's University,

London, UK; 3University of Balamand, Tripoli, Lebanon; 4Avans University

of Applied Sciences, Breda, The Netherlands; 5University of Bath, Bath,

UK; 6University of Madrid, Madrid, Spain; 7University at Albany, Albany,

New York, USA; 8Trinity College Dublin, Dublin, Ireland; 9Catholic

University of Applied Sciences NRW, Cologne, Germany; 10University of

South Wales, Cardiff, UK; 11Saxion University of Applied Sciences,

Enschede, The Netherlands; 12University of New England, Armidale,

Australia; 13Oslo Metropolitan University, Oslo, Norway

Background: To gain insight into the provision, quality and challenges

of palliative and end-of-life care to people with intellectual and devel-

opmental disabilities at the end of life in countries across the world,

both before and during the Covid-19 pandemic.

Method: An international anonymous online survey (available in

English, Dutch, German, Norwegian and Spanish), developed and pil-

oted by a team of 15 researchers from 10 countries. It consists of

13 closed and four open questions, with free text boxes to provide

examples. Responses are invited from any health/social care profes-

sionals. The survey is supported by the European Association of
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Palliative Care (EAPC) and builds on the 13 norms for good practice in

their 2015 White Paper on intellectual and developmental disabilities.

Results: The survey was open from October 2020 to February 2021.

Results are expected from 500+ respondents in 16+ countries world-

wide. Data analysis will focus on what respondents consider to be the

barriers and enablers in providing palliative and end-of-life care; how

the Covid-19 pandemic has affected this; specific examples that illus-

trate both barriers and enablers; and national contexts and differences.

Conclusions: The results will be available at the congress, and provide

important pointers for developing policy, practice and research

priorities.

IN-DIALOGUE: Consensus on a conversation aid for shared decision

making in the palliative phase

Hanna Noorlandt1, Ida Korfage1, Irene Tuffrey-Wijne2, Dederieke

Festen1, Cis Vrijmoeth3, Agnes van der Heide1, Michael Echteld4

1 Erasmus Medical Center, University Medical Center Rotterdam,

Rotterdam, The Netherlands; 2Kingston University & St. George's,

University of London, London, UK; 3Centre for Research and Innovation

in Christian Mental Health Care, Amersfoort, The Netherlands; 4Prisma

Foundation, Waalwijk, The Netherlands

Background: People with intellectual disabilities need to be involved in

making decisions about their treatment and care. Little is known about

how to involve people with intellectual and developmental disabilities

in making decisions about treatment and care in the palliative phase.

We therefore developed a shared decision making (SDM) conversation

aid to better involve people with intellectual and developmental disabil-

ities in making decisions in the palliative phase. We evaluated its rele-

vance and feasibility in an expert consensus procedure.

Method: In a Delphi consensus process, an expert panel of 11 people

with intellectual disabilities, 14 relatives and 65 healthcare profes-

sionals completed online questionnaires about the relevance and fea-

sibility of a draft conversation aid.

Results: After amending the aid to the expert panel's feedback, rele-

vance ratings were 67-97% (M=90%) and feasibility ratings 66 -86%

(M=77%). The final In-Dialogue aid consists of four themes: who are

you, illness/end of life, making decisions, and evaluating the decision.

In-Dialogue comes in a box with a pad which resembles a board game,

13 conversation cards, 50 supporting illustrations, a workbook and an

accompanying manual. Promising results have emerged from the first

conversations.

Conclusions: The consensus-based conversation aid is considered suf-

ficiently relevant and feasible to be implemented in practice.

Dying in the Covid era: UK study of adults with intellectual

disabilities in social care 2020-21

Jane Bernal1, Christopher Hatton2, Edwin Jones3, Rachel Forrester-

Jones4, Mary McCarron5, Janet Finlayson6

1University of South Wales, Ponsanooth, UK; 2Manchester Metropolitan

University, Manchester, UK; 3University of South Wales, Pontypridd, UK;
4University of Bath, Bath, UK; 5Trinity College, Dublin, Ireland; 6Glasgow

Caledonian University, Glasgow, UK

Background: The aim of the research was to explore patterns of dying

and identify mortality rates among people with intellectual disabilities

living in supported living or residential care facilities, and to compare

findings with data collected in 2013-14 for an earlier study of a similar

population.

Methods: Retrospective, cross-sectional, study of deaths in a defined

population of adults with intellectual disabilities, ordinarily resident, at

the time of their death, in supported living or residential care settings,

using regional managers as informants. The methodology is adapted

from that used in a previous study (Todd et al., 2020) For all deaths

identified, data will be collected on age, gender, place of usual care

and of death, and cause of death.

Results: Preliminary results will be presented on the recruitment strat-

egy, number of providers, number of living people they supported,

and the number and nature of deaths reported to date.

Conclusions: This is the first UK study to calculate, using a defined

population, the mortality rate, the number of excess deaths and the

proportion of these attributed to Covid in people with intellectual

disabilities.

Individual cognitive stimulation therapy for individuals with

intellectual disability and dementia

Aimee Spector1, Elisa Aguirre2, Angela Hassiotis1

1University College London, London, UK; 2North East London NHS

Foundation Trust, London, UK

Background: To examine the feasibility and acceptability of manu-

alised individual Cognitive Stimulation Therapy (iCST) delivered by

carers to adults with intellectual disability and dementia.

Method: Dyads (carer and individual with dementia) were randomised

to iCST (40 sessions over 20 weeks) or a waiting list control group.

Recruitment and retention of participants, intervention adherence,

fidelity and acceptability were assessed. Outcome measures of cogni-

tion, adaptive functioning, quality of life and carer outcomes were col-

lected at baseline, midpoint (11 weeks) and at 21 weeks. Carers were

interviewed about their experience of iCST.

Results: Forty dyads were recruited from 12 sites in England. There

was good retention with only 1 dyad dropping out and over 85% com-

pleted both assessments. Adherence to the correct session structure

was poor; 70% completed at least 20 sessions but there was a high

level of satisfaction with iCST. Quality of life was higher in the iCST

group at 21 weeks (adjusted mean difference: 3.11; 95% CI: 0.64 to

5.58). There were no differences in the other outcome measures.

Conclusions: The intervention was feasible and acceptable and may

improve quality of life. A full-scale trial is possible but improved train-

ing for carers is needed to improve fidelity.
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Pepic-19: Palliative care for people with intellectual and

developmental disabilities and Covid-19, comparing the Netherlands

and Belgium

Marieke Groot1, Michael Echteld2, Naomi Dhollander3

1Radboud University Medical Center, Nijmegen, The Netherlands; 2Avans

University of Applied Sciences, Breda, The Netherlands; 3End of Life Care

Research Group, Ghent, Belgium

Background: To gain insight into the challenges in meeting interna-

tional consensus norms for palliative and end-of-life (EOL) care provi-

sion to people with intellectual and developmental disabilities in The

Netherlands and Belgium, both before and during the Covid-19

pandemic.

Method: This study is part of an international survey. It builds on the

2015 White Paper from the European Association of Palliative Care

(EAPC) taskforce on intellectual and developmental disabilities, which

established 13 norms for good practice. We asked professionals in

health or social care services, academics, researchers and educators

with an interest in EOL care of people with intellectual and develop-

mental disabilities to fill out an anonymous on-line survey. The survey

has questions with Likert-scale and free text options. We distributed

the survey link by e-mail, using our networks, and social media in

December 2020. We will use descriptive statistics and statistics to

test differences between countries and respondent subgroups. Free

text will be analysed using Thematic Framework Analysis.

Results: The survey will be open until the end of March 2021. We will

share the results with caregivers and policy makers involved with palli-

ative care for people with intellectual and developmental disabilities.

Conclusions: Results will be available at congress, and focus on devel-

oping policy, practice and research priorities in both countries.

Don't let them fall: Falls prevention in people with visual and

intellectual disabilities

Lotte Enkelaar1, Marjoke van Doeland1

1Bartimeus, Doorn, The Netherlands

Background: To develop a training program for people with a visual

and intellectual disability to prevent them from falling. Falls can lead

to fractures, disability, and even death. The incidence of falls is high in

people with intellectual disabilities and in people with visual impair-

ments. Therefore, falls prevention in people with visual and intellec-

tual disabilities is of great importance.

Method: The training program was based on the obstacle course of

the Nijmegen Falls Prevention Program. The obstacle course has suc-

cessfully been used in people with intellectual disabilities. For people

with no or limited sight adjustments needed to be made to safely used

the obstacle course in people with visual and intellectual disabilities.

After adjusting the obstacle course, a Multiple Baseline Single-Case

Experimental study was conducted. Six adults with visual and intellec-

tual disabilities followed 10 sessions with the obstacle course. The

main outcome measure was number of falls in the four months before

and after training.

Results: The adjustments made to the obstacle course and first results

of the study will be presented.

Conclusions: This is a first step in providing a fall prevention interven-

tion specially developed for people with visual and intellectual

disabilities.

POSTER PRESENTATIONS

Study toward the quantitative understanding of the intellectually

disabled diagnosed as dementia

Daisei Kinoshita1

1Musashino University, Nishitokyo-city, Japan

Background: The purpose of this study was to clarify the status of

dementia of persons with intellectual disabilities who are admitted to

facilities, and to compare the prevalence of dementia between people

with Down's syndrome and those who do not have Down syndrome.

Method: The survey was conducted at all facilities for people with

intellectual disabilities in Japan in 2010 and 2016 by questionnaire.

Caregivers were asked the number of persons with intellectual disabil-

ities who were diagnosed as having dementia by a doctor, or who

were not diagnosed but seem to be suffering from dementia.

Results/Conclusions: The 2010 survey found that 0.7% of users had a

diagnosis and 1.8% had suspected dementia. On the other hand, 2016

survey showed that 1.6% had a diagnosis and 4.4% had suspected

dementia. The proportion of people diagnosed with dementia and

those suspected of having dementia increased. Furthermore, a com-

parison of the status of diagnosis of Down syndrome and non-Down

syndrome in the 2016 survey suggested that the proportion of people

diagnosed with dementia was significantly higher in people with

Down syndrome than non-Down syndrome people.

Creating an end-of-life-sensitive organizational culture in residential

services for people with intellectual and developmental disabilities

Sabine Schaeper1, Barbara Schroer1, Antonia Thimm1, Clara Levin1,

Judith Sellmeyer1

1Catholic University of Applied Sciences North Rhine-Westphalia,

Muenster, Germany

Background: Disability services increasingly face challenges in end-of-

life care for residents. A study in three German regions explored the

conditions of care in different residential settings. The study aims at

deepening the analysis of predicting factors for a high quality of care.

Method: The first part of the study (online-survey and interviews with

frontline-staff and managers) revealed a wide range of capacity for

and attitudes towards palliative care for people with intellectual
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disabilities. Instruments to assess the impact of organizational culture

on palliative care outcomes are a desideratum up to now. The second

part of the study integrates a literature review, a quantitative study

on aspects of organizational culture in group homes, and qualitative

case studies.

Results: The impact of socio-historical and organizational factors is

significant. Strategies to cope with increasing mortality rates can be

assigned to four types of care. Specific recommendations for each of

these types can encourage service providers to improve the quality of

end-of-life care.

Conclusions: To ensure a participatory and person-centered culture

of palliative care, sensitivity for the impact of organizational culture

and professional attitudes is needed. Disability services have to

develop professional capacity and organizational reflexivity.

Addressing isolation and quality of life during COVID-19

Noel McCarron1, Philip McCallion2, Mary McCarron3, Siobhan

Kearins1

1Stewarts Care, Dublin, Ireland; 2Temple University School of Social

Work, Philadelphia, USA; 3Trinity College Dublin, Dublin, Ireland

Background: The aim was to understand how isolation among people

with intellectual disabilities during lockdown may be reduced and

quality of life maintained.

Method: Use of documentary and video analysis of events at Stewarts

Care, a services provider in Ireland as well as interviews with people

with intellectual disabilities and of staff and families to understand

what interventions contributed most to reducing isolation and

maintaining or increasing quality of life during the December-January

COVID-19 lockdown period.

Results: Data supported that a combination of involvement in plan-

ning and participating in virtual activities, seasonal visual displays and

an emphasis on maintaining communications were all helpful. Sea-

sonal virtual displays and holiday-related activities were particularly

noted.

Conclusions: There were important lessons learned, including that

maintaining desired and enjoyed activities and expanding use of tech-

nology all contributed to reducing isolation and maintaining or

increasing quality of life.

Risk of mortality during an emergency department visit among US

autistic adults

Ilhom Akobirshoev1, Monika Mitra1

1Brandeis University, Waltham, Massachusetts, USA

Background: We examined the risk of mortality during emergency

department (ED) visits among autistic adults compared to the general

population using the 2016–2017 National Emergency Department

Sample.

Method: We modeled logistic regressions to compare risk of mortality

between autistic adults (n=47,142) and age-matched sex-matched

controls non-autistic adults (n=471,420) in a 1:10 ratio.

Results: We found that autistic adults had a higher risk of mortality

during ED visits than their non-autistic peers (RR=2.54, 95%

CI:2.19-2.94, p<0.001). This risk remained high even after adjustment

for age, sex, income, epilepsy and psychiatric comorbidities, hospital

teaching and urban status, hospital region, and year of ED visit

(RR=1.77, 95%CI:1.28-2.11, p<0.001). The results from the interac-

tion of sex and autism status suggest that autistic women have almost

two times higher risk for mortality during ED visits (RR=1.89, 95%

CI:1.37-2.6, p<0.001) than autistic men. The results from the stratified

analysis also showed that autistic women had almost four times

higher risk (RR=3.97, 95%CI:3.04-5.17, p<0.001) for mortality during

ED visits compared to non-autistic women; this difference persisted

even after adjusting for socioeconomic, clinical, and hospital charac-

teristics (RR=2.34, 95%CI:1.71-3.20, p<0.001).

Conclusions: Our findings confirmed a higher risk of mortality during

ED visits among autistic adults than peers from the general

population.

Preparing for surprise: Implications of less expected dying in people

with intellectual disabilities

Jane Berna1, Stuart Todd2

1University of South Wales, Ponsanooth, UK; 2University of South Wales,

Pontypridd, UK

Background: To identify tools, research, and service strategies better

to support people with intellectual disabilities whose deaths are likely

to be relatively unexpected. To identify possible indicators of good

end of life care in these circumstances.

Method: Reflective review to develop theoretical framework of less

expected deaths and relevant clinical, service improvement, training

and research tools. Results from relevant studies, enquiries, and ser-

vice improvement reports will be used, from both Intellectual Disabil-

ity and Older Adult areas.

Results: The deaths of adults with intellectual disabilities tend be sud-

den, or not to have been anticipated for longer than a few days by

those caring for them. Predominant causes of death differ from the

general population. This demands better anticipation, recognition of

deteriorating health, and identification of frailty to prevent deaths

amenable to healthcare, and to prepare for inevitable dying. Strategies

are needed that allow people with intellectual disabilities, their fami-

lies, and services to accommodate deaths that could not have been

anticipated.

Conclusions: Existing tools that identify frailty, clinical deterioration,

active dying or the need for palliative care have seldom been tested

with people with intellectual disabilities. All deaths cannot be

predicted. Possible research, service, and training implications will be

discussed.
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Concept of death: Perspectives of adults with intellectual disabilities

Manisha Kishore1

1MINDS Singapore, Singapore, Singapore

Background: Death and loss within the family are often neither

explained, nor processed with a person with intellectual disabilities. In an

attempt to shield them from the grief situation, caregivers might avoid

discussions around the topic.

Method: International literature highlights that death education and

processing of grief are imperative for every individual who might be at risk

of a potential loss due to chronic illness of a family member, or has faced

a recent bereavement. Five individuals with intellectual disability, who had

lost a family member within the past 24 months, were selected for this

exploratory study. Semi-structured individual interviews were conducted

to examine their understanding of the basic five death concepts of causal-

ity, irreversibility, non-functionality, universality and inevitability.

Result: The responses are thematically analysed to gain deeper insight

into the perspectives, beliefs, attitudes and thoughts of participants

pertaining to concepts of death, loss and bereavement.

Conclusions: This research would be extended in future to encompass

caregivers' perceptions to develop as framework for effective grief

processing for people with intellectual disabilities. Practical implica-

tions, limitations and future improvements will be discussed.

Palliative and end of life care

Kerry Anderson1

1NHS Grampian, Aberdeen, UK

Background: Poster will present the joint working across generic palli-

ative and end of life care services, which incorporates best practice

pathway for people with a learning disability.

Method: Development of framework for palliative and end of life care

as developed by NHS Grampian MCN, has been inclusive of the needs

of people with a learning disability, and as such a pathway specific for

individuals needs has been created to ensure a person centred and

holistic approach to care.

Results: There has been positive engagement across both acute and

learning disability services.

Conclusions: The poster will showcase best practice and holistic

approach to palliative care. Including guidance developed to support

carers and families during the COVID-19 pandemic.

End-of-life care for people with intellectual and developmental

disabilities during the COVID-19 pandemic: A systematic literature

review

Anna Roemer1

1Catholic University of Applied Sciences North-Rhine-Westphalia,

Münster, Germany

Background: The international systematic literature review was

conducted from June to November 2020. It focused on infection

and morbidity rates among people with intellectual and develop-

mental disabilities with COVID-19 and their situation under the

conditions of the global pandemic, especially with regard to their

passing away.

Method: Search terms were defined and searched for in ten scientific

databases over a period of five months. Research reports, journals,

university publications, press releases, legal commentaries, contribu-

tions from scientific networks and statistics were included. The texts

were reviewed and sorted according to relevance, summarized and

analyzed.

Results: Only two surveys were published during the research

period. Seven studies were announced or are currently in the survey

or evaluation phase. First findings indicate a greater vulnerability of

persons with intellectual and developmental disabilities depending

on individual factors like comorbidities and social factors like exclu-

sion from health care provision or isolation in residential care

homes. Health care systems need to be more inclusive, staff has to

build specific capacities, and crisis management has to become

inclusive.

Conclusions: The systematic literature review needs to be continued

to enable an international comparison of the special situation of peo-

ple with intellectual and developmental disabilities at the end of life

during global or local crises.

Social frailty among older adults with an intellectual disability

Brendan Dee1

1School of Nursing & Midwifery, Trinity College Dublin, Dublin, Ireland

Background: This study aimed to measure social frailty among older

adults with an ID and analyse its capacity to predict adverse outcomes

in this population.

Method: The primary data source was the Intellectual Disability Sup-

plement to the Irish Longitudinal Study on Ageing (IDS-TILDA). Ethical

approval was granted by the Trinity College Dublin Faculty of Health

Sciences Research Ethics Committee. A Social Frailty Index (SFI) was

constructed using items which influence and describe an individual's

social circumstance. Variable analysis was undertaken to probe the

relationship between SFI scores and adverse health outcomes.

Results: Social frailty was associated with adverse health outcomes

over time among older adults with an intellectual disability. The higher

the SFI score, the greater the risk for adverse outcomes, independent

of the type of deficits included.

Conclusions: This is the first study to investigate social frailty

among older adults with an intellectual disability and further

research is warranted. The capacity to measure social frailty in this

population may have significant implications for policy and practice

development. A holistic and preventative approach to social frailty

should include upstream interventions that address social health

disparities.
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Track 1c Early Intervention/Transition

ORAL PRESENTATIONS

Impact of county factors and state policy on geographic access to

BCBAs among children with autism spectrum disorders

Marissa Yingling1, Matthew Ruther1, Erick Dubuque1, Bethany Bell2

1University of Louisville, Louisville, Kentucky, USA; 2University of South

Carolina, Columbia, South Carolina, USA

Background: To examine the relationship between geographic access

to Board Certified Behavior Analysts (BCBAs) among children with

autism spectrum disorder and county sociodemographic factors and

state policy in the U.S.

Method: We integrated data from the U.S. Department of Education's

Civil Rights Data Collection, Behavior Analyst Certification Board's

certificant registry, and U.S. Census. The sample included counties

and county equivalents (e.g., parishes) in 49 states and Washington

D.C. (N=3,040). Using GIS software, we assigned BCBAs to counties

based on their residence, allocated children via school districts to

counties, and generated per-capita children with autism spectrum dis-

order/BCBA ratios. We distributed counties into five categories based

on ratios: no BCBAs (reference), ≥31, 21–30, 11–20, >0–10. We used

a generalized logit model for analyses.

Results: Highly affluent and urban counties had highest access. Odds

ratio estimates for affluence ranged from 2.26 to 5.26. County-level

poverty was positively associated with access, yet this relationship

was moderated by urbanicity. Race-ethnicity and healthcare insurance

coverage were negatively related to access.

Conclusions: Targeting non-urban and less affluent counties for provider

recruitment and maintenance could most improve access to BCBAs. In

addition to strategies specific to BCBAs, traditional strategies used for

enhancing access to other healthcare providers could be useful.

Developing a statewide needs assessment of Asian American

parents of children with developmental disabilities

Irang Kim1, Sarah Dababnah2, Yao Wang2

1Tulane University, New Orleans, Louisiana, USA; 2University of

Maryland, Baltimore, Maryland, USA

Background: The Asian American Needs Survey aims to understand

how Asian American (AA) parents of children with developmental dis-

abilities navigate community services and healthcare; barriers and

facilitators of service use and early diagnosis; and other factors that

may impact this population. We will present information about survey

development, translation, and data collection processes.

Methods: We assembled a national advisory group comprised of dis-

abilities researchers, including professionals from diverse Asian ethnic

groups. We developed a comprehensive survey in English. The survey

includes questions on the diagnostic process, services, parents' beliefs

about developmental disabilities, coping processes. The advisory group

and two AA parents raising children with developmental disabilities

reviewed the survey and provided detailed feedback. We then profes-

sionally translated the final survey into four languages commonly spo-

ken in Maryland: Korean, Japanese, Mandarin and Vietnamese.

Results: We collected data using online and in-person methods. Par-

ticipants are eligible to complete the survey if they 1) live in Maryland;

2) identify as Asian or AA; 3) and are a parent or other primary care-

giver of a child younger than 18 with a developmental disability. We

distribute recruitment flyers and other study information through gen-

eral parent support groups, autism and developmental disability orga-

nizations, developmental disabilities service providers, advocates, and

developmental disabilities-related events. We also reach out to AA-

specific organizations, or those with large numbers of AA members

(e.g., churches and language schools), to identify AA parents of chil-

dren with developmental disabilities who are potentially not involved

in general organizations or groups. In collaboration with AA-specific

organizations, we also host events that provide education to parents

who have children with developmental disabilities.

Conclusions: The AA Needs Survey will make a significant contribu-

tion to an emerging national effort to elicit the voices of AA families

raising children with developmental disabilities. Results will inform

providers and policymakers on the needs of these communities.

Awareness of symmetry, order, and stability in children with Down

syndrome

Almudena Agudo Carnicer1, Elena Gil Clemente1, José Ignacio

Cogolludo-Agustín1

1University of Zaragoza, Zaragoza, Spain

Background: The framework of this communication is a research line

developed in Spain proposing an approach to the teaching of mathe-

matics that helps children with intellectual disabilities enjoy the bene-

fits of this discipline by introducing geometry since early childhood.

Specifically, our goal is to design a tool to explore the existence of

naive conceptions about symmetry in children from preschool in an

inclusive environment.

Method: Research sessions are designed for children to show their

conceptions about symmetry while working freely on drawings and

building block constructions. Implementation is carried out with two

groups: 20 children from a standard school (ages 4 to 5) and three

children with Down syndrome and the same age range. Children's pro-

ductions are analyzed using a qualitative methodology based on par-

ticipant observation.

Results: Children with Down syndrome recognize simple patterns of

symmetry in the environment—axial symmetry of human body and

shapes of nature, not noticing significant differences with children in the

other group. They tend to reproduce these patterns in their productions,

often seeking the beauty, order and stability associated with symmetry.

Conclusions: An observation guide has been developed in order to

help teachers detect actions that show children's awareness of the

existence of symmetry.
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Preparation

Wendy Mandinema Mupaku1, Adrian van Breda1, Berni Kelly2

1University of Johannesburg, Johannesburg, South Africa; 2Queen's

University Belfast, Northern Ireland, UK

Background: Youth with intellectual disabilities who have been

removed from birth families due to abuse or neglect and placed in res-

idential child care must transition from these facilities as they age out

of children's services. Whilst there is a range of research on leaving

care and disabled youth transitions to adulthood, the experience of

youth with intellectual disabilities ageing out of residential child care

has been largely ignored, particularly in the Global South. This paper

addresses this gap by sharing PhD findings on preparing youth with

intellectual disabilities for leaving residential child care in South Africa.

Methods: Semi-structured, participatory interviews were conducted

with eight youths with intellectual disabilities leaving residential child

care and their caregivers. Data were analyzed using thematic analysis.

Results: Leaving care significantly impacted on the security and

belonging of participants who needed a participatory, transparent

approach to transitional planning. There was also a lack of attention

to the specialized support needs of this group to prepare them for

their post-care lives.

Conclusions: Person-centred transition planning is recommended to

more adequately prepare these youths for leaving residential child

care, alongside specialised aftercare support in their young adult lives

and improved inter-agency collaboration across the child and disability

sectors.

Specifics of formation of a negative reaction in young children with

Down syndrome

Vera Stepanova1

1Downside Up, Moscow, Russia

Background: According to many experts, the connection between a

mother and her child is essential for normal cognitive development.

The aim of the research is to study the conditions for the formation of

a negative reaction as one of the organizers of the child's psyche

(according to R. Spitz) in children with Down syndrome.

Method: The methods of the research were inquiry approach, analysis

of problem situations, the Toronto Alexithymia Scale TAS-20-R, the

Leonhard-Shmishek test (adaptation of V.M.Bleicher), the Bass-Darka

Hostility Inventory (version of A.G. Rezapkina), The Spielberger State-

Trait Anxiety Inventory (adaptation Yu.L. Khanina).Participants were

37 toddlers and 22 mothers.

Results:Mothers of children with Down syndrome generally have aver-

age or high levels of anxiety. Mothers whose children express their neg-

ative reactions by gestures or screaming tend to be even more anxious.

Conclusions: The results of the research can be used by practicing

psychologists and teachers to determine the objectives of the pro-

gram for the development of child-parent interaction.

Pathways to post-secondary settings for students with intellectual

disabilities

Des Aston1, Joanne Banks1, Michael Shevlin1

1Trinity College Dublin, Dublin, Ireland

Background: It is well established that people with intellectual disabil-

ities are more likely to be unemployed, more dependent on social wel-

fare, with an increased risk of living in poverty. A shift in policy at a

national and international level has meant a significant increase of stu-

dents with intellectual disabilities are attending mainstream secondary

education in Ireland, though few successfully transition to further/

higher education or employment. This study aims to gain an insight

into the typical transition support/guidance provided to students with

ID as they prepare to complete their post-primary education in a

mainstream setting.

Method: This mixed-methods study employed a sequential design.

Results of a national survey of secondary school Principals were used

to identify individual cases for nine qualitative interviews with school

faculty. Individual analyses were merged for the purpose of

triangulation.

Results: There was strong evidence that transition planning for these

students is carried out by the Special Educational Needs Coordinator,

rather than the Guidance Counsellor. As a result, transition planning

tends to be very narrowly focused on traditional pathways into

disability-specific services. The research highlights the overemphasis

on academic progression amongst Guidance Counsellors to the exclu-

sion of students with intellectual disabilities, who require more

individualised and nuanced transition planning.

The becoming adult: Transition to adulthood for young people with

intellectual disabilities

Francesca Ribenfors1, Sue Caton1, Leanne Rimmer1

1Manchester Metropolitan University, Manchester, UK

Background: The aim of the study was to bring together multiple

stakeholder perspectives to inform an understanding of transition to

adulthood for people with intellectual disabilities and their families.

Method: Adopting a qualitative approach, three focus groups and six

interviews were undertaken with participants with intellectual disabil-

ities aged between 17 and 25. A further seven interviews took place

with mothers and six with professionals. Data was analysed using the-

matic analysis.

Results: The analysis gave rise to four themes: the transition mine-

field; interdependence; the push and pull of adulthood; and aspira-

tions bounded by reality. In light of these themes, principles of

assemblage are drawn upon to demonstrate how different lines of

affect shaped the becoming of young people and mothers during

transition.

Conclusions: Transition is a time dominated by uncertainty and stress.

A lack of support at the end of education ensures the “transition cliff
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edge” persists. However, approaching transition through an assem-

blage lens brings to the forefront the interconnectedness of transition

and highlights the need for professionals to take into consideration

the multiplicity of elements and lines of affect which work together

during this period. A creative approach to intervention is encouraged

by exploring what might happen when existing lines are ruptured and

new lines created.

Evaluating effectiveness of transition program in MINDS special

education schools: From schools to post-18

Kimberly Josephene Cheah1, Alex Ang1

1Movement for the Intellectually Disabled of Singapore, Singapore,

Singapore

Background: Special Education (SPED) schools in Singapore had a

school-to-work transition programme to help students ease into

working life and adulthood. This study seeks to assess the strengths

and weaknesses of the programme at MINDS SPED schools, the influ-

ence of family involvement and inter-agency collaboration on transi-

tion outcomes, and the extent to which the programme helped

graduates to transit to work successfully.

Method: Semi-structured interviews and focus groups were con-

ducted with 11 caregivers, 15 teachers, 17 transition planning coordi-

nators and 16 graduates. With the exception of the graduates, all of

the participants had to complete a questionnaire.

Results: The study is ongoing and results will be presented at the

conference.

Conclusions: The findings would be used to augment the transition

programme and improve the outcomes for future graduates.

mHealth developmental screening for preschool children in low-

income communities

Maria Du Toit1, Jeannie van der Linde1, De Wet Swanepoel1

1University of Pretoria, Pretoria, South Africa

Background: This study validated an mHealth-based developmental

screening tool as a potential time- and cost-effective way of delivering

services for preschool children.

Method: This cross-sectional within-subject study screened 276 pre-

school children from low-income communities using the mHealth

PEDS tools. The mHealth PEDS tools' performance was then evalu-

ated by comparing caregiver concerns according to the PEDS tools

with results obtained using a reference standard assessment tool, the

Vineland-3.

Results: The mHealth PEDS tools identified 237 (85.9%) of children at

risk of developmental delay compared to 80.1% (n=221) of children

identified with a developmental delay using the Vineland-3. Sensitivity

of the PEDS tools was high (92.6%) with low specificity (22.5%) using

US standardised criteria. Literacy skills were found to be most

delayed, according to the PEDS: DM (89.3%; n=142) and Vineland-3

(87.1%; n=134). Low specificity of the prescribed criteria may require

the implementation of adapted referral criteria within low SES

settings.

Conclusions: The mHealth PEDS tools may still be valuable for pre-

school developmental surveillance of children within low SES settings.

It is recommended, however, that children who are identified with a

developmental concern undergo a second screen to reduce false

positives.

A transition guide adapted to needs of youth with profound

intellectual disability

Camille Gauthier-Boudreault1, Frances Gallagher1, Mélanie Couture1

1Université de Sherbrooke, Sherbrooke, Canada

Background: Few resources are available to support families of

youth with profound intellectual disability (PID) and professionals

during planification of transition to adulthood. This study aimed to

develop a transition guide built on available evidence, in collabora-

tion with parents and professionals from health, school and com-

munity networks.

Methods: This research action used various methodological strategies

with parents and professionals to prioritise what information and

materials to include in the guide (e.g., surveys, interviews, focus

groups). Finally, based on these results, a steering committee created

the transition guide, which was validated by two experts in transition

planning.

Results: The transition guide includes sections explaining strategies to

plan the transition period for youth with PID. It also proposes three

information sheets on legal and financial issues, as well as an observa-

tion grid to support identification of youth's life project. This collabo-

rative approach allowed for a better understanding of the roles of the

professionals involved and needs of these families.

Conclusions: This guide has potential to improve practices in transi-

tion planning and better support families through this period to allow

a satisfying adult life. This guide can also be used in different contexts

of practice and by various types of professionals.

Is phonological awareness related to pitch, rhythm and speech-in-

noise discrimination?

Renata Eccles1, Jeannie van der Linde1, De Wet Swanepoel1, Mia Le

Roux1, Jenny Holloway2, Douglas Maccutcheon3, Robert Ljung3

1University of Pretoria, Pretoria, South Africa; 2Council for Scientific and

Industrial Research, Pretoria, South Africa; 3University of Gävle, Gavle,

Sweden

Background: Phonological awareness (PA) requires the complex inte-

gration of language, speech and auditory processing abilities.

Enhanced pitch and rhythm discrimination have been shown to
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improve PA and speech-in-noise (SiN) discrimination. The screening of

pitch and rhythm discrimination, if non-linguistic correlates of these

abilities, could contribute to screening procedures prior to diagnostic

assessment. This research aimed determine the association of PA abil-

ities with pitch, rhythm and SiN discrimination in children aged five to

seven years old.

Method: 41 participants' pitch, rhythm and SiN discrimination and PA

abilities were evaluated. Pearson correlation was used to identify

associations between variables and stepwise regression analysis was

used to identify possible predictors of PA.

Results: Correlations of medium strength were identified between PA

and pitch, rhythm and SiN discrimination. Pitch and diotic digit-in-

noise discrimination formed the strongest regression model (adjusted

R2 = 0.4213, r = .649) for phoneme-grapheme correspondence.

Conclusions: The current study demonstrates predictive relationships

between the complex auditory discrimination skills of pitch, rhythm

and diotic digit-in-noise recognition and foundational phonemic

awareness and phonic skills. Pitch, rhythm, and digit-in-noise discrimi-

nation measures hold potential as screening measures for delays in

phonemic awareness and phonic difficulties and as components of

stimulation programs.

Early Intervention in the community for preschool children and their

families

Marie Ange Widdershoven1, Mirella Giannakopoulou1

1Theotokos Foundation, Athens, Greece

Background: We will present a descriptive research project on Early

Intervention, which we have been conducting in 12 public nurseries

for children aged 2 to 5 belonging to the municipality, of which the

foundation is part. The aim of this project is early detection and inter-

vention of mental health issues in order to prevent developmental

and emotional difficulties in young children and their families “at risk.”
Method: To reach these objectives we used standardized question-

naires, screening tests, classroom observation and developmental

diagnostic tools. We gathered the descriptive data from 1375 ques-

tionnaires during a period of four years. About 14.5% of all preschool

children presented difficulties in emotional, behavioral, cognitive

and/or speech development and were assessed by our multi-

disciplinary team.

Results: Prevalence of toddlers with emotional and/or behavior diffi-

culties was 7%, while prevalence of toddlers with mixed developmen-

tal difficulties (such as impairment in language, cognitive, motor

development and autism spectrum disorders) was 8%. After further

diagnosis, these toddlers were referred to Early Intervention

Programmes, Speech or Occupational Therapy or Infant Parent

Psychotherapy.

Conclusions: In conclusion, we want to stress the importance of this

community-based program, which resulted in early detection and

treatment for 200 toddlers and their families “at risk” for mental

health difficulties.

A model of supported transition for young people with intellectual

disabilities

Geraldine Scanlon1

1Dublin City University, Dublin, Ireland

Background: Young people with intellectual disabilities face discrete

employment challenges in terms of educational qualifications, path-

ways and choices, work experience and independence skills. The pur-

pose of this study was to examine the concept of “supported
transition” for young people with intellectual disabilities to determine

its efficacy to potentially inform the development of a national frame-

work of transition for young people with disabilities moving from spe-

cial schools to FE/HE and employment.

Method: A series of 1-1 interviews was conducted with students

with intellectual disabilities (n=31), parents (n=18), school staff

(n=8) and employment facilitators (n=2) to explore their experi-

ences in accessing and progressing through post-school pathways

to HE/FE.

Results: The findings demonstrate a strong correlation between sup-

port programmes, transition planning and positive transitions, which

places the young person at the centre of the process by assisting them

to explore their aspirations and make an "informed choice" about their

future, thus avoiding lives in institutional day services.

Conclusions: This study highlights the essential components required

to enable young people with intellectual disabilities make a seamless

transition from compulsory education to FE/HE, and proposes a new

model of “Supported Transition” with clear implications for the devel-

opment of government policies for young people with disabilities in

the Republic of Ireland.

Supporting social transition: Students' perspectives of a university

virtual social group

Barbara Ringwood1, Iara Faria Synnott1

1Trinity College Dublin, Dublin, Ireland

Background: With the global onset of Covid-19, universities have had

to work quickly to accommodate any restrictions put in place within

their own countries. This has led to college courses moving fully or

partly online. In one university in Ireland, the decision was made to

run a two-year course for students with an intellectual disability

completely online until restrictions could be lifted. This meant that

students would be expected to participate in all aspects of student life

through a virtual platform. Students with intellectual disabilities often

require varying levels of support for post-secondary transition, one of

these being within the social domain. One such group aimed to sup-

port social transition and inclusion by facilitating a weekly virtual

social group combining different peer groups with and without an

intellectual disability.

Method: A survey was completed to gain the students' perspectives

after one semester.
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Results/Conclusions: Data gathered showed outcomes such as skill

development, improved confidence and the development of new rela-

tionships with peers outside of each students' typical social group,

among the benefits experienced. Online fatigue was highlighted as a

difficulty. Other areas looked at were group size and structure with

recommendations for the second semester.

Characteristics of development in young children in South Africa

Shabnam Abdoola1, De Wet Swanepoel1, Jeannie van der Linde1,

Marien Alet Graham1

1University of Pretoria, Pretoria, South Africa

Background: Early childhood development is critical for later success.

Description of children's developmental characteristics supports the

implementation of early intervention services.

Method: Data was collected at a PHC clinic, with 353 caregivers and

their infants aged 3 to 36 months.

Results: Overall positive diagnosis of developmental delay, with the

BSID-III, was 51.8%. The effect of age and gender was determined.

Prevalence of developmental delay increased with age from 33.1% for

children under 12 months to 61.7% and 66.3% for children between

13- 24 months and 25- 36 months respectively. Females were 1.82

times more likely to have a negative diagnosis; 2.601 times in the

adaptive behaviour and 2.301 times in the motor domains. One hun-

dred and one (28.6%) participants across all age groups displayed

superior social-emotional ability. One third of children presented with

superior social-emotional skills, which could be attributed to familial

structures. Another third presented with poor adaptive behaviour

function, which may be due to cultural differences.

Conclusions: The outcomes of this study can inform intervention and

public health policy in South Africa and other LMICs.

The impact of inclusive play on adaptive and challenging behaviors

for young children with intellectual and developmental disabilities

Ashlyn Smith1, Rebecca Ralston1, Ellen Anderson2, Robert Barker3

1Special Olympics International, Washington DC, USA; 2Rutgers

University, Newark, New York, USA; 3Centers for Disease Control,

Cincinnati, Ohio, USA

Background: The aim of this study was to understand the impact of

Special Olympics Young Athletes (SOYA) on adaptive behavior skills

and challenging behaviors for young children with intellectual and

developmental disabilities living in four developing countries.

Method: Surveys were used to assess adaptive behavior skills and

challenging behaviors of children with intellectual and developmental

disabilities before and after (at eight weeks and 20 weeks) an eight-

week SOYA intervention in Thailand, Bangladesh India and Pakistan.

A control group was included consisting of children who did not par-

ticipate in SOYA. Multi-level modeling for repeated measures was

used to determine the impact of YA participation.

Results: Relative to those in the control group, children who partici-

pated in SOYA demonstrated significantly greater improvements over

time in communication, daily living, and social-emotional skills; and

significantly greater decreases in challenging behaviors.

Conclusions: SOYA appears to have positive impacts on key develop-

mental skills that allow young children to better engage in their com-

munities and can be a powerful intervention with the potential to

change the developmental trajectory for young children with intellec-

tual and developmental disabilities who may not have access to other

early childhood development programs or interventions in their

communities.

Transition of children with autism spectrum disorder: Heterogeneity

of student's and family needs

Céline Chatenoud1, Mélina Rivard2, Heather Michell Aldersey3,

Charlotte Magnan2, Caya Chun-Yu Chiu4, Christine Lefevre2

1Université de Genève, Genève, Switzerland; 2Université du Québec à

Montréal, Montréal, Canada; 3Queen's University, Kingston, Canada;
4National Taiwan Normal University, Tapei, Taiwan

Background: The transition to school is undoubtedly a sensitive

period for all families, and particularly for families with children with

autism spectrum disorders. However, few studies document the rela-

tionships between the heterogeneity of child's clinical profiles along

the spectrum, contextual factors associated with school's infrastruc-

ture and family adjustment. Our presentation will discuss the differen-

tial portraits of family needs during child transition to kindergarten in

relation with those three variables.

Method: 68 families were interviewed within a six-month interval,

using sociodemographic questionnaire, Developmental Behavior

Checklist (DBC), International Family Needs Assessment (FNA).

Results: Preliminary results of the first interview (end of EIBI/start of

school) revealed that children with ASD are more likely to be edu-

cated in a specialized class whatever their clinical profiles. All families

expressed a high level of need for getting specialized services with

stronger needs for parents of children in special class related to

health, recreational activities and daily care.

Conclusions: This study highlights the need for varying levels of

action to be taken by schools to foster inclusion for all children in

ordinary kindergarten, regardless of their diagnosis. It also demon-

strates parents' strong concerns for ensuring optimal educational,

health and leisure support for their child.

POSTER PRESENTATIONS

The French version of the DABS: Translation process and

preliminary results on content validity

Lorna von Rotz1, Yannick Courbois2, Vincent Desportes3,

Agnes Lacroix4, Marie-Pierre Reymond3, Marc Tassé5, Nathalie Touil3,

Raphaele Tsao6, Claudio Straccia1
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1University of Fribourg, Fribourg, Switzerland; 2University of Lille, Lille,

France; 3University Hospital Center of Lyon, Lyon, France; 4University of

Rennes, Rennes, France; 5The Ohio State University Nisonger Center,

Columbus, Ohio, USA; 6University of Aix-Marseille, Marseille, France

Background: The aim of this study was to do a French adaptation of

the Diagnostic Adaptive Behaviour Scale (DABS). This is the first

assessment instrument specifically developed to be reliable at the cut-

off point that established significant limitations in adaptive behaviour

and assist clinicians in the determination of intellectual disability.

Method: The DABS was adapted to French following the methodol-

ogy proposed by Tassé and Craig (1999). Ten professionals took part

to the translation process including two professional translators and

eight experts on the field of intellectual and developmental disabil-

ities. Thirty clinicians and academics working in the field of intellectual

disability rated for relevance and clarity the instructions, item stems,

and rating system of the translated version.

Results: The translation process ended when complete agreement

among all translators was achieved, suggesting that the DABS-F pro-

vided a good translation and adaptation of the original instrument.

Furthermore, the clarity of administration of the DABS-F was also

evaluated with potential users. Finally, the analysis of the items' rele-

vance suggested good content validity of the instrument.

Conclusions: The results of this study suggest that the DABS-F pro-

vides a valid adaptation of the original instrument, and is ready for

additional psychometric field-trials and investigation.

Track 2: Families/Family Quality of Life

PRESENTATIONS IN A SYMPOSIUM

Relatives of people with profound intellectual and multi-
ple disabilities (PMID)

Family quality of life of families with a child with profound

intellectual and multiple disabilities

Siméon Lahaije1, Jorien Luijkx1, Aly Waninge2, Annette van der

Putten1

1University of Groningen, Groningen, The Netherlands; 2Hanze University

of Applied Sciences, Groningen, The Netherlands

Background: Children with profound intellectual and multiple disabil-

ities require an extensive and continuous amount of support. This

places a high burden of care on the primary caregivers, who are usu-

ally the parents and other family members. As this may have an

impact on the family's well-being, it is important to examine and

understand the Family Quality of Life (FQoL) of these families.

Method: The FQoL of families with a child with profound intellectual

and multiple disabilities was measured using the Beach Center Family

Quality of Life Scale, filled out by family members without profound

intellectual and multiple disabilities aged 12 years and up. Multilevel

models were used to analyse the total FQoL and subscale scores, to

compare them between family members, and to examine related fac-

tors, such as family income, respondent age, and parental employment

status.

Results: Preliminary results show that total FQoL score is high, with

lowest score for the subscale of emotional well-being. Scores are simi-

lar between family roles. Various factors that influence the FQoL are

identified.

Conclusions: Just as people with severe to profound intellectual dis-

abilities have unique care and support needs, so do their families. By

examining the FQoL of these families, this study aids in creating the

care and support these families need.

Variables related to the quality of life of families with a child with

intellectual disabilities

Nicole Luitwieler1, Jorien Luijkx2, Masoud Salavati3, Cees van der

Schans1, Annette van der Putten2, Aly Waninge4

1Hanze Hogeschool Groningen, Groningen, The Netherlands;
2Rijksuniversiteit Groningen, Groningen, The Netherlands; 3Koninklijke

Visio, Haren, The Netherlands; 4Koninklijke Visio, Vries, The Netherlands

Background: In order to gain a better understanding of variables

related to the Family Quality of Life (FQoL) of families with a child

with severe to profound intellectual disabilities, the aim of this sys-

tematic review is to categorise variables related to the FQoL of fami-

lies with a child with intellectual disabilities.

Method: Five electronic databases were consulted, and critical

appraisal tools were used to evaluate quality. To determine character-

istics of the studies, variables, and theoretical concepts a data extrac-

tion and synthesis took place. The identified variables were

categorised into four concepts of the FQoL.

Results: A total of 98 variables were found within 40 studies. Vari-

ables related positively, negatively, or both to the FQoL and were cat-

egorised within individual-member concepts (n=58); family-unit

concepts (n=26); performance concepts (n=11); and systemic con-

cepts (n=3). A total of five studies (13%) focused on individuals with

severe to profound intellectual disabilities.

Conclusions: The FQoL of families that have a child with intellectual

disabilities is (inter)related to several variables. However, it remained

ambiguous to what extent the identified variables apply to families

that have a child with severe to profound intellectual disabilities

because the identified studies on these families were minimal. Addi-

tional research is required to fill these knowledge gaps.

Adult siblings in the picture!

Naomi Dorsman1, Cees van der Schans1, Annette van der Putten2,

Aly Waninge1, Jorien Luijkx2, Martien Rienstra3

1Hanze University of Applied Sciences, Groningen, The Netherlands;
2University of Groningen, Groningen, The Netherlands; 3Koninklijke Visio,

Amsterdam, The Netherlands

1228 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1228 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


Background: The roles siblings fulfill in the lives of their brother or sis-

ter with profound intellectual disabilities are often changing in adult

life. When parents are no longer able to fulfill caregiving roles, siblings

may also take over some of their roles. The aim of this research pro-

ject is to explore the roles siblings fulfill, their experiences and needs

concerning these roles, and if and how their involvement contributes

to the social contacts and participation of individuals with profound

intellectual disabilities.

Method: Participants were recruited through different organizations

supporting people with intellectual disabilities, on social media and

trough interest groups. Siblings were asked to fill out an online ques-

tionnaire about which different roles they fulfill, how they fulfill each

role, what benefits fulfilling this role has, and what challenges they face.

Results: We are sharing preliminary results during the congress.

Conclusions: This study is a first step into contributing to better infor-

mation and support for adult siblings. Better collaboration with health

care professionals, and advice for care organizations and governmen-

tal organizations.

Supporting decision-making

Reflections of parents about value of training and mentoring for

supported decision-making practice

Christine Bigby1, Jacinta Douglas1, Elizabeth Smith1, Terry Carney2,

Shih-Ning Then3, Ilan Wiesel4

1La Trobe University, Living with Disability Research Centre, Bundoora,

Australia; 2Sydney University, Sydney, Australia; 3Queensland University

of Technology, Brisbane, Australia; 4University of Melbourne, Melbourne,

Australia

Background: To increase capacity of parents to enable adults with

intellectual people to participate in decision making and improve their

practice by using an evidence-based Support for Decision Making

Practice Framework. The research questions were: 1) what were par-

ents' reflections on training and the Framework and 2) did they apply

learning (knowledge, skills and attitudes) from the Framework to their

support practice.

Method: A social constructionist perspective was used, and data col-

lected through in-depth and repeated interviews with 17 parents of

adults with intellectual disabilities after they had completed a one-day

training program in the Framework and participated in two to six men-

toring sessions. Data were analysed using grounded theory methods.

Results: Training acted as a catalyst for parents to reflect more deeply

on processes of decision support, assisted them to take a more delib-

erate approach to support, and prompted the use of steps and princi-

ples from the Framework associated with effective decision support.

Conclusions: The study highlighted the positive impact of training in

an evidence-based practice framework and highlighted the value of

investment in capacity building measures for parents to provide struc-

ture and guidance about support to ensure supported decision-making

schemes realise their rights-based objectives.

Grappling with uncertainly: Parental strategies for supporting

decision making

Christine Bigby1, Jacinta Douglas1, Elizabeth Smith1, Terry Carney2,

Shih-Ning Then3, Ilan Wiesel4

1La Trobe University, Living with Disability Research Centre, Bundoora,

Australia; 2Sydney University, Sydney, Australia; 3Queensland University

of Technology, Brisbane, Australia; 4University of Melbourne, Melbourne,

Australia

Background: Supported decision making is a key mechanism to support

the rights of people with intellectual disabilities to participate in decision

making about their own lives. This study aimed to understand the issues

that parents found difficult in supporting exploration of their adult child's

preferences and assisting them to understand decision constraints or con-

sequences. It also explored parental strategies for grappling with these.

Method: A social constructionist perspective was used, and data collected

through in-depth and repeated interviews with parents of adults with

intellectual disabilities. Twenty-three parents participated in three or more

interviews. Data were analysed using grounded theory methods.

Results: Results fell into two categories. Making the right decision cap-

tured parental uncertainties about the “right decision” and concern

about issues such as their adult's limited awareness of possibilities or

impact of preferences on longer term goals. Parental visions for their

adult's future informed their support strategies which centred around

Grappling with uncertainty, and were about controlling, influencing or

attempting to expand horizons of the adult.

Conclusions: This in-depth account of difficulties faced by parents

and their strategies adds knowledge of the lived experiences of par-

ents, important for developing capacity building resources and

accountability mechanisms for supported decision-making schemes.

Paternalism to empowerment: All in the eye of the beholder?

Terry Carney1, Christine Bigby2, Shih-Ning Then3, Ilan Wiesel4,

Jacinta Douglas1, Elizabeth Smith1

1Sydney University, Sydney, Australia; 2La Trobe University, Living with

Disability Research Centre, Bundoora, Australia; 3Queensland University

of Technology, Brisbane, Australia; 4University of Melbourne, Melbourne,

Australia

Background: The aim of this study was to explore decision support

practices to determine whether, using the United Nations Convention

on the Rights of Persons with Disabilities (UN CRPD) as the benchmark,

it is possible to identify “purchase points” for assessing the degree of

shift from paternalism towards empowerment of the person supported.

Method: A social constructionist perspective was used, and data col-

lected through in-depth interviews with 55 dyads of a decision-maker

with intellectual disability and their decision supporter, exploring deci-

sion support practices of supporters and experiences of decision-

making by the people with intellectual disabilities. Data were analysed

using grounded theory methods.
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Results: The study found a lack of a clear basis for objective “out-
comes” measures of compliance with CRPD objectives of empowering

the person supported. Instead, the findings regarding the nuanced and

subjective character of empowerment favoured a focus on participa-

tion by the person supported and reflection and deliberation by the

person providing support.

Conclusions: The study supports realisation and evaluation of CRPD

goals through training frameworks which increase participation of the

person supported and encourage greater reflection and deliberation

by supporters on how best to wisely interpret the will and preferences

of the person supported.

A new model of key working in children's services

Developing a model of key working for use in a children and young

people's disability service

Maria Nolan1, Suzanne Guerin2, Group Key Working Steering

Committee1

1St Michael's House Disability Services, Dublin, Ireland; 2University

College Dublin, Dublin, Ireland

Background: Key working is an important feature of family-centred

care, focusing on creating a central contact and support for families in

the context of engagement with a multidisciplinary team. This paper

reports the development of a new model of key working within the

children and young people's service of a large urban-based disability

service provider.

Method: A steering committee was formed within the organisation,

with research support, to isolate the key components of effective key

working in disability. The model was developed based on a review of

the literature and a process of consultation with staff and families.

Results: The model identifies three levels of key working, reflecting

varying levels of need. The levels are based on needs in six areas: level

of contact, information provision, role in planning, coordination of

support, provision of emotional support and advocacy. The model

includes an algorithm that allows staff to identify the current level of

key working required.

Conclusions: The model has been developed to allow for a responsive

provision of supports based on the needs of the family, which promotes

the key principles of family-centred care. The ultimate aim of the model

is to engage effectively with families to promote children's development.

Staff experiences of a new model of key working in a children and

young people's disability service

Suzanne Guerin1, Maria Nolan2, Group Key Working Steering

Committee2

1University College Dublin, Dublin, Ireland; 2St Michael's House Disability

Services, Dublin, Ireland

Background: As a feature of family-centred care, key working is posi-

tioned to support staff to engage with families in a way that recog-

nises their capacities and needs. This paper reports staff experiences

of implementing of a new model of key working within a children and

young people's disability service.

Method: The study used mixed methods, with staff experiences

recorded through routine logging of the time and activities involved in

key working and focus groups. An average of 22 staff from six disci-

plines (including management) took part in focus groups at two time

points.

Results: Almost 1000 key working activities were recorded during the

implementation of the model. Many required less than 30 minutes

activity and clinical coordination was the most common activity. Early

staff comments suggested a positive view, though initial challenges

included the process of making initial contact with families. By the

end of the project there was significant support for key working,

though concerns were expressed relating to the workload involved.

Conclusions: Staff recommended that key working continue in the

service, recognising that the elements of key working were part of the

clinical toolkit. The model was perceived as acceptable and feasible,

with the potential to support families.

Parents' experiences of a new model of key working in a children's

disability service

Suzanne Guerin1, Maria Nolan2, Group Key Working Steering

Committee2

1University College Dublin, Dublin, Ireland; 2St Michael's House Disability

Services, Dublin, Ireland

Background: Key working is a key feature of family-centred care,

which has been discussed as a model for children's disability services.

This paper reports parents' experiences of the pilot implementation of

a new model of key working within the children's service of a large

urban-based disability service provider.

Methods: The study used mixed methods, with parents' experi-

ences recorded through completion of the Measure of Processes

of Care (MPOC) and individual interviews at two time points.

Overall, 20 parents completed individual interviews and

30 responded to the MPOC.

Results: Initially, parents had mixed views of key working, with con-

cerns about access to clinical supports and some confusion regarding

the new practices. By the end of the pilot, parents reported that posi-

tive relationships were formed with staff, but there were some con-

cerns about the potential for relationships to break down. Parent

interviews and MPOC responses suggested that key working was

associated with experiences of family-centred practice.

Conclusions: Parents' experiences reflect the bedding down of the

model, with evidence of adjustment to the new practices and some

challenges in consistency and clarity. However, the study highlights

the potential contribution of the model.
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Developmental disorders and COVID-19

COVID-19: International anxiety levels in parents of individuals with

developmental disorders

Daniel Dukes1, Jo van Herwegen2, Ben Meuleman3, Michel Tran4,

Andrea Samson4

1University of Fribourg, Fribourg, Switzerland; 2University College

London, Institute of Education, London, UK; 3Swiss Center for Affective

Sciences, Geneva, Switzerland; 4UniDistance, Brigue, Switzerland

Background: This global collaboration aimed to assess how individuals

with neurodevelopmental disabilities and their families coped with the

early stages of the COVID19 pandemic.

Methods: From April to August 2020, 10,642 families from 78 coun-

tries completed an online survey which included questions concerning

anxiety, worries and coping at three time points (i.e., before the pan-

demic, when the pandemic started, and the time of survey comple-

tion). Data from 2956 typically developing siblings was also provided.

A multilevel regression model was fitted to the data to investigate

which factors specifically influenced parent anxiety levels over time,

focusing on explanatory variables at three levels of data hierarchy:

country (e.g., governmental decisions, mortality rates), family

(e.g., living situation, education), and child's characteristics

(e.g., diagnosis, medical problems).

Results: Increasingly complex models predicting group differences across

time, revealed that diagnostic group and family characteristics were more

important for explaining changes in parent anxiety than were country

characteristics. Furthermore, there was evidence that specific worries

interacted with diagnostic group and time to predict parent anxiety.

Conclusions: While these preliminary results are already very interest-

ing, further analyses will be carried out with a view to inform and thus

help better prepare institutions and governments for future crises.

Parental stress regarding children with developmental disorders

during stressful events and COVID-19

Olympia Palikara1, Jo van Herwegen2, Elizabeth Burchell1

1University of Warwick, Coventry, UK; 2University College London,

Institute of Education, London, UK

Background: We compared parental stress levels and life satisfaction

of children with Williams syndrome, Down syndrome and autism

spectrum disorders during two stressful events: school transition and

during the COVID-19 pandemic.

Method: Parents of 60 children with either Williams syndrome, Down

syndrome or autism spectrum disorder were recruited when their chil-

dren were attending the last year of primary school in 2018, and these

parents completed the following questionnaires again during the

COVID-19 pandemic: the Genetic Syndromes Stressors Scale (GSSS;

Griffith et al., 2011b) which measures parental stressors and the Satis-

faction with Life Scale (Diener, Emmons, Larsen & Griffin, 1985),

which assesses participants' global life satisfaction.

Results: We hypothesised that during both stressful events parents of

children with a rare and complex neurodevelopmental disorder, such

as Williams syndrome, would be more stressed compared to parents

of children with more common developmental disorders, despite the

fact that the disorders share a similar behavioural (autism spectrum

disorder) or cognitive (Down syndrome) profile. In addition, it was

predicted that across the different groups stress levels would corre-

late negatively with satisfaction of life.

Conclusions: The findings are discussed in the light of the implications

for supporting children with neurodevelopmental disorders and their

families during times of crisis.

Emotion regulation in the COVID-19 pandemic in individuals with

neurodevelopmental disorders

Andrea Samson1, Jo van Herwegen2, Michel Tran1, Daniel Dukes3

1Faculty of Psychology, Unidistance Suisse, Brig, Switzerland; 2University

College London, Institute of Education, London, UK; 3Institute of Special

Education, University of Fribourg, Fribourg, Switzerland

Background: Individuals with Williams syndrome frequently have emo-

tional difficulties, but little is known about their emotion regulation

(ER) profile. The COVID-19 SEN project provides a unique opportunity to

study ER profiles in groups of WS compared to autism spectrum disorder.

Method: From April-August 2020, 10,642 families worldwide com-

pleted an online survey which examined the use and efficacy of

12 self-employed ER strategies. Here we focus on 245 individuals with

Williams syndrome (M=15.9 years) and 624 with autism spectrum dis-

order with mild to moderate intellectual disability (M=11.3 years).

Results: Analyses revealed differences between the two groups in

terms of how frequently specific ER strategies were used. Furthermore,

several of the strategies were more efficacious for individuals with Wil-

liams syndrome compared to autism spectrum disorder. Moreover,

while anxiety was linked to the use of several ER strategies in the

autism spectrum disorder group, high anxiety in Williams syndrome

was only associated with the increased use of repetitive behaviors.

Conclusions: We found distinct ER profiles in individuals with Wil-

liams syndrome compared to autism spectrum disorder concerning

the use, but also their reported efficacy. It is hoped that this research

will inspire further studies aimed at gaining insight into the ER profile

of individuals with Williams syndrome.

Supporting the wellbeing of families with disabled children

Empowering families through a system-informed approach to

developing wellbeing literacy

Sylvana Mahmic1, Peggy Kern2

1Plumtree Children's Services, Marrickville, Australia; 2University of

Melbourne, Melbourne, Australia

Background: Despite the emergence of socio-ecological, strengths-

based, and capacity building models, disability care, especially within
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the early childhood space, remains primarily grounded in a deficit-

based medical model. Language, diagnoses, and interventions focus

on what children and families cannot do, rather than what might be

possible, undermining the competence, mental health, and function of

parents, children and broader communities.

Method: Nine parents of young children with delays or disabilities

and five early intervention professionals participated in two separate

focus groups and ten program records were randomly selected for

review. Data from the three sources were thematically analysed.

Results: Findings suggest that parents developed a greater sense of

hope, empowerment, engagement, and wellbeing, which occurred

through the wellbeing literacy that was developed through the interven-

tion, as participants learned how to embed wellbeing concepts and prac-

tices in their everyday routines and communications with their children.

Conclusions: Approaches to early intervention that incorporate sys-

tems informed positive psychology principles potentially are impor-

tant for shifting the deeply embedded but problematic paradigms that

dominate disability care.

Family Quality of Life when there is a child with disability: A call for

strengths-based services

Anoo Bhopti1

1La Trobe University, Melbourne, Australia

Background: For the disability sector, current systems – including the

most recent programs in Australia – are deficit-based. Assessment

reports highlight “how disabled” the person is, rather than how supports

can be provided to improve quality of life, inclusion and participation in

community. Drawing on a positive psychology perspective, family quality

of life (FQoL) reflects a sense of wellbeing for families living with disabil-

ity, focussed on factors that help families adapt, rather than on negative

factors. This study explored parent perspectives of their FQoL as they

live with childhood disability, comparing the FQOL of families in pre-

school years to families with school-aged children with disability.

Method: Data from 122 families were collected and analysed using a

mixed-methods approach, including a quantitative survey and interviews.

Results: Despite the deficit-focused view of disability, most families

reported high FQoL and achieving family goals were important for

them. Services, supports, beliefs and values help their FQoL.

Conclusions: Findings point to the benefit of strength-based, family-

centered practices rather than deficit-based services. Unless we shift

perspectives about disability, systemic factors will stop us from the

world that all people – including those with disabilities and their fami-

lies – want to live in.

Are peer support programs effective for parents of children with

disability? A systematic review

Katharine Lancaster1

1La Trobe University, Bundoora, Victoria, Australia

Background: For children with disability or chronic illness, parents/

carers play a critical role in enabling or limiting their child's develop-

ment. The parents'/carers' ability to provide warm, responsive, and

structured care is impacted by their own wellbeing. Peer support pro-

grams for parents are an established approach that aim to build family

capacity and support wellbeing. However existing evidence about the

impact of such programs on well-being is inconclusive. This systematic

review synthesizes recent evidence of the effectiveness of peer sup-

port programs in improving wellbeing for parents/carers of children

with disability/chronic illnesses.

Method: Relevant articles published between 2011 and 2020 were

identified using the CINAHL, MEDLINE, Embase, A+ education and

PsychINFO databases. Covidence was used to screen and populate

data extraction forms with indicators of impacts summarized through

thematic analysis.

Results: Initial searches resulted in 4,366 articles, with 2,313 articles

selected for further screening in Covidence. Results presented will

include a summary of the overall findings and identified themes.

Conclusions: This systematic review provides an updated synthesis of

the evidence for the effectiveness of peer support interventions for

improving wellbeing in parents/carers of children with disability or

chronic illness.

Energising and empowering families to build capacity through

participation

Annick Janson1, Suzanne Kok2

1Victoria University of Wellington, Wellington, New Zealand; 2McKenzie

Centre, Hamilton, New Zealand

Background: Family engagement and empowerment contribute to

measurable positive outcomes for young children with developmental

delays or additional needs and their families. However, current poli-

cies and programs for disability care often rely on reactive, treatment-

based, expert-provided services and need more tools to build parent

participatory practices. This study aimed to test the impact of Pic-

tabilityTM, a tool designed to uncover a parent's strength-based vision

and associated goals to implement this vision.

Method: This research combined the results from 120 participants who:

engaged in traditional Individual Planning conversations, used the Pictability

tool, or attended early intervention playgroup sessions (control). Semi-

structured interviews at the initial planning/playgroup sessions and four to six

months later were conducted and thematically analysed.

Results: Parents in the Individual Planning and Pictability groups were

more engaged in planning and pursuing goals than the control group

who emphasized getting professional advice. The Pictability tool

supported parents to formulate goals for themselves, their family and

child, and highlighted parents' role as change agents.

Conclusions: Findings illustrate that with the right tools, parents can

experience a catalyst “doing” mindset at the start of their relationship

with professionals. Implications highlight the need to re-examine how

we support family participatory practices.
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WORKSHOPS

Stigma in the lives of parents with intellectual disabilities: Inclusive

research, artistic outputs and training resources

Kate Theodore1, Daniel Foulds2, Laura Franklin1, Joyce Nga Yu Lee2,

Deborah Dickinson2

1Royal Holloway University of London, Egham, UK; 2Mind the Gap,

Bradford, UK

Parents with intellectual disabilities face multiple disadvantages. Mind

the Gap, the largest UK intellectual disabilities theatre company, collabo-

rated with Royal Holloway University of London researchers, to use an

inclusive qualitative research methodology to interview 22 parents with

intellectual disabilities, and from their stories to develop artistic outputs

(film, forum theatre, national touring theatre production, giant outdoor

theatre events, photo-book) and training resources. Thematic analysis,

conducted with continued involvement from researchers and partici-

pants with intellectual disabilities, to enhance research quality, developed

four substantive themes from the research: 1) “positions of

powerlessness,” 2) “assumptions of incompetence,” 3) “challenging
assumptions and proving competence” and 4) “claiming power.”Working

with a user-led and artist-led research team has demonstrated the impor-

tance of “research impact”; translating research into powerful stories,

theatre and films, which aim to influence professionals, tackle stigmatised

attitudes, and help parents themselves to “take power back”. Collabora-
tively with one of the ID researchers, we will present the themes from

the qualitative analysis and our reflections on the inclusive research pro-

cess, together with some of the artistic outputs and training resources

(e.g., short films) for professionals generated from the project. Partici-

pants will have opportunity to reflect on the challenges, dilemmas and

opportunities when working with parents with intellectual disabilities.

ORAL PRESENTATIONS

The impact of COVID-19 measures on children with disabilities and

their families in Uganda

Femke Bannink Mbazzi1, Ruth Naluyga2, Elizabeth Shalom Kawesa2,

Claire Nimusiima2, Geert van Hove3, Janet Seeley2

1Ghent University, Entebbe, Uganda; 2MRC/UVRI & LSHTM Uganda

Research Unit, Entebbe, Uganda; 3Ghent University, Ghent, Belgium

Background: In this ongoing study we investigate parental perspec-

tives of the impact of the COVID-19 response on children with dis-

abilities in Uganda between April 2020 and March 2021.

Method: We collect phone interview data from 48 parents of children

with disabilities enrolled in an ongoing study on a quarterly basis. We

assess participants' knowledge and concerns about COVID-19, and

the impact of COVID-19 and related measures on their quality of life.

Results: To date participants have been well informed about COVID-

19 and try to follow prevention measures. They report difficulties in

meeting daily basic needs, most had no income during the lockdown

period; their economic situation has improved slightly during the

semi-lockdown period but is still affected. Access to health and reha-

bilitation services has been affected, and parents report regression in

their children's physical, emotional, and cognitive development. Par-

ents struggle with home learning, lack of social support, and high

stress levels since the onset of the outbreak.

Conclusions: The COVID-19 response has had a marked impact on

the health, education, economic and psychosocial situation of children

with disabilities and their families, and raises great concern about the

long term effects of the measures on child health and development.

The psychometric properties of the Arabic version of family Quality

of Life Scale (FQOL)

Ghaleb Alnahdi1, Susanne Schwab2

1Prince Sattam bin Abdulaziz University, Alkharj, Saudi Arabia;
2University of Vienna, Vienna, Austria

Background: The aim of this research was to examine the validity of

the Arabic version of the Beach Scale Family Quality of Life (FQoL)

scale to measure families' quality of life in the Arab region.

Methods: Data from 320 families who include an individual with dis-

abilities, of whim around half include an individual with an intellectual

disability. Confirmatory factor analysis was conducted to examine the

structure validity of the scale.

Results: The construct validity was examined by conduction confirma-

tory factor analysis. In this step, we examined whether the observed

data would fit the hypothesized five-factor model of the FQoL scale.

Conclusions: This study showed indicators that confirm the validity

and the reliability of the Arabic version FQoL

Answering the clinicians' questions: Do carers support or

disempower patients with intellectual disabilities?

Deborah Chinn1, Charles Antaki2

1King's College London, London, UK; 2Loughborough University,

Loughborough, UK

Background: Patients with intellectual disabilities often attend medi-

cal appointments accompanied by a companion, either a family mem-

ber or paid staff. Clinicians appreciate companions' involvement, but

there is risk of over-relying on their contribution to the exclusion of

the patient with ID. This research examined real-life healthcare inter-

actions to determine how companions were involved in providing

responses to clinicians' questions.

Method: Video and audio recordings were made of 24 English Gen-

eral Practice healthchecks where patients with intellectual disabilities

attended with a companion. Quantitative analysis explored who
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clinicians selected to answer their questions and who answered. Qual-

itative analysis using Conversation Analysis examined in more detail

how companions adopted different strategies to provide answers to

clinicians' questions.

Results: The majority of clinicians' questions were directed at the

patient with intellectual disabilities, and many were answered inde-

pendently by the patient. When companions did intervene, their con-

tributions covered a gradient from facilitative to “answering for” and

over-riding the patients' own contribution.

Conclusions: Clinicians do attempt to focus on the patient with intel-

lectual disabilities as their key informant during healthchecks. Com-

panions can helpfully support the involvement of patients with

intellectual disabilities, but can run the risk of infringing on the

patient's speaking rights.

The impact of COVID-19 on people with intellectual disabilities,

their relatives, and professionals

Petri Embregts1, Noud Frielink1, Frances Vereijken1, Wietske van

Oorsouw1

1Tilburg University, Tilburg, The Netherlands

Background: Knowledge about the impact of the COVID-19 pan-

demic on people with intellectual disabilities, their relatives and pro-

fessionals is scarce.

Method: Following two rapid reviews to identify existing evidence, a

qualitative methodology was employed, using semi-structured individ-

ual interviews with service users, mothers, and professionals. Data

were analyzed thematically; one study used an interpretative phenom-

enological approach.

Results: All participants described their fear of becoming infected, and

all stressed that they missed direct physical contact and the presence

of people in their immediate vicinity. Furthermore, people with intel-

lectual disabilities reported trouble in understanding and dealing with

the new reality. Mothers explained their lives were, even more than

usual, focused on their children's well-being. As a result, mothers had

to put aside their own aspirations and needs. Moreover, they missed

clear regulations applying to their situation and worried about future

care. Professionals expressed an increased sense of responsibility,

which was related to both the physical and mental health of service

users.

Conclusions: The current study provides valuable insights into the

experiences and needs of service users, relatives and professionals

during the COVID-19 pandemic.

Remote support for families in formation of an active parents'

position within family-centered model

Tatiana Nechaeva1

1Downside Up, Moscow, Russia

Background: The active position of parents is an important condition

to improve the quality of life of a person with Down syndrome and

his/her family. It is based on competence, awareness, attention to the

child's abilities, interests and the recognition of his/her right to make

a choice. It is important for parents to productively cooperate with

specialists, consciously participating in a specialist-parent teamwork.

Method: The principles of Downside Up's family-centered model: sup-

port and consideration of the needs and abilities of the whole family,

not only the child; comprehensive support: the family receives psy-

chological, pedagogical, social, informational and methodological sup-

port; competence-based approach in the formation of skills and

abilities of a person with Down syndrome of any age; support and

development of parents' competence and active position of a person

with Down syndrome.

Results: Parents of people with Down syndrome gain greater self-

confidence, interact effectively with a child (adolescent or adult) with

Down syndrome.

Conclusions: Variable remote formats of interaction with families

make support more effective for parents, enlarge informational and

methodological online resources for families, help to change the posi-

tion of parents to be not only “the one who is receiving help” but also
“the one who creates.”

Fatherhood—adults with profound intellectual disabilities: A

qualitative study from Poland

Diana Aksamit1

1The Maria Grzegorzewska University, Warsaw, Poland

Background: Little is known about the experiences of fathers who

care for adult children with profound intellectual disabilities. The aim

of this study was to explore these experiences from their perspective.

Parenting adult children with profound intellectual disabilities pre-

sents a type of fathering experience that differs from that commonly

experienced by other fathers.

Method: Researcher conducted narrative interviews with 32 Polish

fathers with adult children with profound intellectual disabilities.

Results: Through follow-up questions, researcher encouraged the

interviewees to share stories of their personal experiences of father-

hood. The information was shared during the participant interviews

using analytical methods, based on theoretical and methodological

concepts developed within the biographical sociology framework out-

lined by Fritz Schütze (1977, 2012). The respondents were asked to

share their thoughts about their experiences as fathers from past, pre-

sent and future perspectives.

Conclusions: Gaining a better understanding of and uncovering details

about the fatherhood experiences of men with adult children with

profound disabilities is important so as to better understand ways to

better support fathers in such situations. It is especially important to

know about the ways in which these fathers perceive their experi-

ences and to understand the social context that impacts their experi-

ences and perceptions.
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Challenging behaviors among persons with intellectual disabilities:

Experience of carers and role of emotional regulation

Ann-Sophie Otis1, Julie Maheux1

1Université du Québec à Trois-Rivières, Trois-Rivières, Canada

Background: This study presents data on the experience of carers

working with persons with intellectual disability and challenging

behaviors in Quebec. Faced with challenging behaviors, carers may

experience a variety of emotional reactions such as anger, fear or anx-

iety, which can induce psychological distress and lead to burnout

(Judd et al., 2016). However, skills among carers, such as emotional

regulation (ER), contribute to a better management of the emotional

load induced by stressful events (Compas et al., 2013). The objectives

were to 1) describe the experience of Quebec carers and 2) test

whether ER predicted the level of psychological distress.

Method: We administered an online questionnaire to 120 carers of

persons with intellectual disability. A descriptive analysis showed the

level of carers' exposure to CB per month (M = 45.10).

Results: The most reported types of challenging behaviors were the

destruction of property and the verbal aggression. This analysis also

highlighted a variety of perceived impacts such as stress, impotence

feelings and exhaustion. Regression analysis showed a positive signifi-

cant relation (r = 0.66, p<0.001) between ER and psychological

distress.

Conclusions: This study provides important data about the experience

of carers in Quebec. Our results also suggest that ER could be a pro-

tective factor against psychological distress.

Exploration of FQoL in persons with NTDs related disabilities and

their family members in Ethiopia

Moges Aycheh Wubie1, Anna van ‘t Noordende2,3; Alice Schippers3

1Debre Markos University, Debre Markos, Ethiopia; 2NLR, Amsterdam,

The Netherlands; 3Disability Studies in Nederland, De Meern, The

Netherlands

Background: The objectives of this study were to assess and compare

the Family Quality of Life of persons affected by NTDs and their fam-

ily members.

Method: A cross-sectional study was conducted in the Awi zone in

Ethiopia. Persons affected and their family members were selected

using purposive sampling. Family Quality of Life, SARI Stigma and

Screening of Activity Limitation and Safety Awareness scales used for

data collection. Data analysis consisted of simple descriptive and

regression analysis.

Results: A total of 95 persons affected and 117 family members were

included. The overall mean of the family quality of life score was 71.7.

Persons affected had significantly higher mean Family Quality of Life

scores than family members on all domains. Female gender, smaller

family size and occupation were associated with lower Family Quality

of Life.

Conclusions: Family Quality of Life is an important area to address

because to provide appropriate support for persons affected and their

family members. Efforts to improve the quality of life of families in

which a family member is affected by leprosy, podoconiosis or LF

should give priority to women and families with smaller family size.

Quality of Life during COVID-19: Do relatives of people with major

care needs experience it differently?

Annet Ten Brug1, Jorien Luijkx1, Arjen Brander2

1Academische Werkplaats EMB, Rijksuniversiteit Groningen, Groningen,

The Netherlands; 2FSP, Leeuwarden, The Netherlands

Background: Various studies have demonstrated that, before COVID-

19, Quality of Life (QoL) of family members related to people with

major care needs tended to be under more pressure than that of fami-

lies not confronted with major care needs. These families may be

under more pressure after the COVID-19 outbreak. The aim of this

presentation is to provide insight into the QoL of the relatives of peo-

ple with major care needs before the outbreak of COVID-19 and

describe the influence of COVID-19 on their QoL.

Method: The QoL of 2,845 Dutch individuals (including 697 relatives

of people with major care needs) was measured using an online ques-

tionnaire before and during the COVID-19 outbreak.

Results: In the situation before the COVID-19 outbreak, the QoL of

people with and without a relative with major care needs are com-

pared with each other. Specific attention is paid towards the differ-

ences in the change in QoL between these two groups of people.

Conclusions: The COVID-19 outbreak has affected the overall QoL of

people both with and without relatives with major care needs, and

these effects are unrelated to the burden of care for informal care-

givers. Their living arrangements, however, do relate to the QoL of

the relatives and the influence of the outbreak of COVID-19.

Impact of leprosy, podoconiosis and lymphatic filariasis on family

quality of life in Ethiopia

Moges Aycheh Wubie1, Anna van ‘t Noordende2,3, Alice Schippers3

1Debre Markos University, Debre Markos, Ethiopia; 2NLR, Amsterdam,

The Netherlands; 3Disability Studies in the Netherlands, De Meern, The

Netherlands

Background: Leprosy, podoconiosis and lymphatic filariasis impact

individual quality of life. In contrast, family quality of life has not

received as much attention despite evidence that families are also

affected. This study looks at the impact of these diseases on family

quality of life.

Method: The study used a cross-sectional design with a qualitative

approach. Participants, persons affected and their family members

were selected by purposive sampling. Data were collected between

August and November 2017 in Awi zone, Northwest Ethiopia.
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Results: A total of 86 participants included 56 participants in the in-

depth interviews and 30 participants in the focus group discussions.

We found that participation restrictions reduced productivity and

marginalization were common. Discrimination in the communities

occurred, often extending to family members of persons affected.

Divorce and difficulties in finding a spouse were common for persons

affected and their family members. While most people got social and

physical support from their families, there were a few exceptions. In

particular, persons with younger children seemed to lack social

support.

Conclusions: This study revealed that leprosy, lymphatic filariasis and

podoconiosis affect several dimensions of family quality of life. Many

problems were reported related to stigma and poverty.

Burnout among parents of children with CCN: A scoping review

informed by a stakeholder consultation

Karen van Meeteren1, Nathalie Patty1, Simeï Doeleman2, Nicole

Luitwieler-van den Dries3, Minke Verdonk3, Agnes Willemen1,

Marijke Mol4, Marjolijn Ketelaar5, Carlo Schuengel1

1Vrije Universiteit Amsterdam, Faculty of Behaviour and Movement

Sciences, Amsterdam, The Netherlands; 2‘s Heeren Loo, Deventer, The

Netherlands; 3OuderInzicht, Zaandam, The Netherlands; 4Medical

Library, Amsterdam UMC, Vrije Universiteit Amsterdam, Amsterdam, The

Netherlands; 5Center of Excellence for Rehabilitation Medicine, Utrecht,

The Netherlands

Background: The challenges and demands facing parents of children

with complex care needs have received increasing attention in the

burgeoning research on parental burnout. Consequently, the objective

of this scoping review was to investigate to what extent research

addresses burnout among parents of children with complex care

needs and to assess the relevance and coherence of research through

a stakeholder consultation.

Methods: A participative approach including parents and healthcare

professionals was used to design the study. Primary studies on burn-

out among parents of children with complex care needs were identi-

fied. The findings were extracted and compiled for synthesis and

interpretation, guided by the stakeholder consultation. The stake-

holder consultation was structured according to a Delphi-

consultation method, involving parents of children with complex

care needs (n=6), healthcare professionals (n=3), and

researchers (n=3).

Results: Fifty-eight articles were eligible for inclusion, 62% were pub-

lished after 2015. The stakeholders emphasized the need to further

investigate the associated factors contributing to burnout and the lack

of preventive interventions.

Conclusions: This study indicated that there is a growing acknowl-

edgement of burnout in the context of parents of children with com-

plex care needs. The stakeholder consultation suggests a broader

approach than merely focussing on burnout, thereby increasing health

and wellbeing of parents and families.

Bringing technology into the homes of children with profound

intellectual and multiple disabilities to promote parent-child

interaction

Evelien van Wingerden1, Gustaaf Bos2, Paula Sterkenburg3

1Bartiméus, Doorn, The Netherlands; 2University of Humanistic Studies,

Utrecht, The Netherlands; 3Bartiméus & Vrije Universiteit Amsterdam,

Doorn, The Netherlands

Background: Parents of children with profound intellectual and multi-

ple disabilities struggle to find suitable activities to undertake with

their children. This study explores the usefulness of technological

products to promote interaction and participation in the home situa-

tions of children with profound intellectual and multiple disabilities.

Method: Experimental case study design. Participants were four

mothers and their children with profound intellectual and multiple dis-

abilities. Baseline consisted of four 2.5-hour participatory observa-

tions, focused on parent-child interaction and activities that were

undertaken. Next, families received a range of low-tech products with

extensive user instructions and activity suggestions. During this inter-

vention period four additional observations took place, followed by an

evaluative interview with the parent. Thematic analysis was used to

analyze observation reports and interviews.

Results: Themes are: Activities undertaken (solo and together), parent-

and child communicative actions (initiations, responses, expressions),

and use of the technology provided (product use, personal experi-

ences). Each dyad reported positive experiences with at least one of

the products. Similarities and differences between baseline and inter-

vention conditions will be discussed for the four parent-child dyads.

Conclusions: Technology can mediate in improving the interaction

and participation of children with profound intellectual and multiple

disabilities at home, but parents are often unaware of the possibilities.

Personalized instruction is recommended to optimize product use.

Family carers of older people with intellectual disability and the Irish

National Carer's Strategy

Maureen D'eath1, Mary-Ann O'donovan2, Damien Brennan1, Mary

McCarron1, Philip McCallion3

1Trinity Centre for Ageing and Intellectual Disability, Dublin, Ireland;
2Centre for Disability Studies, Sydney, Australia; 3Temple School of Social

Work, Philadelphia, Pennsylvania, USA

Background: People with intellectual disability are now living longer

and, in Ireland, many are living at home ageing concurrently with

parent(s) or sibling(s). The National Carer's Strategy (2012) is

Ireland's social policy response to informal care and is underpinned

by a vision to recognise, support and empower caregivers. This

study examined the relevance of the Irish National Carer's Strategy

to family carers of older people with an intellectual disability.

Method: Bacchi's What's The Problem Represented To Be? (WPR)

approach to critical policy analysis was used. This approach examines
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the way policy formulates the problem it seeks to address, and the

underpinning assumptions and accepted norms. The approach interro-

gates the silences resulting from the way the issue is problematised

and the effects of the representation and requires consideration of

how things could be different.

Results: Much the focus of the Strategy is not inclusive of older carers

of people with intellectual disability, who experience a number of

unique challenges. Some of its goals have little relevance to their lived

experiences, and many of the identified supports are inconsistent with

those actually available to these carers.

Conclusions: A new paradigmatic approach is required, embedding

care in a concept of citizenship

Experiences of siblings of people with intellectual disabilities:

A cross-cultural qualitative study

Alicia Paul1, Ashlyn Smith2, Meghan Hussey2, Woodman Ashley3

1Johns Hopkins University, Baltimore, Maryland, USA; 2Special Olympics

International, Washington DC, USA; 3University of Massachusetts,

Amherst, Massachusetts, USA

Background: Having a sibling with an intellectual disability can influ-

ence young people in various ways, yet research is limited by a focus

primarily on Western contexts. This study addressed these gaps by

investigating the rewards, challenges and support needs of siblings in

Latin America, Africa and Asia-Pacific.

Method: Twenty-two siblings between the ages of 8 to 25 rep-

resenting 16 countries across Latin America, Africa, and Asia Pacific

participated in three focus groups during Special Olympics Regional

Family and Sibling Workshops. Thematic analysis was used to analyze

qualitative data.

Results: Results indicated positive themes related to valuing siblings

with intellectual disabilities, close relationships, and personal growth.

Challenging themes included stigma, complicated family dynamics,

and personal difficulties. For supports needed, themes included future

planning and services for siblings with intellectual disabilities.

Conclusions: Results support prior research describing both positive and

challenging experiences for siblings. Notable differences include the need

for greater quantity and quality of services for their siblings with intellec-

tual disabilities, as well as the impact of societal stigma. Future research

should explore the experiences of siblings of people with intellectual dis-

abilities globally, particularly how societal views and lack of structural sup-

port for people with intellectual disabilities can influence the relationship.

“We care” parent capacity-building workshops for autism spectrum

disorders: Supporting family quality of life

Anoo Bhopti1, Catherine McAdam2, Sally Mohitian3, Cheryl

Dissanayake4

1La Trobe University, Melbourne, Australia; 2Monash Children's Hospital,

Melbourne, Australia; 3Funlab Therapy, Melbourne, Australia; 4Olga

Tennison Autism Research Centre School of Psychology and Public

Health, Melbourne, Australia

Background: There is an estimated 353,880 people in Australia diag-

nosed with Autism Spectrum Disorder. Receiving an autism spectrum

disorder diagnosis can have a significant emotional impact on parents

and influence their Family Quality of Life (FQoL). “We Care” is a novel

intervention developed to provide strategies to support families

around the time of diagnosis. The aim in this study was to evaluate

the impact of “We Care” on the parents' knowledge of autism spec-

trum disorders, FQoL and sense of control. Due to Covid-19, the pro-

gram was changed to online delivery.

Method: Parents of children recently diagnosed with autism spectrum

disorder (one year) were invited to participate in “We Care,” a series

of three workshops (N=50). A battery of questionnaires (Depression

Anxiety and Stress Scale; Pittsburg Sleep Quality Scale; Reaction to

Diagnosis Interview; Beach Centre Family Quality of Life Scale) were

completed at three time points.

Results: Significant differences in knowledge about autism spectrum

disorders, sense of control in managing autism spectrum disorders,

and the importance of self-care were reported. Impact of Covid-19 on

family routines was discussed during workshops.

Conclusions: This study supports the importance of parent capacity-

building following a new diagnosis. It provides valuable insights highlight-

ing creative responses to the pandemic from the “We Care” team.

Developmental risks in vulnerable children from a low-income

South African community

Maria du Toit1, Jeannie van der Linde1, De Wet Swanepoel1

1University of Pretoria, Pretoria, South Africa

Background: To describe the developmental risks, and its influence, in

young children from a low-income South African community.

Method: An exploratory, cross-sectional research study design was

employed. Developmental screening using the PEDS tools developmental

screening tool was conducted during home visits with 126 caregivers and

children between 0 and 42 months of age from a low-income

South African community. Children who failed the rescreen were referred

for diagnostic assessment. A binomial logistic regression was used to

determine the effect of developmental risks on developmental outcomes.

Results: Seventy-three percent of children screened were identified

with a possible developmental delay (n=59) according to caregiver-

report using the PEDS tools. The regression model was statistically

significant (χ2 (3) = 34.902, p<0.001) with exposure to multiple lan-

guages (p<0.05; odds ratio 3.810, CI 1.2-12.4) most indicative of

potential developmental delay. Older children (19–42 months) were

also more at risk of developmental delay (p<0.001) than younger chil-

dren (0–18 months).

Conclusions: Healthcare professionals serving these vulnerable

populations should create awareness amongst caregivers about the

effect of developmental risks, in particularly multiple language expo-

sure, on development.
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Effects of the pandemic on the mental health of carers of people

with intellectual disabilities: Qualitative findings

Biza Stenfert Kroese1, Gisela Perez-Olivas2, Paul Willner3, Gemma

Rogers4, Varsha Patel5, John Rose1, Glynis Murphy6, Vivien Cooper7,

Peter E. Langdon8, Steven Hiles3, Clair Clifford5

1University of Birmingham, Birmingham, UK; 2Hertfordshire Partnership

University NHS Foundation Trust, St Albans, UK; 3Swansea University,

Swansea, Wales, UK; 4University College London, London, UK;
5Birmingham Community Healthcare NHS Foundation Trust,

Birmingham, UK; 6University of Kent, Canterbury, UK; 7Challenging

Behaviour Foundation, Chatham, UK; 8University of Warwick,

Coventry, UK

Background: Recent UK Covid-19 lockdown restrictions resulted in

reduced access to educational, professional and social support systems

for children with intellectual disabilities and their carers. The aim of this

study was to gain insight into the ways parents of children and adults

with intellectual disabilities experienced the first 2020 lockdown period.

Method: As part of a larger study (see preceding Abstract), sixteen par-

ent carers of children (N=8) and adults (N=8) with intellectual disabil-

ities (who lived and were cared for at home) were interviewed. The

recordings of these interviews were subjected to a thematic analysis.

Results: A number of themes were identified relevant to stress and

coping with similarities and differences observed when comparing the

two samples. All parent carers experienced increased burden and

stress. However, some also described a positive impact of lockdown

conditions on them as well as on their son or daughter's well-being.

Conclusions: These findings are discussed in the light of our survey

results on parental coping. Suggestions for future service provision

during pandemic conditions are proposed and we consider the policy

implications of these two sets of findings.

Effects of the pandemic on the mental health of carers of people

with intellectual disabilities: Quantitative findings

Paul Willner1, Biza Stenfert Kroese2, John Rose2, Glynis Murphy3,

Peter E. Langdon4, Clair Clifford5, Hayley Hutchings1, Alan Watkins1,

Steve Hiles1, Vivien Cooper6

1Swansea University, Swansea, UK; 2University of Birmingham,

Birmingham, UK; 3University of Kent, Canterbury, UK; 4Centre for

Educational Developmental, Appraisal & Research, University of

Warwick, Coventry, UK; 5Independent researcher, Birmingham, UK;
6Challenging Behaviour Foundation, Chatham, UK

Background: The measures implemented to manage the COVID-19

pandemic have been shown to impair mental health. This problem is

likely to be exacerbated for carers. This study aimed to evaluate the

impact of the pandemic on the mental health of carers of children and

adults with intellectual disabilities.

Method: Informal carers (mainly parents) of children and adults with

intellectual disabilities, and a comparison group of parents of children

without disabilities, completed an online questionnaire. Almost all of

the data were collected in May-June 2020, while strict lockdown con-

ditions were in place.

Results: A high proportion of carers of both children and adults with

intellectual disabilities had clinical levels of anxiety and depression.

Differences from a comparison group of carers of children without

disabilities were 2 to 3 times greater than reported in earlier pre-

pandemic studies. Positive correlations were found between objective

stress scores and a variety of mental health and coping outcomes.

Despite their greater mental health needs, carers of those with intel-

lectual disability received less social support from a variety of sources.

Conclusions: The results suggest that the pandemic exacerbated

carers' mental health problems. The policy implications of these find-

ings will be considered alongside the results.

Building better services for people with an intellectual and/or

developmental disability and multiple, complex needs post-

COVID-19

Shelley Cook1, Rachelle Hole1

1UBC Okanagan, Kelowna, Canada

Background: The aim of this research was to promote understanding

of the impacts of Covid-19 on the health and wellbeing of people with

an intellectual and/or developmental disability who also fall within the

Multiple, Complex Needs (MCN) Framework developed by Commu-

nity Living British Columbia (CLBC). CLBC is the crown agency

responsible for intellectual disability supports and services to adults

with intellectual disability and their families in British Columbia.

Method: Four virtual focus groups were held with a range of paid ser-

vice providers who work with people with an intellectual and/or

developmental disability and MCN. In total, 23 people participated in

the focus groups. The focus groups were digitally audio-recorded,

transcribed verbatim, and coded thematically.

Results: Covid-19 didn't cause health inequities, but laid bare existing

health inequities and problems with the broader systems of care for

people with an intellectual or developmental disability and MCN.

There were multiple risk factors that exacerbated health inequities. A

lack of availability and access to appropriate housing and reliable,

disability-informed health information were significant contributors of

health inequities for this population.

Conclusions: This research contributes to scientific knowledge by

advancing intervention and system-level recommendations that miti-

gate the risk of health inequities for people with an intellectual and

developmental disability and MCN.

Early childhood development risks and protective factors in

vulnerable preschool children

Maria Du Toit1, Jeannie van der Linde1, De Wet Swanepoel1

1University of Pretoria, Pretoria, South Africa
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Background: The aim of the research was to describe the risks and

protective factors influencing early childhood development in vulnera-

ble preschool children.

Method: A cross-sectional research design was employed. Data was

collected in a low-income community in South Africa. Caregivers with

children (n=276) between the ages of three years and six years

11 months (mean 51.57 months; SD ± 12.4) whose children were in a

preschool were invited to participate in the research study. Partici-

pants were divided into two groups, children with developmental

delays and children without a developmental delay.

Results: The study sample included high risk, vulnerable preschool

children, with a developmental delay prevalence of 80.1% (221/276).

Families included were exposed to an average of five (SD ±1.86) envi-

ronmental and/or biological risks. According to a logistic regression

model, three factors were significantly associated with increasing

resilience amongst children with no developmental delay: living with

both parents (p<.031, OR 4.5, 95%CI 1.2-17.2), caregivers having at

least completed Grade 8 to 12 (p<.027, OR 11.9, 95%CI 1.4-10.5) and

parents being married (p<.023, OR 5.1, 95% CI 1.3-20.9).

Conclusions: Important protective factors in low-income communities

like caregiver education, living with both parents and parental mar-

riage can inform public health messaging and other population-based

interventions to support early childhood development.

Israeli families of children with disabilities during the 2019

Coronavirus pandemic

Ayelet Gur1, Tali Noy Hindi2

1Tel Hai Academic College, Upper Galilee, Israel; 2University of Haifa,

Haifa, Israel

Background: The impact of the 2019 coronavirus pandemic has had

major implications for all groups in society, and especially for people

with disabilities and their families. This study aims to explain family

distress and family QoL among Israeli families of children with disabil-

ities during the COVID-19 pandemic based on their resources and by

family centers' operation.

Methods: A sample of 182 parents of children with disabilities partici-

pated in the study (60% with intellectual disabilities). Parents com-

pleted an online survey at the beginning of the 2019 coronavirus

pandemic in Israel.

Results: Family Quality of Life was predicted by family recourses, fam-

ily sense of community and the family center's operation. Family cen-

ters' operation includes services provided by the family centers,

family's satisfaction with services, sense of community in the family

center's community, and family leadership. Furthermore, a sense of

sharing between parents and the family center moderates the associa-

tion between low family resources and family distress. Family center's

services moderates the association between low sense of community

and family distress.

Conclusions: Family centers have an important contribution to

enhanced family quality of life and decreased family distress in times

of national crisis, especially for families with low personal and social

resources.

Adults with intellectual and developmental disabilities and their

families: Staying connected during COVID-19

Carmit Noa Shpigelman1, Tal Araten-Bergman2

1University of Haifa, Haifa, Israel; 2La Trobe University, Melbourne,

Australia

Background: The COVID-19 pandemic and restrictive measures

enforced in residential settings have resulted in changes in daily rou-

tine and modified the ways families can interact with and provide sup-

port to adults with intellectual and developmental disabilities residing

in supported accommodation. Yet, the impact of these changes has

not been empirically explored.

Aim: To explore the experience and perspectives of family caregivers

on how they have interacted with and supported their relatives resid-

ing in supported accommodation during the pandemic.

Method: Changes in communication modes, frequencies, and types of

informal support were measured using a cross-sectional and anony-

mous online survey completed by 108 family caregivers.

Results: Most family caregivers adopted remote communication tech-

nologies; however, these were not perceived to be effective in filling

the gap created by reduced face-to-face contact. While families were

able to provide emotional support and advocacy using remote commu-

nication technologies, they were limited in their ability to provide signif-

icant social support. They expressed a need for additional support from

staff to enable continuity of the multifaceted dimension of social sup-

port for people with intellectual and developmental disabilities.

Conclusions: Novel strategies and policies should be developed to

ensure the continuity of family contact and informal support in the

context of COVID-19.

Regulation of behavior and emotions in young men with Fragile X

syndrome (FXS) and familial stress

Meike Engelhardt1, Teresa Sansour2

1Ludwig-Maximilians-University of Munich, Munich, Germany; 2Carl von

Ossietzky University of Oldenburg, Oldenburg, Germany

Background: Research on behavioral phenotype in FXS indicates that

challenging behaviors do occur also in adults with FXS but showing a

decrease of impulsive and aggressive behaviors (Cornish 1996, Greenberg

et al. 2012). This explorative study examines how parents of adult young

men with FXS experience the behavior of their sons and what effects this

behavior has on family satisfaction or stress.

Method: Problem-centered interviews (Witzel 2000) were conducted

with a total of nine parents whose sons with FXS were between

20 and 35 years old. The interview data was evaluated by content

analysis (Mayring 2016).
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Results: The described behavior problems are often caused by

changes in the daily routine or transitions. The respondents have

developed a range of reactions and measures to the behavior over

time, which are used with varying degrees of success. Also, the sons

with FXS learn over time strategies to deal better with their impulsive

reactions.

Conclusions: The results show that the challenging behavior described

by the parents fits very well into existing descriptions of a behavioral

phenotype. Overall, the familial stress situation decreases as the sons

with FXS grow older, and the families describe their situation as satis-

factory for the most part.

Connecting locally: Do non-disabled adult siblings have a role in

supporting social inclusion?

Geraldine Boland1, Suzanne Guerin2

1UCD Centre for Disability Studies, University College Dublin., Dublin,

Ireland; 2UCD School of Psychology, University College Dublin, Dublin,

Ireland

Background: This original study explores the role, if any, of non-

disabled adult siblings in supporting the social inclusion in their

neighbourhood of their adult sister/brother with intellectual disability,

and if present the nature of that role.

Method: A multiple dyad case study design was employed. The sam-

ple (n=16) included adults with intellectual disability over 40 years

and a sibling nominated by them. Participants with intellectual disabil-

ity lived in a range of supported living arrangements and

neighbourhood types. Each sibling pair engaged in two individual and

one joint semi-structured interviews. Data from dyad case reports

were analysed using reflexive thematic analysis.

Results: The multiple factors influencing the nature of siblings' sup-

port roles were interpreted in five themes. Non-disabled siblings

offered mainly practical support for local engagement that was shaped

by the family context. Some held a sense of obligation to their sister/

brother with intellectual disability, leading to fixed patterns of contact

that did not facilitate making local connections. Sibling pairs engaged

in leisure activities that were chosen and enjoyed by both, led to some

adults with intellectual disability developing new acquaintances.

Conclusions: Siblings are well placed to facilitate social inclusion,

given their local knowledge and networks. Detailed implications for

practice are discussed, alongside recommendations for further

research.

Burden and growth during COVID-19: Parents of children with and

without disabilities

Shirli Werner1, Yael Hochman2, Roni Holler1, Carmit-Noa

Shpigelman3

1Hebrew University of Jerusalem, Jerusalem, Israel; 2Sapir Academic

College, Sederot, Israel; 3University of Haifa, Haifa, Israel

Background: The COVID-19 pandemic and the measures taken to con-

tain it have had a disproportionate impact on families of young children

with disabilities. This study examined factors associated with burden

and growth among parents of young children with and without disabil-

ities in Israel.

Method: An online questionnaire was completed by 675 parents of

young children, 95 of whom had a disability. Participants completed

measures on burden, growth, family functioning, informal social sup-

port and perceived adequacy of educational services.

Results: Greater burden was found among parents of children

with disabilities, while parents of children with and without dis-

abilities reported on similar levels of growth. Support outside the

household was lacking for both parent groups. Educational ser-

vices were perceived as severely inadequate, especially for chil-

dren with disabilities. Lower levels of family functioning, greater

support from spouse and lower perceived adequacy of educational

services were found to be associated with greater burden and

lower growth.

Conclusions: The results point to the importance of the family system

for sustaining the wellbeing of its members in lockdown situations.

Further, the findings highlight the importance of planning for such

national and global emergencies.

Siblings of young adults with intellectual disabilities: Resilience,

future orientation and Family Quality of Life

Giulia Padovani1, Teresa Maria Sgaramella1

1FISPPA Department, Universty of Padova, Padova, Italy

Background: Researchers in the field of disability are showing a grow-

ing interest in the impact of having a person with disabilities among

family members on family quality of life, and on a positive future life

designing.

The study proposed here explores the relationships between positive

attitudes towards current and future challenges and family quality of

life (FQoL) in siblings of children and adolescents with intellectual dis-

ability (ID).

Method: The Italian version of the Beach Center Family Quality of Life

Scale (FQoLS; Park, et al., 2003) was proposed to 47 siblings of a per-

son with intellectual disabilities (age range 18 to 35 years; 16 brothers

and 30 sisters). Resilience and future orientation were also measured

(Sgaramella et al., 2015; Foti et al., 2019).

Linear regression analysis was applied to determine whether these

dimensions are predictors of FQoL they experienced.

Results: Results indicated that siblings with higher levels of resilience

reported higher levels of FQoL. Similarly, siblings with higher future

orientation reported better levels of FQoL in several diverse dimen-

sions. Specific patterns characterized brothers and sisters.

Conclusions: These results may help service providers to develop new

intervention strategies for families with a member with ID, fostering

their resilience and future time perspective and ultimately promoting

their FQoL.
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Attachment psychoeducation to boost self-efficacy in parents of

children with severe disabilities

Sien Vandesande1, Guy Bosmans1, Paula Sterkenburg2, Carlo

Schuengel2, Bea Maes1

1KU Leuven, Leuven, Belgium; 2Vrije Universiteit Amsterdam, Amsterdam,

The Netherlands

Background: Achieving high levels of parenting self-efficacy (PSE) is

not always evident for parents raising children with extensive support

needs because of their limited (behavioral) feedback. However, PSE

can be targeted by interventions, such as psychoeducation. The cur-

rent study piloted a micro-intervention offering psychoeducation on

attachment and studied its outcomes on PSE and parents' perceptions

of attachment.

Method: The three-week online study included 16 parents of children

(4 to 10 years old) with a severe or profound intellectual disability.

Daily diary measures and one-time questionnaires were combined in a

mixed-method design (with focus on the quantitative data).

Results: Overall, PSE did not significantly differ during pre- and post-

measures. Parents' perceptions of attachment only showed small

shifts over time, mainly in the strength of their answers. Some parents

used more attachment-related words in the post-measure diary ques-

tions. Parents were positive about the psychoeducation video series

as it stimulated their learning and reflection and it offered them per-

sonal meaning (such as feeling acknowledged).

Conclusions: Though no significant changes occurred over time

regarding PSE, the micro-intervention was clinically relevant for these

parents. Further research is needed to study which types of parents

benefit the most from the micro-intervention and for whom additional

support is warranted.

Number of adult siblings of persons with intellectual disabilities

across the life span

Monika LAUMANN1

1Center for Participation Research, Münster, Germany

Background: Adult siblings of persons with disabilities have been over-

looked. A descriptive quantitative analysis about the caregiving roles of

siblings was conducted. The initial question was related to the number

of siblings that persons with disabilities have in different age groups.

There is no register, neither the health sector nor a representative

study with persons with disabilities (n=22.000) offer this data. In con-

sequence, a random sample could not be used.

Method: As existing data on the population of siblings of persons with

disabilities is not available, an alternative approach has been chose

based on a secondary analysis in which data from other contexts is

analyzed. Most adult persons with intellectual disabilities work at shel-

tered workshops, regardless of their housing forms. So they might be

able to provide personal data from persons with disabilities of differ-

ent ages. Three sheltered workshops which collect these data were

located and they were willing to provide anonymous data (n=2415).

Results are compared with the general population.

Results: The number of siblings of persons with disabilities are evalu-

ated across the life span and will be presented.

Conclusions: The results demonstrate the need for a representative

study of family data and social relations of persons with disabilities.

Perspectives of persons with intellectual disabilities, siblings and

parents about FQoL and family relationships

Raquel Correia1, Maria Seabra-Santos2

1APPACDM Castelo Branco, Castelo Branco, Portugal; 2Faculty of

Psychology and Education, University of Coimbra, Coimbra, Portugal

Background: The present study aims to understand the perceptions

of persons with intellectual disabilities, their siblings and parents

about Family Quality of Life (FQoL) and family relationships.

Method: Qualitative methods were used with all the participants:

more specifically, focus groups, semi-structured interviews, and

photo-elicitation interviews.

Results: Results show that family relationships emerge as the most

important domain for good FQoL. Despite this common aspect, there

are differences between the perspectives of persons with intellectual

disabilities, siblings, and parents. Also, at different stages of the

family's life cycle, there are specificities to be taken into account, par-

ticularly in later phases, with concerns about the future of the person

with intellectual disabilities.

Conclusions: When exploring more about quality of life in families of

persons with intellectual disabilities, it is important to consider the

perspectives of different family members. It is also relevant to identify

the domains that comprise FqoL. since they can be the target of more

detailed evaluations and later interventions to improve the quality of

life in these families.

A prec(ar)ious balance? The complex family lives of families living

with care-intensive children

Gustaaf Bos1, Alistair Niemeijer1

1University for Humanistic Studies, Department of Care Ethics, Utrecht,

The Netherlands

Background: Primary aim is to gain more insight into fitting, sus-

tainable forms of cooperation with families with care-intensive chil-

dren, taking into account what each person involved needs to feel

taken seriously. What are both the vulnerabilities and strengths of

these families and how can coordination and cooperation between

all family members, care professionals and systems contribute to a

better balance between surviving and living a good life?

Method: Care-ethical case research is chosen, in which we collaborate

with those involved, and in data collection and analysis use is made of

ethnographic and phenomenological methods. This design is
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interactive, interpretive and reflexive, whereby we recognize that the

process, content and outcomes are highly dependent on a complex

interplay of people, views, emotions, situations, positions and relation-

ships. Therefore a joint, dialogical exploration of everyday complexity

and collaboration has been chosen, also because the approach is to

support the (collaborative) relationships by means of the research.

Results/Conclusions: Through our contribution we would like to cre-

ate space for an exchange about (potential) pitfalls and gains for this

challenging way of conducting collaborative research within highly

complex and personal contexts, and invite members of the audience

to contribute from their own (research or personal) experience.

Robot Luna enhances quality of life for families with parents with

intellectual disabilities

Marja Hodes1, Mark Vervuurt1, Bastiaan Bervoets2

1ASVZ, Sliedrecht, The Netherlands; 2Garage 2020, Rotterdam, The

Netherlands

Background: The UN Convention on the Rights for Persons with

Disabilities affirms the rights of people with intellectual disabilities

to start a family and calls for appropriate assistance to these par-

ents in the performance of their child-rearing responsibilities. Sup-

port can be delivered by professionals, but also by robotics. In this

study we investigated the development and use of a special

designed robot “Luna” to support parents to enhance family quality

of life.

Method: Participatory Action Research was conducted to explore

together with parents their desires for support. A co-creation group

with parents, professionals and designers examined the support needs

of parents. Next, five families, together with professionals and

designers followed different iterative cycles to design, test and adapt

robot Luna. At start and after the last cycle family quality of life was

measured.

Results: Results of stage one showed that parents indicated three

important ingredients for support: support should be independent,

without judgement about their parental capacities, and it has to ame-

liorate family quality of life. We will present results of the second

stage of research.

Conclusions: Based on the results of this study, recommendations will

be made for designing the future robot Luna to enhance family quality

of life.

Quality of life of family members of people with intellectual and

developmental disabilities before and during COVID-19

Femke van Schelven1, Hennie Boeije1

1Nivel, Utrecht, The Netherlands

Background: The COVID-19 pandemic entails risk factors for the

quality of life of family members of people with intellectual and

developmental disability, such as a higher care burden, stress and a

decline in social support. The aim of the study is to monitor the conse-

quences for family members' quality of life during (the phasing-out of)

the measures and “the new normal.”
Method: We employed a mixed methods design. Throughout the pro-

ject, we worked together with experience experts. Questionnaires

were filled out by 350 family members in October 2020. Ten were

interviewed. Results from October 2020 were compared with results

from measurements in 2019 and June 2020.

Results: Family members' quality of life is relatively good and did not

change much over time, but approximately 10% suffers from the situ-

ation. Although contact with relatives with intellectual disabilities liv-

ing in a health care facility is limited, the majority is able to express

their love and care. Involvement in the measures taken by care organi-

zations, helps family members to cope with the situation.

Conclusions: The study provides insight into risk and protective fac-

tors for family member's quality of life during the COVID-19 pan-

demic. These insights can contribute to ease their current situation.

Who will take over my responsibilities? A qualitative study among

relatives of people with intellectual and developmental disabilities

Hennie Boeije1, Femke van Schelven1, Chantal Leemrijse1

1Nivel, Utrecht, The Netherlands

Background: All relatives who take intensive care of a family member

with an intellectual and developmental disability think about the ques-

tion: “Who will take over my responsibilities, if I can no longer do it?”
The aim of this project is to develop a tool that can help relatives of

people with intellectual disabilities with thinking about this and taking

concrete steps.

Method: A quick scan was performed to identify existing resources

for relatives. Interviews were conducted with relatives and experts in

the field. Interviews were analysed using thematic analysis. The entire

project was carried out together with experience experts.

Results: The question “What if I can no longer do it?” is relevant in

many contexts. Relatives worry about getting older, passing away,

becoming ill and becoming overloaded. Relevant themes in thinking

about this are awareness, care and housing, emotional coping, social

network and recording.

Conclusions: Relatives of people with intellectual disabilities differ in

how they deal with the question “What if I can no longer do it?” Infor-
mation and advice, practical resources and sharing experiences with

other relatives can be helpful for relatives to find solutions that fit

their and their family members' situation best.

Parents' need-related experiences and behaviors when raising a

child with Down syndrome

Eline Desimpelaere1

1Ghent University, Desselgem, Belgium
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Background: Research suggests that parenting a child with Down syn-

drome brings about major and unique challenges to parents' psycho-

logical needs. Parents have to deal with increased emotional, physical

and financial demands, often resulting in a higher level of parental

stress (Phillips, Conners, & Curtner-Smith, 2017). This qualitative

study provides insight in the experiences and behaviors of parents

when raising a child with DS. The Self-Determination Theory (Ryan &

Deci, 2017) is used as a framework to understand how these experi-

ences and behaviors relate to the psychological needs for autonomy,

relatedness and competence.

Method: Eleven parents of children with Down syndrome, aged 4 to

23, participated in an in-depth interview concerning their parental

experiences and behaviors.

Results: The thematic analysis identified six themes of parental expe-

riences and three themes of parenting behaviors.

Conclusions: First, the results provide a deeper understanding of the

challenges and opportunities for the well-being of parents when rais-

ing a child with Down syndrome. Second, this study gives insight in

how these parents adjust their parenting behaviors to support the

psychological needs of their child with Down syndrome. These find-

ings identify important targets for parent support, as they can pro-

mote both parental well-being and needs-supportive parenting of the

child with Down syndrome.

Mothers of children with a disability and their life experience: A

qualitative study

Saskia van der Weck1, Paula Sterkenburg1, Annemieke Bos2

1Vrije Universiteit Amsterdam, Almere, The Netherlands; 2ACTA,

Amsterdam, The Netherlands

Background: Some parents share their personal experience through

ego-documents. Ego-documents are documents in which the reader is

confronted with a person who describes events from his/her own per-

spective. The aim of this study is to examine ego-documents describing

the mother's experience after giving birth to a child with a disability.

Method: A qualitative study was conducted of ego-documents writ-

ten by mothers of a child with a disability. Inclusion criteria: Dutch

books written by mothers from 2005 up to 2020. Exclusion criteria:

Ego-documents written by other relatives or in other languages.

Results: In total nine books were qualitatively analysed. The three

important themes found were: 1) feelings, for example, grief, pride,

connectedness; 2) beliefs for example, in the possibilities of the child,

that they are important for their child; 3) social behaviours and inten-

tions for example, sad behaviours/intentions, wanting to be there for

their child and moments of transformation.

Conclusions: Parents with a child with a disability are confronted with

hopelessness, ignorance, sadness, fear of the unknown and negative

judgements. Over time the parents experience new perspective with

possibilities, accepting limitations, discovering the qualities of your

child and discovering qualities of themselves as parents. Parents

describe their experience: from loss to acceptance.

Becoming an activist: The power and the pain of parental advocacy

for inclusive education

Glenys Mann1

1QUT, Brisbane, Australia

Background: The aim of this research was to tell the story of the

Queensland Collective for Inclusive Education (QCIE), a parental

advocacy group in Queensland, Australia. Collective parental activ-

ism is recognised as a powerful driver for inclusive education

reform; understanding how parent collectives develop and the

impact on parents of this work is critical to inclusive education

reform moving forward.

Method: Collective narrative methodology was used to gather and

retell the story of QCIE. Collective narrative weaves the stories of

individuals into a story of the whole. Ten parent members of QCIE

participated in group and individual interviews and to the re-storying

of the collective narrative.

Results: QCIE's story paints a picture of a committed, strategic and

collaborative group of individuals. It also highlights the considerable

effort and stress associated with parent activism. Key themes in the

group's formation include shared commitment to inclusion, leadership,

personal growth, relationships, and sustainability.

Conclusions: Findings reinforce the critical role of the parent move-

ment in inclusive education reform but also the pressing need for

allies so that advocacy for inclusive education is sustainable and not

so heavily dependent on parents.

POSTER PRESENTATIONS

Scoping review of eHealth interventions to support parents of

children living with autism

Crystal Shannon1, Lise Olsen1, Robert Janke1, Catie Balehowsky1

1University of British Columbia, Okanagan, Kelowna, Canada

Background: eHealth services can be a valuable and often more

accessible option than in-person interventions to help parents manage

challenges associated with raising children living with autism spectrum

disorder. This scoping review aims to assess the literature on current

eHealth resources available to provide education and support for par-

ents raising children with autism spectrum disorder to aid in future

intervention development.

Method: The methodology is guided by Tricco et al.'s PRISMA-ScR

checklist. Search procedures were established in consultation with

university librarian and include searches of six electronic library data-

bases. Abstracts and full text articles were assessed by four reviewers;

two of whom also arbitrated disagreements.

Results: Search results and key findings will be presented. Findings

will include information on the study designs, sample characteristics,

nature of the eHealth interventions, and parent-related outcomes.
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Conclusions: Information will be provided summarizing the literature

on the use of eHealth interventions and strategies to support families

of children living with autism spectrum disorder and related parent

outcomes. This information will be valuable to understand how

eHealth strategies can be utilized in community settings to provide

parents with needed supports and resources. This can ultimately con-

tribute to improved quality of life for children and their families living

with autism spectrum disorder.

Partner-oriented projects: Attitude of parents having a child with an

intellectual disability

Jean-Simon Fortin1, Hugo Lamirande-Landry2, Lise Lachance3, Suzie

McKinnon4, Louis Cournoyer3, Louis Richer2

1Université du Québec à Chicoutimi, Alma, Canada; 2Université du

Québec à Chicoutimi, Chicoutimi, Canada; 3Université du Québec à

Montréal, Montréal, Canada; 4CIUSSS Saguenay-Lac-Saint-Jean, Sept-

Îles, Canada

Background: Parental stress and psychological distress are particularly

prevalent among parents having a child with an intellectual disability.

A satisfying marital relationship can act as a protection factor for psy-

chological health. This study investigates partner-oriented projects of

parents having a child with an intellectual disability.

Method: Overall, 47 mothers and 37 fathers completed individually

the Personal Projects Analysis Grid (Little, 1983) administered during

a semi-structured interview. These latter were recorded and tran-

scribed, and a thematic content analysis was performed by two inde-

pendent coders, using emerging codes. Among parents, 17 mothers

and 17 fathers retained, in their five most important projects, at least

one partner-oriented project, which were submitted to a deeper

analysis.

Results: Commitment and dispositional optimism emerged as two

central themes regarding the participants' assessment of their

partner-oriented projects and served as two classification axes. The

analysis highlighted four categories of parents' attitude regarding their

partner-oriented projects: purposeful skeptic, nonchalant skeptic, pur-

poseful optimist, nonchalant optimist.

Conclusions: Parents' awareness of their attitude toward their pro-

jects could potentially help them to question their underlying motiva-

tions, discuss with their partner, and get involved in more intrinsic

projects which can support their psychological health, and enhance

the quality of their intimate relationship.

Physical activity project profiles of parents having a child with an

intellectual disability

Hugo Lamirande-Landry1, Jean-Simon Fortin2, Lise Lachance3, Suzie

McKinnon4, Louis Cournoyer3, Louis Richer2

1Université du Québec à Chicoutimi, Alma, Canada; 2Université du

Québec à Chicoutimi, Chicoutimi, Canada; 3Université du Québec à

Montréal, Montréal, Canada; 4CIUSSS Saguenay-Lac-Saint-Jean, Sept-

Îles, Canada

Background: Research has shown that physical activity helps to cope

with stress and prevents its adverse effects on physical and mental

health. Despite these benefits, many parents don't practice such activ-

ity due to their other obligations. Until now, few studies have investi-

gated the link between physical activity and the experience of

psychological distress among parents having a child with an intellec-

tual disability. Yet, parents having a child with an intellectual disability

are known to experience more stress and distress than general popu-

lation and could benefit from incorporating such activity in their life.

This study explores the personal projects of these parents related to

physical activity.

Method: Overall, 47 mothers and 37 fathers participated in a semi-

structured interview to complete Little's (1983) Personal Project Anal-

ysis Grid. Following a repeated reading of transcripts, two coders

proceeded to a thematic content analysis.

Results: Only 32 parents considered physical activity as one of their

five most important personal projects. Five profiles of parents

emerged: need an 8th day, why not tomorrow, it's beneficial, it's

enjoyable, a life or death matter.

Conclusions: These profiles highlight issues faced by some parents

and could lead to implement specific resources or interventions to

support them in their projects.

Enabling school success but struggling with quality of life: Families in

Canada and Australia

Delphine Odier-Guedj1, Céline Chatenoud2, Karen Dooley3

1Haute �Ecole Pédagogique du Canton de Vaud, Suisse, Lausanne,

Switzerland; 2Université de Genève, Genève, Switzerland; 3Queensland

University of Technology, Brisbane, Australia

Background: The positive involvement of families in raising a child

with special needs often comes with a high level of stress for parents

and negative outcomes on family quality of life. However, studies

describing parents' involvement to prevent their children from being

excluded or dropping out of school, and the impacts of these actions

on their family quality of life are surprisingly scarce. The studies

reported in this poster probed these parenting experiences in two

countries.

Method: Both studies used in-depth interviews and qualitative ana-

lyses. One homed in on activities by which Canadian parents help chil-

dren with disabilities to transition from kindergarten to grade one

(n = 8). The other investigated private tutoring as learning support for

Australian children perceived to have literacy learning difficulties (n=9

parents).

Results: In both contexts, parents spoke of their use of resources

external to the school (themselves or tutors) to enable their child's

academic inclusion. Financial sacrifices, parental advocacy activities

are omnipresent from the moment of school entry, with multiple rami-

fications for quality of life.
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Conclusions: The findings point to inadequacies of school support for

inclusion of children with special needs. They suggest levers for action

that might increase familial quality of life.

Emotional discourse of immigrant parents of child with autism

during the service trajectory

Mélina Boulé1, Mélina Rivard1, Céline Chatenoud1, Marie Millau1

1University of Quebec in Montreal, Montréal, Canada

Background: The reality of families living with a child with autism spec-

trum disorder can be challenging, but also rewarding. In either case, par-

ents can go through a lot of emotions during the different transitional

milestones that come with the developmental particularities of their

child (i.e., the announcement of the diagnosis or the transition from

specialized services to school). Difficulties can be added when parents

are immigrants and therefore may not have sufficient social support or

knowledge about the healthcare system. The current study investigates

the emotional discourse, psychological adaptability, and resilience in

parents who have a child with autism spectrum disorder.

Method: Eighteen immigrant families were interviewed about their

experiences within the service trajectory in an area of Montreal,

Canada. Emotional responses were extracted using thematic analysis

to explore the various emotional stages and challenges that parents

can go through, from the announcement of the diagnosis up until

transition to school. Coping mechanisms and resilience behaviors are

also reported.

Results/Conclusions: The findings of this study are essential to guide

the support needs of parents during the trajectory of early childhood

for families who have a child with autism spectrum disorder.

Effects and predictors of successful supervision order trajectories in

families with mild intellectual disabilities

Tessel Sterenborg1, Maroesjka van Nieuwenhuijzen1, Inge Wissink2,

GeertJan Stams2

1Expertisecentrum William Schrikker, Amsterdam, The Netherlands;
2University of Amsterdam, Forensic Child and Youth Care, Amsterdam,

The Netherlands

Background: Children with mild to borderline intellectual disabilities

and children of parents with mild to borderline intellectual disabilities

and multi-problems are at high risk for unsafe parenting. These children

are overrepresented in youth care and youth protection (McConnell,

2017). A family supervision order (FSO) can be imposed by a judge, to

protect the child and support the parents. Practice has shown that an

FSO in most families with mild to borderline intellectual disabilities lasts

longer than two years. However, little is known about the effects of

FSOs (Albright et al., 2019). The aim of this project is to investigate the

effect of an FSO on the safety of youth, and which child and parent

characteristics predict duration and success of an FSO.

Method: In a sample of N=137 of youth with mild to borderline intel-

lectual disabilities, aged 0-18, with an FSO in the Netherlands, their

closed casefiles were coded at start and ending of the FSO. Predictive

factors were intellectual disabilities, behavioral and psychiatric prob-

lems, and adverse childhood experiences (ACEs) of both youth and

parents were measured using a structured coding system. Inter-rater-

reliability was high (mean Kappa = .78). Data are currently being pre-

pared for regression analyses.

Results/Conclusions: Definitive results on effects and predictive char-

acteristics will be presented in the poster.

Satisfaction of parents of children with autism spectrum disorder

with perceived social support

Amélie Lampron1, Nathalie Poirier1, �Emilie Cappe2, Nadia Moussa1

1Université du Québec à Montréal, Montréal, Canada; 2Université Paris

Descartes, Paris, France

Background: Social support can have a considerable influence on the

lives of parents. This study examines whether parents are satisfied

with the social support obtained.

Method: A total of 161 Quebec parents of children with autism spec-

trum disorders participated in this study. They completed the Per-

ceived Social Support Questionnaire assessing the availability and the

degree of satisfaction with the social support obtained.

Results: Parents have up to four people available to provide

them with esteem support, informational support, emotional sup-

port as well as material or financial support. Overall, 11% of par-

ents are very satisfied, 38% of parents are satisfied, 28% of

parents are somewhat satisfied, 14% of parents are somewhat

dissatisfied, 8% of parents are dissatisfied, and no parent is very

unsatisfied.

Conclusions: The rates of parents who are very satisfied are quite

similar for all forms of social support. The rates of parents who are

very dissatisfied are more variable, and show that the main support

with which parents are dissatisfied is material or financial support.

There therefore appears to be a lack of resources offering material

support, such as respite centers, and a lack of financial resources,

including government grants available to parents of children with

autism spectrum disorders.

Analysis of the basic situation and needs of people with intellectual

disability in China

Lixiong Yang1, Zhenling Qin2, Xiyan Liu2

1Welfare Research Center for People with Disability, Renmin University of

China, Beijing, China; 2Renmin University of China, Beijing, China

Background: From October 1st to November 30th, 2019, the Chinese

government conducted a survey on people with disabilities who hold

the second-generation disability identification card of the People's
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Republic of China in the national basic database of the disabled

population.

Method: The total number of people with disabilities in this survey is

34,800,215, of whom 3,067,015 were intellectual disability, account-

ing for 8.81 percent. Based on this survey, this article analyzes the

conditions and needs of people with intellectual disabilities.

Results/Conclusions: It mainly includes the following aspects: 1) dis-

ability status, including disability category, disability degree, educa-

tion level and age distribution; 2) regional distribution, including

regions, urban and rural areas; 3) the family economic status, includ-

ing poverty, housing and social assistance status; 4) employment and

social security, including employment, forms of employment, reasons

for non-employment, access to pension insurance and medical insur-

ance; 5) health status, including status of illness within two weeks,

treatment after illness, participation in recreational and sports activi-

ties, and access to rehabilitation services. In addition, this article also

analyzes the status of women and children with intellectual

disabilities.

Empowering families through technology: A health project to reduce

the TAND treatment gap (TANDem)

Petrus De Vries3, Stacey Bissell1, Stephanie Vanclooster2, Tosca

Heunis3, Anna Jansen4

1University of Birmingham, Birmingham, UK; 2Vrije Universiteit Brussel,

Brussels, Belgium; 3University of Cape Town, Rondebosch, South Africa;
4University Hospital Brussels, Brussels, Belgium

Background: Tuberous sclerosis complex (TSC) is a multi-system

genetic disorder associated with variably complex TSC-associated

neuropsychiatric disorders (TAND; e.g. autism, self-injury, academic

difficulties). TAND is of significant concern to families, but is under-

identified and under-treated. Community-based participatory research

identified three priorities for TAND research. First, the need for a self-

complete, quantified version of the TAND Checklist (de Vries et al.,

2015); second, to have the checklist as a smartphone app; third, to

receive TAND management advice following app completion.

Method: TSC family and professional stakeholders, technology devel-

opers, global TSC stakeholders, and emerging TAND researchers aim

to address these three priorities. Stages of the project include: devel-

opment and validation of a quantified, self-complete TAND Checklist

(TAND-SQ) within a smartphone “app,” generation of consensus clini-

cal guidelines for management of TAND clusters, and development of

a Global TAND Consortium via networking, capacity-building and

public engagement activities.

Results: Here we outline the study protocol, impact loop and stages

of the TANDem project over the next four years.

Conclusions: A successful project will transform the TAND landscape

worldwide; empowering families through an easily accessible digital

solution to identify TAND needs and providing the TSC community

with consensus guidelines to prevent, treat and manage TAND

manifestations.

Parent motivations to enrol their children in a play program

Singapore

Esther JOOSA1

1Arts of the Earth Learning Hub Pte Ltd., Singapore, Singapore

Background: As part of a more extensive study, this investigation pre-

sents parents' motivations to enrol their children with varying disabil-

ities in a research-based play program in Singapore. The aim was to

understand these parents' perspectives on their child's play.

Method: Forty-six parent responded to an open-ended questionnaire

consisting of 21 questions. Additional interviews with eight parents

provided further information through after observing their child in

play. The analysis identified eight themes: Understanding of disability,

Knowledge of their child, Parent's beliefs on play, Experiences at

home, Social engagement, Behavioural challenges, Child's interest,

and Child's identity and agency.

Results: The themes revealed that most parents entered the program

because of their children's social and communicative struggles. Most

parents recognized their children's positive characteristics, but empha-

sized the child's difficulties. They highlighted concerns about commu-

nication, friendship and difficulties caused by behaviour. Parents who

had attended 10 or more sessions provided additional feedback

expanded views and changed their perspective on their child's identity

and agency.

Conclusions: This study enabled an understanding of parents' motiva-

tion to engage their child in unstructured play. The themes that

emerged will support parents. Understanding play allows considering

a focus on their child's interest and creative engagement beyond

behavioural support.

It is not possible to care 24 hours a day: Burden of families due to

COVID-19

Patricia Navas1, Miguel �Angel Verdugo1, Sergio Martínez1, Antonio

Amor1, Manuela Crespo1

1INICO, University of Salamanca, Salamanca, Spain

Background: Families have had to make extensive efforts during the

COVID-19 pandemic to provide individuals with intellectual and devel-

opmental disabilities the supports they needed. This study analyzed the

impact that COVID-19 and the response measures implemented by the

Spanish Government have had on families of individuals with intellec-

tual and developmental disabilities.

Method: Data on 323 family members (M=52.3 years old; DT= 10.5;

53.8% mothers) were collected through an online survey, which was

focused on analyzing family quality of life and service provision during

lockdown.

Results: Three out of four families stopped receiving services or expe-

rienced significant changes in their provision. Among family members

who spent the lockdown with the person with intellectual and devel-

opmental disabilities (n=274), 66.3% experienced more stress due to

burden of care. More than half of the families (51.8%) also
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experienced difficulties in providing the supports that the person with

intellectual and developmental disabilities needed during lockdown.

These difficulties were even higher (76.6%) among those families

whose children were attending online classes.

Conclusions: Support services for people with intellectual and devel-

opmental disabilities should have been considered essential services

during lockdown. The failure to receive supports has resulted in fami-

lies having to assume a multitude of roles to support their family

member with intellectual and developmental disabilities.

Relation between dispositional mindfulness and mental health of

parents and their child's behaviors

Louis Richer1, Lise Lachance2, Suzie McKinnon3, Simon Grégoire2,

Louis Cournoyer2, Alain Côté4

1Université du Québec à Chicoutimi, Longueuil, Québec, Canada;
2Université du Québec à Montréal, Montréal, Canada; 3CIUSSS

Saguenay-Lac-Saint-Jean, Sept-Iles, Canada; 4Private practice, Alma,

Québec, Canada

Background: Studies have shown links between parents' and child's

adaptation. Likewise, mindfulness, a mental state where individuals

pay attention deliberately, without judgment to the present moment,

has been associated with mental health in many populations. Few

studies have examined the action mechanisms of mindfulness among

parents of a child with an intellectual disability. Establish among the lat-

ter population the relation between dispositional mindfulness and men-

tal health of parents, and their child's problematic and adaptive

behaviors.

Method: A sample of 83 parents (47 mothers, 36 fathers) receiving

services for their child with an intellectual disability completed individ-

ually a self-reported questionnaire.

Results: Parents' stress and distress are correlated to their child's

problematic behaviors. No significant relation is observed with par-

ents' well-being as well as child's adaptive behaviors. Moreover, par-

ents' dispositional mindfulness is significantly related to their mental

health, but not to the child's behaviors.

Conclusions: Child's problematic behaviors could be a reaction to par-

ents' actions and may exacerbate their stress and distress. However,

because adaptive behaviors are more predictable since they relate to

the child's condition, their effects could be less detrimental on the

parents' mental health. Studies are needed to understand the action

mechanisms of parents' mindfulness on their child's behaviors.

Caring together, learning together: Co-creating sustainable family

participation in Educational Sciences

Friederike Ertmer1, Anne de la Croix2, Agnes Willemen1, Carlo

Schuengel1

1Vrije Universiteit Amsterdam, Amsterdam, The Netherlands;
2Amsterdam University Medical Center, Faculty of Medicine, Vrije

Universiteit Amsterdam, Amsterdam, The Netherlands

Background: This pilot study investigates how families with children

with complex care needs can participate in the bachelor program Edu-

cational Studies.

Method: Methods of participatory action research will be used. Fami-

lies with children with complex care needs are involved during all

stages of the research and the resulting educational intervention.

Interviews and focus groups will be held, and a first analysis presented

to the participants. Following, in co-creation families, adolescents with

complex care needs, university staff and students develop an educa-

tional intervention.

Results: By July 2021 we will have gathered and analyzed data from

individual interviews with stakeholders and heterogeneous focus

groups. Therefore we will know how families would like to be involved

in Educational Sciences and which learning outcomes for students and

families can be achieved with different kinds of family involvement.

Conclusions: To our knowledge, involvement of families with children

with complex care needs and other relevant stakeholders in all stages

of research and the resulting educational intervention has not been

done yet. Through participation, families determine what and how

students should learn, and future professionals are skilled to empha-

size and attune to the needs of families.

Track 2b: Individual QOL/Outcomes/Systems of
Support

PRESENTATIONS IN A SYMPOSIUM

Observing the quality of staff practice

Reviewing observational methods for measuring the quality of

support

Christine Bigby1, Lincoln Humphreys1, Tal Araten-Bergman1

1La Trobe University, Living with Disability Research Centre, Bundoora,

Australia

Background: Building on work by Mansell and Beadle-Brown, our

Australian program of research identified predictors of good Active

Support in supported accommodation services for people with intel-

lectual disabilities and illustrated the benefits of using observational

methods to measure practice. This paper provides an overview of

observation as an approach to measuring the quality of practice and

its value to managers and regulators

Methods: A scoping review of literature published from 2000 to 2020

identified observational measures of the quality of practice in intellec-

tual disability services, evidence about the benefits of using observa-

tion, and problems relying on paperwork or process measures.

Results: The Active Support Measure originally developed by Mansell

and Elliot in 1996 has been the most frequently used observational

measure of staff practice in services. Few studies have directly com-

pared observational to other measures of quality, but overall the liter-

ature suggests that the quality of practice is overstated when it is

self-reported or relies on process as an indicator of quality.
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Conclusions: If the benefits of observational methods for measuring and

reporting on the quality of practice are to be more widely adopted by

organisations and regulators, then simple and easy to use measures are

needed.

Developing the “Observing Staff Support Tool” for regulators and

managers

Tal Araten-Bergman1, Lincoln Humphreys1, Teresa Iacono1

1La Trobe University, Living with Disability Research Centre, Bundoora,

Australia

Background: The Active Support Measure (ASM) has been used by re-

searchers to measure the quality of staff support. Exploratory factor anal-

ysis (EFA) indicated the ASM measures two factors: Supporting

Engagement in Activities and Relationships with the Person being

Supported. Although the ASM has been used successfully by researchers

to conduct observations, it requires extensive training to complete. As

such, it is not easy for regulators, managers or others not trained in

research to use. The aim was to develop a simple and valid observational

tool that can be used by non-researchers and is based on the conceptual

framework of the ASM.

Method: A mixed-methods design was used. Building on an EFA of

the ASM, items and guidelines were developed and then tested for

validity and reliability through several stages involving review by

experts, managers, and field testing in services.

Results: The new tool consists of eight main items and two additional

items scored on a 3-point scale. Preliminary findings suggest the tool

has acceptable psychometric properties.

Conclusions: The new tool offers a simple and easy way for managers

and regulators to assess the quality of staff practice using

observation.

Psychometric evaluation of the active support measure

Lincoln Humphreys1, Christine Bigby1, Tal Araten-Bergman1, Teresa

Iacono1

1La Trobe University, Living with Disability Research Centre, Bundoora,

Australia

Background: The Active Support Measure (ASM) is the most fre-

quently used observational measure of quality of staff support for

people with intellectual disabilities in supported accommodation. The

ASM comprises 15 items. Studies show that ASM scores predict ser-

vice users' levels of engagement. Despite being used in numerous

studies, the ASM's underlying factor structure has not been examined

and our aim was to test its psychometric properties.

Method: Exploratory factor analysis (EFA) was conducted on the ASM

using a dataset of 884 people with intellectual disabilities living in

Australian group homes, collected between 2010 and 2018 as part of

a study to identify Active Support predictors. Rasch analysis further

tested the dimensionality and the consistency that response options

behaved across items.

Results: EFA indicated that 10 items loaded on two factors. These fac-

tors were Supporting Engagement in Activities and Relationship with

the Person. Cronbach's alpha was .94 and .78. Rasch analysis supported

multidimensionality, indicated 10 items should be retained, with

response options (scores of 0-2) behaving consistently across items.

Conclusions: The ASM measures two dimensions of the quality of

support. A revised 10-item version will be easier for researchers to

use and can form the basis for a tool for non-researchers.

Relational quality of life of people with profound intellec-
tual and multiple disabilities (PMID)

Parents' concerns about being outlived by their child with profound

intellectual and multiple disabilities: A qualitative study

Kasper Kruithof1, Appolonia Nieuwenhuijse1, Sarike de Zoeten2,

Erik Olsman3

1Amsterdam University Medical Centre, Department of Ethics, Law and

Humanities, Amsterdam, The Netherlands; 2 2CU, The Hague, The

Netherlands; 3Protestant Theological University, Amsterdam, The Netherlands

Background: People with profound intellectual and multiple disabilities

have a growing life expectancy, and the chance that they outlive their

parents increases. Parents express concerns about being possibly outlived

by their child with profound intellectual and multiple disabilities. Since lit-

tle is known about the nature of these concerns, we aimed to explore

these concerns.

Method: We interviewed 27 parents of persons with profound intel-

lectual and multiple disabilities and analyzed the data thematically.

Results: Almost all parents expressed concerns about being outlived

by their child with profound intellectual and multiple disabilities and

most hoped to outlive their child with profound intellectual and multi-

ple disabilities. The uncertainty regarding the future fulfilment of roles

they fulfilled in their child's life contributed to their concerns. These

roles related to the expertise of their child, advocating for their child,

and attention for their child. Some parents felt they and their child

were inseparable and some–mostly the ones with a child living at

home–felt irreplaceable, and experienced feelings of despair about

being possibly outlived by their child.

Conclusions: Our study provides insight into the nature and gravity of

parents' concerns, and may support professionals to listen to the feel-

ings and thoughts of parents in a non-judgmental way. The division of

parents' concerns into roles helps to address future support gaps for

people with profound intellectual and multiple disabilities.

The importance of longstanding relationships for the QoL of persons

with profound intellectual and multiple disabilities

Marga Nieuwenhuijse1, Kasper Kruithof1, Erik Olsman2, Sarike de Zoeten3

1Amsterdam University Medical Center, Amsterdam, The Netherlands;
2Protestant Theological University, Amsterdam, The Netherlands; 32CU,

Gorssel, The Netherlands
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Background: In this qualitative study, we explored Quality of Life (QoL)

of persons with profound intellectual and multiple disabilities.

Method: We interviewed seven physicians, 11 professional caregivers

and five mothers, and conducted focus groups with the parents of

16 children and adults with profound intellectual and multiple disabil-

ities. We analyzed the data thematically.

Results: Physicians reported on a positive influence of relationships

on the QoL of persons with profound intellectual and multiple disabil-

ities, especially emphasizing the importance of parent-child relation-

ships. In addition, professional caregivers emphasized the dependency

of persons with profound intellectual and multiple disabilities on them

to reach (good) QoL. Parents underscored the importance of relations

for their child's QoL. Moreover, they were convinced that the ability

to assess their child's QoL required a longstanding relationship with

their child.

Conclusions: Our conclusion is that (longstanding) relationships are

essential for the QoL of persons with profound intellectual and multi-

ple disabilities, because of their dependency on others for all activities

in daily life. The emphasis on relationships as a prerequisite for (good)

QoL of persons with profound intellectual and multiple disabilities

requires that we reconfirm the importance of parents in the lives of

their children. Furthermore, good QoL demands conditions – such as

time and proximity – that enable professional caregivers to form rela-

tionships with persons with profound intellectual and multiple

disabilities.

Relational dignity: A life worth sharing

Erik Olsman1, Kasper Kruithof2, Sarike de Zoeten3, Marga

Nieuwenhuijse2

1Protestant Theological University, Section of Spiritual Care &

Chaplaincy, Groningen, The Netherlands; 2Amsterdam University Medical

Center, Amsterdam, The Netherlands; 32CU, Gorssel, The Netherlands

Background: In discussions on Quality of Life (QoL) of persons with pro-

found intellectual and multiple disabilities, dignity is used in various ways.

A mother stating, “My child has no dignity anymore because over the

past years, his QoL only deteriorated,” contrasts with a physician stating,

“I believe each human being, including your son, has dignity.” Based on

different conceptualizations of dignity, different treatment plans may fol-

low. The objective of this presentation is to highlight four conceptualiza-

tions of dignity, with a particular focus on relational dignity.

Method: Theory on dignity is applied to persons with profound intel-

lectual and multiple disabilities.

Results: Whereas each human being has intrinsic dignity (the physi-

cian quoted above), claiming that each life is worth living, relational

dignity highlights that the life of a person with PIMD is worth sharing.

We will clarify that relational, more than intrinsic dignity, reflects qual-

ity of life. Relational dignity rests on the experiences of others sharing

the life with the person with PIMD (the mother). During the presenta-

tion we will discuss the joy such sharing brings, but also what it costs,

financially and otherwise.

Conclusions: For the sake of good care for persons with profound

intellectual and multiple disabilities, it should be clear which concept

of dignity is used.

Domestic violence and abuse against adults

Social workers' conceptualisations of domestic violence and abuse

against people with intellectual and developmental disabilities

Megan Robb1

1University of Bath, Bath, UK

Background: To explore how qualified social workers in the UK con-

ceptualise domestic violence and abuse against adults with learning

disabilities.

Method: Semi-structured interviews and vignettes were used in doct-

orial research to explore social workers' conceptualisation of domestic

violence and abuse (DVA) against adults with learning disabilities. The

data was analysed using thematic analysis. In this presentation, I will

focus on the theme relating to social workers' understanding of the

vulnerability of victims.

Results: Findings suggest that participants viewed vulnerability as an

acquired, rather than inherent, quality which resulted from the victim's

individual lived experience of trauma and interactions with others.

Whilst participants conceptualised that life events made individuals

more susceptible to DVA, they were less likely to explore the victim's

experience of systemic sources of oppression and how these contrib-

uted to the victim's experience of abuse. This understanding of vulnera-

bility led workers to formulate interventions which sought to address

the individual victim's awareness of risk and harm from the relationship,

focusing on the victim changing their behaviour to minimise harm.

Conclusions: As well as focussing on the individual interventions, prac-

titioners need to also acknowledge and address the role of systemic

oppression in DVA experienced by adults with learning disabilities.

Violence against women with learning disabilities by non-disabled

partners: Is this grooming?

Michelle McCarthy1

1University of Kent, Tizard Centre, Canterbury, UK

Background: To explore the similarities between the domestic vio-

lence experiences of women with learning disabilities and those of

other disabled people who experience “grooming” as part of disability
hate crime.

Method: Semi-structured in-depth interviews were conducted with

15 women with learning disabilities. The women were asked about

how the violent relationship began, how it developed, their experi-

ences and those of their children.

Results: The women's accounts revealed a common pattern of rela-

tionship formation (the abusive partners moving the relationship along

very quickly at the outset and moving themselves into the women's
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homes) which parallels the behaviour of some perpetrators of disabil-

ity hate crime.

Conclusions: Adult women in violent relationships are generally

expected to exert their autonomy and make decisions to reduce

risks to themselves and their children. But we understand that vul-

nerable adults who have been groomed are often unable to exert

autonomy. Therefore, health and social care professionals need to

be more pro-active in trying to protect women from domestic

violence.

Intimate partner violence and IDD: Understanding client needs in a

domestic violence shelter

Michelle Ballan1, Molly Freyer1, Kelly Spina2

1Stony Brook University, Stony Brook, New York, USA; 2Adapt

Community Network, Brooklyn, New York, USA

Background: Individuals with intellectual and developmental disabil-

ities are at heightened risk of intimate partner violence (IPV), yet

this widespread problem has received limited attention in scholarly

research. IPV-focused service structures, such as domestic violence

shelters, often fail to adequately address the needs of survivors

with intellectual and developmental disabilities. This study provides

a profile of individuals with intellectual and developmental disabil-

ities seeking residential domestic violence services.

Method: A retrospective case study review was conducted covering a

six-year service period in Freedom House, a domestic violence shelter

with disability-focused services. The study examines key demo-

graphics along with familial, social, and contextual aspects of IPV

among women with disabilities, with a particular focus on the

clients with intellectual and developmental disabilities and non-

disabled clients whose children had intellectual and developmental

disabilities.

Results: IPV survivors with intellectual and developmental disabilities

and survivors with children with intellectual and developmental dis-

abilities have multifaceted and unique needs that impact the interven-

tions utilized with this population. IPV interventions must be

comprehensive in accounting for health, safety, and social needs.

Conclusions: Domestic violence service providers must take an indi-

vidual's full disability profile into account when addressing the

problem.

Adverse (childhood) experiences in the lives of people
with intellectual disabilities (ID)

Adverse childhood experiences (ACEs) and family context

factors

Jessica Vervoort-Schel1, Gabriëlle Mercera1, Inge Wissink2, Peer van

der Helm3, Ram�on Lindauer4, Xavier Moonen2

1Koraal Knowledge Center of Expertise, Oisterwijk, The Netherlands;
2University of Amsterdam, Amsterdam, The Netherlands; 3Professional

University of Applied Sciences Leiden, Leiden, The Netherlands;
4Amsterdam University Medical Center, Amsterdam, The Netherlands

Background: Adverse Childhood Experiences (ACEs) are an over-

looked risk factor for behavioural, mental and physical health dispar-

ities in children with intellectual disabilities and borderline intellectual

functioning. Moreover, these children are strongly under-represented

in global ACE research.

Method: To gain insight into the presence of the 10 original ACEs and

related family context variables in a convenience sample of children

with intellectual disabilities and borderline intellectual functioning in

Dutch residential care, a case-file study was conducted. 134 case-files

of children with intellectual disabilities (n=82) and borderline intellec-

tual functioning (n=52) were analysed.

Results: Results will be presented at the congress; the prevalence of

ACEs appeared to be considerably higher than in the general

population.

Conclusions: Increased awareness to the impact of ACEs and family

context factors is urgently needed in practice, policy and prevention

for children with limitations in cognitive and adaptive functioning and

their families.

Resilience in the face of adversity: How people with intellectual

disabilities deal with challenging times

Femke Scheffers1, Xavier Moonen2, Eveline van Vugt2

1University of Amsterdam, Den Haag, The Netherlands; 2University of

Amsterdam, Amsterdam, The Netherlands

Background: People with intellectual disabilities are at an increased

risk of experiencing adversity throughout the entire lifespan. How-

ever, little is known about how people with intellectual disabilities are

able to manage adversity successfully. The process of effective nego-

tiating, adapting to or managing significant sources of stress and

trauma is called resilience. The current research project aims at study-

ing resilience in people with intellectual disabilities to better under-

stand and promote the process of resilience in people with intellectual

disabilities.

Method: A total of 12 guided photovoice interviews will be con-

ducted with people with intellectual disabilities. To fit the strengths

and difficulties of people with intellectual disabilities a “guided
photovoice” procedure will be used in the period from September

2020 to April 2021. Also, 12 interviews will be conducted with a

person from the social network of the person with intellectual

disabilities.

Results: Various themes will be identified with regard to resilience in

people with intellectual disabilities through thematic analysis.

Conclusions: The current studies provide a first insight in resources of

resilience in people with intellectual disabilities. These findings can be

used to adapt policies and interventions leading to more efficient and

effective practice, thus increasing the quality of life in people with

intellectual disabilities.
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Sexual exploitation in young people with intellectual disabilities:

Background, living conditions and support needs

Gabriëlle Mercera1, Roel Kooijmans1, Evelyn Heynen2, Thérèse van

Amelsvoort3

1Koraal Knowledge Center of Expertise, Oisterwijk, The Netherlands;
2Open University, Heerlen, The Netherlands; 3Maastricht University,

Maastricht, The Netherlands

Background: Sexual exploitation is a public health concern and a founda-

tional issue in safeguarding young people, however little is known about

the prevalence, background, living conditions and support needs of young

victims. Young people with intellectual disabilities are at increased risk for

sexual exploitation. Despite some signs of growing awareness, this hetero-

geneous and vulnerable group is still highly unrecognized, while the

adverse effects of sexual exploitation are detrimental. The disproportion-

ate risk faced by young people with intellectual disabilities highlights the

need for filling the gaps in knowledge concerning background, living condi-

tions and support needs of these young victims of sexual exploitation.

Method: In a systematic review, the current state of the literature on

sexually exploited young people is assessed, with a special focus on

intellectual disabilities.

Results: Insight is given into studies on sexual exploitation to give an

in depth understanding of background, living conditions and support

needs. Preliminary results will be presented.

Conclusions: The results of the current study will contribute to the

understanding of sexual exploitation in young people (with intellectual

disabilities) and to the recognition of signals by professionals, the

development of matching (preventive) support programs and to help

mitigate negative outcomes.

COVID-19 IDD: A global survey of family and staff

The global experiences of staff working in intellectual and

developmental disabilities services during the COVID-19 pandemic

Christine Bigby1, Gail Birkbeck2, Michael Brown3, Christine Linehan4,

Jayanthi Narayan5, Niki Nearchou6, Adam Nolan4, Mary-Ann

O'Donovan7, Flavia Santos6, Jan Šiška8, Jan Tossebro9

1Living with Disability Research Centre, La Trobe University, Bundoora,

Australia; 2Business Information Systems, University College Cork, Cork,

Ireland; 3School of Nursing and Midwifery, Queen's University, Belfast, UK;
4UCD Centre for Disability Studies, Dublin, Ireland; 5Faculty of Health,

Education and Society, University of Northampton, Northampton, UK; 6School

of Psychology, University College Dublin, Dublin, Ireland; 7Centre for Disability

Studies, University of Sydney, Camperdown, Australia; 8Department of Special

Education, Charles University, Prague, Czech Republic; 9Department of Social

Work, Norwegian University of Science and Technology, Trondheim, Norway

Background: The aim was to explore the global experiences of staff

working in intellectual and developmental disabilities services during

the COVID-19 pandemic.

Method: 1842 staff members completed an anonymous online sur-

vey in 12 countries regarding their experiences during the pan-

demic in August and September 2020. The majority reported

working in organisations with over 100 staff. All questions were

closed items and included two standardised scales examin-

ing mood.

Results: Almost all staff reported receiving a policy or guidelines

on COVID-19 for people with intellectual and developmental dis-

abilities, and the majority were satisfied with these guidelines.

Information and training were provided to most staff on social dis-

tancing, prevention, PPE and isolation. Staffing issues reported by

more than half of respondents included reorganising staff shifts,

increases in staff numbers on sick leave, and staff requested to

take on new tasks. While satisfaction rates were high with the

availability of PPE, respondents expressed dissatisfaction with the

timing of this equipment. Less than half of all respondents were

provided with information on the psychological impact of providing

support during the pandemic, and a minority reported the introduc-

tion of peer support programmes.

Conclusions: Experiences from this global survey reveal significant

disturbance in the delivery of disability services during the

pandemic.

The global experiences of family members supporting a person with

intellectual and developmental disabilities during the COVID-19

pandemic

Valerie Bradley1, Julie Beadle Brown2, Gail Birkbeck3, Femmianne

Bredewold4, Masauso Chirwa5, Š�arka Kanova6, Thilo Kroll7,

Christine Linehan8, Mac Maclachlan9, Adam Nolan8

1Human Services Research Institute, Cambridge, Massachusetts, USA;
2Tizard Centre, University of Kent, Canterbury, UK; 3Business Information

Systems, University College Cork, Cork, Ireland; 4University of Humanistic

Studies, Utrecht, The Netherlands; 5School of Humanities and Social

Sciences, University of Zambia, Lusaka, Zambia; 6Department of

Education, University of West Bohemia, Pilsen, Czech Republic; 7School

of Nursing, Midwifery and Health Systems, University College Dublin,

Dublin, Ireland; 8UCD Centre for Disability Studies, Dublin, Ireland;
9School of Psychology, Maynooth University, Maynooth, Ireland

Background: To explore the global experiences of family members

supporting a person with IDD during the COVID-19 pandemic.

Method: 1912 family members completed an anonymous online

survey in 12 countries regarding their experiences during the

pandemic in August and September 2020. All questions were

closed items and included two standardised scales examin-

ing mood.

Results: Family members reported avoiding healthcare facilities during

the pandemic; general dissatisfaction with the level of support they

and their family member received; changes in staffing support to their

family member including an increase in new casual staff; a decline in

the number of people they typically might ask for support in their
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caring role; and diminished income and reduced employment. Levels

of anxiety and depression were low for most family caregivers and

few reported receiving any information on psychological support.

Those who did not receive information on psychological support indi-

cated they would have welcomed this type of support.

Conclusions: The experiences of family members illustrate that many

felt unsupported throughout the pandemic and dissatisfied with the

available support provided. These patterns were observed globally

and reveal an urgent need to provide appropriate and timely support

to family caregivers.

Caregivers' experiences of COVID-19 in different living

arrangements for people with intellectual and developmental

disabilities

Christine Linehan1, Tal Araten-Bergman2, Jennifer Baumbusch3, Gail

Birkbeck4, Jialiang (Angela) Cui5, Marta Godoy Gimenez6, Tiziano

Gomiero7, Brigit Mirfin-Veitch8, Adam Nolan1, Tim Stainton3, Magnus

Tideman9

1UCD Centre for Disability Studies, Dublin, Ireland; 2Living with Disability

Research Centre, La Trobe University, Melbourne, Australia; 3School of

Social Work, University of British Columbia, Vancouver, Canada;
4Business Information Systems, University College Cork, Cork, Ireland;
5Department of Social Work, Chinese University of Hong Kong, Hong

Kong, SAR, China; 6Department of Psychology, University of Almería,

Almería, Spain; 7ANFFAS TRENTINO ONLUS, Project DAD., Trento, Italy;
8Donald Beasley Institute, Dunedin, New Zealand; 9Department of Social

Sciences, Ersta Sköndal Bräcke University, Sköndal, Sweden

Background: To explore family and staff perceptions of the experi-

ence of COVID-19 in different residential living arrangements for peo-

ple with intellectual and developmental disabilities.

Method: 3754 family members and staff working in intellectual

and developmental disability services completed an anonymous

online survey in 12 countries regarding their experiences during

the pandemic in August and September 2020. Data were

analysed to explore experiences in the family home, independent

living, community group homes (CGH), and residential cen-

tres (RC).

Results: Those supporting people with intellectual and developmen-

tal disabilities in the family home were least likely to receive poli-

cies, information and training, and reported least satisfaction in

these areas. They also reported the lowest levels of COVID-19

testing for the people they support. Those supporting people with

intellectual and developmental disabilities in CGH and RCs reported

the highest testing levels for both caregivers and the people they

support, the highest level of restrictions in terms of visitors, and

were least likely to report communication difficulties due to IT

issues. Those supporting individuals in RCs had the highest

reporting of COVID-19 symptoms, highest use of psychotropic

medications for mood, and highest use of environmental restraint

during the pandemic.

Conclusions: Global trends reveal specific observations by living

arrangement options in the manner in which the pandemic was

addressed.

WORKSHOPS

Enhancing peer and self-advocacy for people with profound and

multiple intellectual disabilities

Michael Fullerton1

1Achieve Together, Leatherhead, UK

People with profound and multiple intellectual disabilities are typically

not included in self- or peer advocacy groups, and therefore are

absent and “forgotten” when it comes to representation and inclusion

in key decisions about the rights and needs of people with intellectual

disabilities. Campaign 4 Change is a self-advocacy group supported by

Achieve Together (a social care provider organisation), in which peo-

ple with profound multiple and intellectual disabilities are central to

the group.

Contribution: The focus of the workshop is to share how people with

profound multiple intellectual disabilities can be included and actively

involved in self/peer advocacy groups, and for those groups to be all

the richer for that contribution. This allows for people with profound

disabilities not to be forgotten or ignored and to be present when key

decisions are made about their rights, needs and lives. This requires

creativity and significant reasonable adjustments to ensure people

with multiple disabilities can travel to, attend and access meetings

both in person and virtually. I will describe how barriers and chal-

lenges can be overcome so people with profound multiple intellectual

disabilities can be included and involved more widely in advocacy

circles.

Storysharing® for friendship, wellbeing, recovery

Nicola Grove1,2

1Tizard Centre University of Kent, Warminster, UK; 2Storysharing,

Warminster, UK

Description: Storysharing (https://storysharing.org.uk) is a simple

way of enabling children and adults with severe and profound dis-

abilities to share their experiences with others. It is a co-productive

approach, supported by 20 years of research and practice, which

focuses on active participation as teller and audience. This work-

shop will demonstrate the ways in which Storysharing can be used

in different contexts, with particular emphasis on its value in pro-

moting recovery and resilience during the pandemic. It contributes

to scientific knowledge by applying the theory of "small stories" in

narrative research in a new way. This is a population whose com-

munication challenges have traditionally meant that stories are told

about them or for them, but not by them. Telling your own story

enables you to make your voice heard.
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Contribution: participants will learn how the choice of conversational

techniques can support or inhibit the capacity to narrate, and the

development of reciprocal friendships, emotional well being, recovery

and resilience.

An art-based approach to imagining “a good life”

Meike Heessels1, Maaike Hermsen1, Anja Zimmermann1, Sofie

Sergeant2, Lisanne Den Heijer1, Rob Jacobs1, Diana Rodenburg3,

Manon van de Plas1, Lotte Kint1, Toine van de Berg4, Loes Dijker4,

Meike Croonen5, Sanne Gruyters1

1Hogeschool van Arnhem en Nijmegen, Nijmegen, The Netherlands;
2Disability Studies in Nederland, De Meern, The Netherlands; 3Siza,

Arnhem, The Netherlands; 4Zozijn, Wilp, The Netherlands; 5Pluryn,

Nijmegen, The Netherlands

Description: What does “a good life” mean to adolescents with intel-

lectual disabilities? And what does it mean to the people who are

important to them and who influence them in their life decisions? And

finally, how do their images of a “good life” match the images of care

organizations? In this art-based project we explored images of a good

life by means of visual methods. People with intellectual disabilities,

family members and support professionals drew and shared their

images of what is a good life in several creative sessions. This process

was captured in a short movie by Multimedia team Pluryn, that will be

used as a dialogue starter in care organizations.

In this workshop, we will share the methods and principles we used in

a self-experiential way. Participants explore their images of a “good
life.” Furthermore, we will share the images created throughout this

arts-based project by means of an exposition.

Contribution: The workshop contributes to applied knowledge of

supporting people with intellectual disabilities, their loved ones, and

professionals in exploring and appreciating their images of a good life.

Using pictorial resources to help people with intellectual and

developmental disabilities cope with the COVID-19 pandemic

Sheila Hollins1, Irene Tuffrey-Wijne2, Nick Wright1

1Books Beyond Words, London, UK; 2Kingston & St George's University,

London, UK

Description: Easy-read Covid-19 information and resources provided

by national agencies are insufficient in supporting understanding and

coping for people with intellectual and developmental disabilities. We

will demonstrate the use of Books Beyond Words (pictorial resources

for people who find pictures easier to understand than words). Since

the start of the pandemic, we have developed 13 pictorial stories,

covering a range of issues including coping with lockdown, testing for

coronavirus, advance care planning, mental health, domestic abuse

and bereavement, as well as guidance for families and carers. They

were made freely available online. The supporting text has been

translated into five other languages. The new resources have been

used by over 100,000 people in the UK and beyond. We will present

the resources and their use, including video footage of their practical

use via Zoom, as well as feedback from users.

Contribution: User feedback has been overwhelmingly positive, show-

ing that using the pictorial resources can help people with intellectual

and developmental disabilities to understand the practical implications

of the pandemic and discuss their feelings. Carers/supporters benefit

from some information about how the pictures can be used. This

workshop will give attendees an opportunity to learn more about

using pictures when supporting people with intellectual and develop-

mental disabilities through the pandemic.

Community “Accessible Recreation”

Karin Stiksma1, Sofie Sergeant2

1Joint Projects, Apeldoorn, The Netherlands; 2Disability Studies in

Nederland, De Meern, The Netherlands

Description: How can we achieve the goal of all citizens have access

to the recreation sector? In the prevailing protocols for the recreation

sector, created during the COVID-19 pandemic, initially there was no

attention for people with disabilities. Therefore Joint Projects started

a preliminary study in the Netherlands together with many stake-

holders: scientists, experts by experience, branch organizations, day

attractions, government, funds and interest groups. That resulted in a

transdisciplinary community. Through online roundtables, focus

groups and surveys, we explored the conditions for inclusive recrea-

tion activities and venues, and we searched for inspiring good prac-

tices. The results from this preliminary study will be used as a

fundament for a more extensive participatory action research project.

The studies have one goal: to raise awareness and positive change

towards a more accessible recreation sector for all.

Contribution: In this workshop the engagement of many stakeholders

will be explained. The joint ambition of realizing accessible recreation

requires a third space: a safe space in which all new partners develop

new rules, communication means and strategies. Through the work-

shop we invite the participants to discover with us how a transdisci-

plinary community gives people voice and gives all stakeholders

opportunity to learn from each other. We will elaborate on conditions

for social validation processes and shared leadership, and why these

are prevailing mechanism for change in society.

ORAL PRESENTATIONS

How do family or staff support mutual understanding between

patients with intellectual disability and health staff?

Deborah Chinn1

1King's College London, London, UK
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Background: When individuals with intellectual disabilities attend

medical appointments they are often accompanied by a companion

(family member or paid staff). This research aimed to track the contri-

bution of companions in communication support in real life health

consultations, to identify how their participation arose and how it was

received by the other parties.

Method: Video and audio recordings were made of 24 patients with

intellectual disabilities attending an English NHS General Practice

health check with a companion. Recordings were analysed using Con-

versation Analysis, a method of discourse analysis that examines how

social activities and identities are enacted through interaction. This

presentation focuses on how companions intervened to promote

mutual understanding between patients with intellectual disabilities

and healthcare practitioners (HCPs) using the CA framework of

“repair.”
Results: Situations arose where companions were invited to address

issues of mutual understanding either by the patient or HCP. More

commonly, companions were observed to monitor the unfolding inter-

action and to intervene to address potential or actual breaches of

intelligibility on their own initiative.

Conclusions: Companions can helpfully mediate between the patient

with intellectual disabilities and HCPs, but their interventions run the

risk of allowing other participants to abdicate from more active

engagement in ensuring mutual understanding.

Housing design for adults with intellectual and developmental

disabilities: Modification tool

Jane Casson1, Yani Hamdani1, Kristin Dobranowski2, Johanna Lake3,

Carly McMorris4, Angela Gonzales5, Yona Lunsky3, Robert Balogh2

1University of Toronto, Toronto, Canada; 2University of Ontario Institute

of Technology, Oshawa, Canada; 3The Centre for Addiction and Mental

Health, Toronto, Canada; 4University of Calgary, Calgary, Canada;
5Surrey Place Centre, Toronto, Canada

Background: Safe, affordable, person-centred housing is a key social

determinant of health. However, a lack of such housing contributes to

this population's struggle to be included meaningfully in the

community.

Method: We will discuss an existing housing design tool for adults

with intellectual and developmental disabilities who exhibit behav-

iours that challenge. The current tool includes design recommenda-

tions based on a literature review and case studies of four supported

houses in Ontario.

Results: Staff and residents in supported housing often find useful

solutions to modify their homes to minimize/mitigate/prevent behav-

iours that challenge, without sharing successful modifications with the

healthcare or construction sectors. This tool aims to aid this communi-

cation and drive innovative design solutions.

Conclusions: There is a need to tailor design and maintenance recom-

mendations to common events in the lived experience of people with

IDD, for example moving between houses or changes in social

services. This session is a continuation of an interdisciplinary research

on housing design for adults with IDD, funded by the Ontario

government.

The contribution of Self-Determination Theory to transforming long-

term care for people with intellectual disabilities

Noud Frielink1, Jacqueline van Tuyll van Serooskerken2, Agnes

Willemen2, Carlo Schuengel2, Petri Embregts1

1Tilburg University, Tilburg, The Netherlands; 2Vrije Universiteit

Amsterdam, Amsterdam, The Netherlands

Background: The care and support of people with intellectual disabil-

ities provide ample room for both satisfaction and frustration of basic

psychological needs (i.e., autonomy, relatedness, and competence).

Self-Determination Theory research may help to identify areas of need

frustration that limit users of such care to develop self-determination

as well as potential for satisfaction that might be leveraged to optimize

the outcome of care, support, and treatment.

Method: This symposium contains three recent studies on the basic

needs, autonomy support, and motivational processes. The applicabil-

ity of these research outcomes for the clinical practice of people with

intellectual disabilities will be discussed.

Results: In addition to a qualitative study on the meaning and support

for the basic needs of people with severe or profound intellectual and

multiple disabilities, results of a longitudinal study into the basic

needs, motivational processes, and well-being of people with mild to

borderline ID will be presented. Finally, preliminary findings of an

effect and implementation study on an intervention aimed to increase

the awareness of including the client perspective will be presented.

Conclusions: The studies presented in this symposium will all demon-

strate the value of focusing on basic psychological needs and motiva-

tional processes among people with intellectual disabilities.

Examining a community health worker training program on

intellectual disability

Iulia Mihaila1, Anjela Jenkins1, Gonzalo Larrabure1, Jamie Valis1

1Special Olympics Inc., Washington, DC, USA

Background: Community health workers (CHWs) are lay members of

communities trained to deliver health education and support to other

community members. Because they are trusted within their communi-

ties, CHWs are uniquely positioned to support health promotion for

vulnerable populations, including individuals with intellectual disabil-

ity. The aim of the present study was to evaluate the efficacy of an

inclusive health training for CHWs.

Method: We piloted a CHW training on inclusive health with 36 par-

ticipants (67% aged 26-45 years; 75% female) in Guatemala in July

2020. Participants completed pre- and post-training surveys con-

cerning their knowledge and attitudes towards individuals with intel-

lectual disability.
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Results: Paired sample t-tests indicated that following the training, par-

ticipants felt more confident in their ability to provide services to (t(20)

=-3.2, p<.01) and communicate with (t(21)=�3.5, p<.01) individuals

with intellectual disability. Similarly, participants also felt more comfort-

able around individuals with intellectual disability (t(22)=-3.2, p<.01) and

had a better understanding of their health needs (t(20)=�3.6, p<.01).

Conclusions: Findings indicate that inclusive health trainings may con-

tribute to greater knowledge and more positive attitudes among

CHWs toward individuals with intellectual disability. Such trainings

have the potential to build community capacity to address the health

needs, healthcare access, and stigmatization of individuals with intel-

lectual disability.

Practical clinical steps in setting up team formulation sessions in an

adult intellectual disability service

Andrew Deffew1, David O'Halloran2, Tom Burke2

1KARE, Kilcullen, Ireland; 2KARE, Kildare, Ireland

Background: Psychological Formulation is a core competency of Clini-

cal Psychology. However, its application among other Multi-

Disciplinary Team (MDT) members in Adult Disability Services has

been underexplored. Team Formulation offers an avenue where other

professionals can engage in Psychological Formulation, in order to

more clearly understand their roles, their co-worker's roles, and most

importantly their understanding of their clients.

Method: This paper looks at the practical steps of how Team Formula-

tion sessions have been applied in the host institution, and can be

applied in clinical practice; through the initial setup, the role of facilita-

tor, and a working template for its application in the clinical field.

Results/Conclusions: This paper reviews the processes and methods

for setting up Team Formulation sessions, including the noted suc-

cessful procedures while also addressing the potential obstacles in the

implementation. Future research and the development of Team For-

mulation sessions in Adult Disability Services is also considered.

Addressing community inclusion through assistive technology

Philip McCallion1, Mary McCarron2, Noel McCarron3, Siobhan

Kearins3

1Temple University School of Social Work, Philadelphia, Pennsylvania,

USA; 2Trinity College Dublin, Dublin, Ireland; 3Stewarts Care, Dublin,

Ireland

Background: Using Way2Be, an assistive technology, increase the

independent accessing of community resources by people with intel-

lectual disabilities.

Method: Quasi-experimental research using real-time information and

feedback on frequency and the types of activities being participated

and engaged in gathered through an app, including changes in inde-

pendently accessed and managed community-based activities.

Results: Changes in the types, frequencies and person-initiated activi-

ties over time will be reported, as well as data on feasibility and

accessibility of app use by adults with intellectual disabilities. Addi-

tional data will be reported on how families and staff may be adjuncts

to support such activities.

Conclusions: Concerns about safety and availability of just-in-time

support are often barriers to increasing participation in community-

based activities. The approach here demonstrates how these barriers

may be overcome.

Psychometric validation of the Positive Outcome Scale-2 (POS-2) in

an Irish cohort

Tom Burke1, Andrew Deffew1, Owen Stafford2, Wendy Mahon2,

Sandra Burke2, Mary Keogh2, Robert Brickell2, David O'Halloran2

1KARE, Kilcullen, Kildare, Ireland; 2KARE, Kildare, Ireland

Background: There are few valid and reliable measures of quality of life

available for use with people with intellectual disabilities. The current study

involved the examination of the Positive Outcome Scale 2nd Edition's

(POS-2) validity and internal consistency. The POS-2 is a self-report and

observer interview, and was utilised with 85 people who have intellectual

disabilities accessing a specialist adult intellectual disabilities service.

Method: The reliability and validity of the scale was investigated

through item-level analysis and sub-scale analyses of construct.

Results: Demographic details such as age, gender, working status, liv-

ing arrangements, and disability characteristics were not significantly

associated with outcomes on the POS-2 for self or observer report.

Conclusions: This presentation will outline specific reliability analyses

for the total group and future directions. Quality of life is a multi-

dimensional concept and is often difficult to measure through psycho-

metrics. This study provides further support for the use of the POS-2

in intellectual disability services and settings.

Marrying into it: The role of sibling-in-laws for adults with

intellectual and developmental disabilities

Kelli Sanderson1, Jennifer Bumble2, Robert Hodapp3

1California State University Long Beach, Long Beach, California, USA;
2University of Missouri St. Louis, St. Louis, Missouri, USA; 3Vanderbilt

University, Nashville, Tennessee, USA

Background: Siblings-in-laws (SILs), or the spouses of individuals with

a brother or sister with intellectual and developmental disabilities,

have been overlooked in social support literature. This study exam-

ined 1) the extent of social support provided by SILs, 2) if extent of

social support influenced SIL's perceptions of the individual with IDD,

and 3) predictors of higher levels of social support.

Method: Participants included 99 SILs who completed a web-based

survey. Participants rated the extent of tangible, informational and

emotional support they provided from Never to Very Frequently.

Descriptive and inferential statistics were used to analyze data.

Results: Respondents provided more extensive emotional support

(vs. tangible and informational). Overall, respondents had positive
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perceptions of sibling-in-laws with IDD; however, increased emotional

support was associated with negative perceptions. Predictors of

increased support included marriage quality, involvement with the dis-

ability community, and decreased parental ability to provide care for

offspring.

Conclusions: Many SILs provide social support—particularly emotional

support, which was associated with negative perceptions. SILs must

be meaningfully supported to avoid burnout. Findings provide insight

into factors associated with more extensive support. Targeted inter-

ventions can increase SILs' marriage quality and involvement in the

disability community and, in turn, secure more extensive support for

adults with intellectual and developmental disabilities.

Variability in behaviour intervention receipt by children with autism

spectrum disorder

Munazza Tahir1, Casey Fulford1, Sophia Hrycko2, Virginie Cobigo1,

John McLennan3

1University of Ottawa, Ottawa, Canada; 2Children's Hospital of Eastern

Ontario, Ottawa, Canada; 3University of Calgary, Calgary, Canada

Background: Behaviour interventions based on Applied Behaviour

Analysis (ABA) constitute evidence-based interventions for improving

outcomes in children with autism spectrum disorder; however, receipt

of behaviour interventions may be variable. As there is limited

research examining this variability, this study aimed to identify pat-

terns of behaviour intervention receipt by children with autism spec-

trum disorder.

Method: Parents of 43 children with autism spectrum disorder, rec-

ruited from a children's hospital in Canada, participated in semi-

structured interviews on lifetime service receipt. Elicited data were

organized into service use maps to identify patterns, supplemented by

examination of interview text.

Results: Overall, 83.7% of children used behavioural intervention ser-

vices, with 32.6% receiving Early Intensive Behavioural Interventions

(EIBI) and 81.4% receiving goal-focused ABA (gf-ABA) blocks. Only

one child with a late autism spectrum disorder diagnosis (>5 years)

received EIBI. The number of gf-ABA service blocks ranged from 0-4

per child. Of the total sample, 53.5%, 2.3% and 27.9% received behav-

iour intervention services from public providers only, private providers

only, or a combination thereof, respectively.

Conclusion: This study identified substantial variability in receipt of

gf-ABA and EIBI. Further study is needed to identify drivers of this

variability beyond age of ASD diagnosis and evaluate the impact of

public versus private service provision.

Quality of life of persons with intellectual disabilities under the

COVID-19 pandemic in Japan

Mizuho Tatsuta1

1Ryukoku University, Otsu, Shiga, Japan

Background: The current study aimed to examine the impact of the

COVID-19 pandemic on the quality of life (QoL) of persons with intel-

lectual disabilities in Japan.

Method: Using a qualitative study design, 25 persons with intellectual

disabilities and 10 parents were interviewed. Participants with intel-

lectual disabilities lived independently, with their families, and in

group homes. Interview data were analyzed by thematic analysis to

find out how persons with intellectual disabilities and their parents

have had restrictions in their lives.

Results: Depending on the decisions made to avoid the risk of infec-

tion by persons with intellectual disabilities, their parents, and service

providers, persons with intellectual disabilities experienced some

restrictions in work and leisure activities. Specifically, parents tended

to focus on having a small range of activities of their children and

staying out of trouble with others. However, parents also noticed that

long-term restrictions in activities might impact on physical and emo-

tional well-being of their children.

Conclusions: Persons with intellectual disabilities were more or less

restricted from normal activities. These restrictions were caused by

not only the characteristics of their disabilities but also social pressure.

The implications of the study are discussed to improve the QoL of

persons with intellectual disabilities and their support during difficult

times around the world.

Decision-making with persons with profound intellectual disabilities:

Resources and challenges in professional practices

Anita Gjermestad1, Synne Skarsaune1

1VID Specialized University, Faculty of Health Science, Sandnes, Norway

Background: People with profound intellectual disability challenge

common ideas of participation and decision-making, and some claim

that for this group decision-making is not realistic or possible.

Method: The overall aim is to highlight crucial conditions for participa-

tion and supported decision-making when service users' autonomy is

challenged, and illuminate what this tell about the agency/citizenship

of people with profound intellectual disability. The following research

question is to be answered: What are the crucial conditions for partici-

pation and supported decision-making when service user's autonomy is

challenged, and what does it tell us about the citizenship and agency of

people with profound intellectual disability? The presentation builds on

data from an ongoing case study within the CHAPAR project, applying

practice research and sensory ethnography. Four persons with pro-

found intellectual disability their family members and staff are

participating.

Results: Data from observations, dialogue meetings and interviews

were analysed as a whole, and identified two essential conditions for

participation and supported decision-making, relational and

organisational/structural.

Conclusions: Both the relational and organisational conditions for

agency put forward the complexities embedded in how citizenship is

lived, practiced and crafted in everyday life. This also highlights how

1256 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1256 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


relational and organisational/institutional conditions interact and

amplify each other.

A review on the conceptualization and measurement of Quality of

Life in individuals with autism

Kris Evers1, Jarymke Maljaars1, Hadewych Schepens1, Gert-Jan

Vanaken1, Ilse Noens1

1KU Leuven, Leuven, Belgium

Background: We focused on the subjective and multidimensional

nature of the Quality of Life (QoL) construct. The present study

reviewed to what extent these two characteristics are incorporated in

the growing autism literature on QoL by examining the nature of the

informants and the domains assessed in the questionnaires.

Methods: We conducted a systematic literature search, extracted the

relevant data from 113 included publications and mapped the instru-

ments' sub-scales onto the multidimensional Schalock framework.

Results: More parent-reports than self-reports were administered,

with parents reporting a lower QoL compared to autistic individuals

themselves. In total, 53 different questionnaires were used to assess

QoL. Fifty-five percent of their subscales measured one single QoL

domain, with Self-determination, Material well-being, Social inclusion

and Rights being under-studied. Thirty-eight percent of the subscales

included items that could not be mapped on any of the domains, typi-

cally because they measured impairment instead of QoL.

Conclusions: A broad range of instruments is used to measure QoL in

autistic individuals, and the extent to which they are accessible for

individuals across the spectrum and measure QoL in a multi-

dimensional manner is variable. Researchers and clinicians should be

aware that QoL domains were selected and operationalized differently

by different instruments.

Relationships matter

Ruth Callander1

1The Scottish Commission for People with Learning Disabilities,

Glasgow, UK

Background: Despite Scotland's learning disability strategy

recognising the importance of relationships, and a raft of rights-based

policy, people with learning disabilities still do not enjoy relationships

on an equal basis. This research aimed to uncover the factors that

relate to maintaining different kinds of relationships and being in inti-

mate relationships.

Methods: During 2019, SCLD developed the “How's Life?” survey

with a range of partners, to ask people with learning disabilities in

Scotland how they felt about different aspects of their lives. A self-

complete questionnaire was designed to be completed by people with

learning disabilities, with or without support. A total of 1232

responses were received. Chi squared was used to determine correla-

tions between relationships and other aspects of people's lives.

Results: Having the right support and having high levels of choice

over how time is spent were both associated with being able to see

family, friends, and partners as often as people wanted. However, nei-

ther were associated with being in an intimate relationship.

Conclusions: The research improves understanding of the importance

of both support and choice in the maintenance of different kinds of

relationships and creates an added urgency to understand what fac-

tors are associated with being in intimate relationships.

“Looks like my brain is awake, it is working”: Benefits of artistic
activities for adults with intellectual disabilities

Veronique Rochon1, Camille Gauthier-Boudreault1, Sarah Rahimaly1,
�Elodie Hérault1, �Elise Milot2, Miranda D'amico3, Mélanie Couture1

1University of Sherbrooke, Sherbrooke, Canada; 2University of Laval,

Quebec City, Canada; 3Concordia University, Montréal, Canada

Background: Adults with ID are often described as having a sed-

entary lifestyle and a lack of stimulating activity in an isolated

environment. Artistic activities are an interesting avenue to pro-

mote their occupational engagement. Even if the potential of

artistic activities is well documented, it is not used often with

adults with intellectual disabilities. This study wished to document

the benefits of artistic activities based on music, dance, and the-

atre for adults with intellectual disabilities attending a community

organization.

Method: This was a qualitative study. Individual interviews were con-

ducted with adults with intellectual disabilities, their parents and the

activity managers. A focus group was conducted with the organiza-

tion's professionals. The occupational therapist's notes taken during

the activities were also analyzed.

Results: Participation in artistic activities had positive benefits for

adults with intellectual disabilities in their physical, cognitive, affective

and spiritual dimensions. The activities help them develop their self-

esteem and their feeling of belonging to the group. The interview

showed that the parents were proud and they learned about their chi-

ld's capacities.

Conclusions: When the daily lives of adults with intellectual disabil-

ities lack meaningful activities, using artistic activities is a relevant

strategy to improve their engagement in the long term in a project

adapted to their capacities.

Pathways to friendship: Maintaining friendships and community

inclusion during the COVID 19 pandemic

Christine Clifford1

1CDDER/EK Shriver Center/UMMS, Worcester, Massachusetts, USA

Background: A statewide social inclusion initiative, Pathways to

Friendship, uses consultation, training, and evaluation to establish and

maintain friendships between people with and without intellectual

and developmental disabilities. A “friend” is defined as a person who
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is unrelated, not paid to spend time with the participant, and not

receiving services.

Method: Provider agencies receive technical assistance, training and

share ideas and encouragement. Facilitators target support to partici-

pants with intellectual and developmental disabilities, fostering friend-

ships and increasing community inclusion. Baseline surveys were

administered in 2017, with follow-ups in 2018, 2019 and 2020. Data

is collected at the participant and organizational level.

Results: Baseline data indicated that approximately 45% of partici-

pants did not have a friend that met the definition and another 25%

“didn't know.” Most participants had not engaged in interest explora-

tion or relationship mapping. Participants' time in the community

included activities not optimal to making connections (e.g., shopping),

and frequently in disability-specific endeavors such as self-advocacy

groups.

Conclusions: While initial follow-up indicated that 27% of participants

with intellectual and developmental disabilities had made a new friend

without disabilities, the pandemic with its resulting quarantine altered

the progress of developing friendships. This presentation will explore

the adjustments implemented by Pathways to maintain inclusion for

those with intellectual and developmental disabilities.

Artistic participation of persons with profound intellectual and

multiple disabilities leading to participation?

Annet Ten Brug1, Gineke Hanzen1, Richard Lekkerkerk1

1Academische Werkplaats EMB, Rijksuniversiteit Groningen, Groningen,

The Netherlands

Background: Art programs used in disability services are mostly ori-

ented towards therapeutic and leisure outcomes, little is known

about the artistic output of these programs and the output in a

more broad context, e.g. in relation to participation of persons with

disabilities. We want to describe the application of art programs for

people with profound intellectual and multiple disabilities, whereby

we specifically elaborate on music therapy in relation to

participation.

Method: Information concerning artistic activities is searched for in

practice and in scientific literature. To gain more insight into the use

and benefits of music therapy, we set out an explorative online survey

asking various stakeholders to share their experiences. The question-

naire focused on the content and the effects on participation of music

therapy.

Results: We describe scientific and practical knowledge available

about artistic activities for people with profound intellectual and mul-

tiple disabilities and differentiate into activities aimed at casual leisure,

serious leisure and (semi-)professional performance. Information

regarding the application and effects of music therapy will be pres-

ented at the conference.

Conclusions: The results of this study provides a first understanding

of artistic activities, specifically in the form in which music therapy is

offered to persons with profound intellectual and multiple disabilities

and its relation to the participation of adults with profound intellectual

and multiple disabilities.

Ecological conditions and organisational culture in group homes

Friedrich Dieckmann1, Anna Behrendt1, Claudia Hagedorn1, Antonia

Thimm1

1Catholic University of Applied Sciences, North Rhine-Westphalia,

Münster, Germany

Background: The Group Home Culture Scale measures organisational

culture in group home services for adult persons with intellectual dis-

abilities. Organisational culture is an important mediator variable for

residents' quality of life. The aim of this exploratory quantitative study

is to uncover how characteristics of an assistance team, of team mem-

bers, and of residents affect the seven dimensions of organisational

culture.

Method: As part of the testing of the German GHCS version, context

variables are collected in 14 group home teams (e.g., team size, aver-

age age and qualification of staff, residents' support needs). Group-

related indicators are obtained and correlated with the team scores

on the GHCS dimensions.

Results: Team size correlates highly negatively with all dimensions

except “social distance from residents” and “valuing residents and

relationships.” Insufficient communication within the team and indica-

tors of the level of ID correlate highly negatively with the dimensions

“supporting well-being“ and “social distance from residents.“ The level

of professional education in teams has a positive effect on the identi-

fication with the residents.

Conclusions: Hypotheses can be generated about the specific rela-

tionships between characteristics of the team, team members and res-

idents, and dimensions of organisational culture that influence

residents' quality of life.

Community transitions and quality of life: A Canadian study

Margherita Cameranesi1, Chimney Katherine1, Shahin Shooshtari1

1University of Manitoba, Winnipeg, Canada

Background: Research on the impact of deinstitutionalization or com-

munity transitions on quality of life of persons with severe intellectual

and developmental disabilities is limited and inconclusive. Our study

aimed at describing changes in the quality of life of a sample of Cana-

dians with severe intellectual and developmental disabilities and com-

plex care needs who were transitioned from an institutional setting in

the city of Winnipeg (Manitoba, Canada) to a variety of community

homes in the province of Manitoba.

Method: A pre- post-transition longitudinal study design was

implemented to measure the impact of community transitions on the

quality of life of 59 persons with severe intellectual and developmen-

tal disabilities. Quality of life assessments were conducted at two time
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points (Time 1: pre-transition and Time 2: at least 6 months post-tran-

sition) by using a standardized tool, the San Martin Scale.

Results: Compared to the pre-transition study group, the post-

transition study group showed higher scores in all dimensions of qual-

ity of life, as well as in global quality of life.

Conclusions: This empirical study provides evidence of improved

quality of life in persons with intellectual and developmental disabil-

ities following deinstitutionalization. Implications for practice, policy

and research are discussed.

Health, function and participation effect quality of life in children

with intellectual disability

Jenny Downs1

1Telethon Kids Institute, Nedlands, Australia

Introduction: Many children with intellectual disability live with

comorbidities and difficulties with functioning and participation in

the community. This study examined their impacts on quality of life

(QoL) for children with intellectual disabilities.

Methods: Caregivers of children (aged 5 to 18 years) with intellectual

disability and autism spectrum disorder, cerebral palsy, Down syndrome

and Rett syndrome reported on their child's comorbidities, functioning,

frequency of community participation and QoL. The Quality of Life

Inventory-Disability was used to measure QoL on a 100-point scale.

Linear regression was used to evaluate relationships with QoL.

Results: Recurrent child pain (�4.97 95%CI �8.21, �1.72), night-time

sleep disturbances (�4.98, 95%CI �7.23, �2.73), daytime somnolence

(�8.71, 95%CI �11.30, �2.73) and seizures that occurred at least

weekly (�7.59, 95%CI �13.50, �1.68) had negative impacts on QoL.

Children with greater dependency for managing personal needs and

more limited eye contact when speaking experienced poorer QoL.

More frequent community participation was associated with a 3-point

gain in QoL for each additional point in participation frequency (coef-

ficient 2.67, 95%CI 1.56, 3.78).

Conclusions: These data suggest that evaluation and management of

pain and sleep disturbance and support for community participation

could be high priorities in improving QoL of children with intellectual

disabilities.

How to develop “ID-inclusive” self-report instruments: Results from

a systematic review

Roel Kooijmans1, Gabriëlle Mercera2, Xavier Moonen3, Peter

E. Langdon4

1University of Amsterdam, Amsterdam; Koraal Kenniscentrum,

Amsterdam, The Netherlands; 2Koraal Kenniscentrum, Oisterwijk, The

Netherlands; 3University of Amsterdam, Research Institute of Child

Development and Education, Amsterdam, The Netherlands; 4Centre for

Educational Development, Appraisal & Research, University of Warwick,

Coventry, UK

Background: Persons with intellectual disabilities (ID) may have diffi-

culties providing reliable and valid accounts of their personal experi-

ences through self-report instruments, and adaptations are needed to

accommodate difficulties such as problems with reasoning, verbal

expression, reading, abstract thinking and judgment. The authors sys-

tematically reviewed 25 years of peer-reviewed research literature on

the adaptations needed to develop “ID-inclusive” self-report mea-

sures. Recommendations for developers, researchers and clinicians

will be presented.

Method: A search of research databases identified 49 studies that

met inclusion criteria. A framework synthesis approach was used to

analyse and summarise the data.

Results: A total of 161 recommendations were assigned to a newly

developed framework for the development of “ID-inclusive” self-report
instruments. Specific recommendations were made about the process

of item generation, creation of content (including language, response

options and supportive visualisation factors), piloting draft versions,

application in clinical and research practice (including formal procedures

and the role of the interviewer), and ongoing development.

Conclusions: The review offers much-needed practical guidance for

clinicians and researchers on how to develop “ID-inclusive” self-

report instruments. However, for many topics involved in instrument

development, definitive answers are lacking. Recommendations for

future research on instrument development for use with people with

intellectual disabilities are presented.

Collaborating to enhance person-oriented care: The Dutch quality

framework

Marion Kersten1, Patrick Jansen2, Louise Pansier2, Ditte van Vliet1

1VGN, Utrecht, The Netherlands; 2HHM, Enschede, The Netherlands

Background: In the Netherlands all stakeholders have committed

themselves to the Dutch quality framework 2017–2022, which aims

at enhancing the quality of life of persons with intellectual disabilities

through person-oriented care. However, it has become clear that

implementing this vision to a large diversity of persons with disabil-

ities is a big challenge to professionals and policymakers. Therefore,

the umbrella organization VGN initiated the development of national

quality guides on special target groups.

Methods: An action research design in which knowledge networks,

professionals, researchers, parents and other stakeholders are

involved. In online meetings the available practice-based and

evidence-based knowledge is collected and discussed. In an iterative

process, the quality guides are cocreated and tested in the field.

Results: The quality guides describe key elements of the knowledge

and skills which are needed to provide effective and ethically sound

care: e.g., vision, values, target groups, and key components of care,

which can be customized to own context and local conditions by the

Dutch care organizations.

Conclusions: The national quality guides will provide a value-based

description which will enable professionals as well as policymakers to
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enhance person-oriented care and thus contribute to a better quality

of life of service users with intellectual disabilities.

COVID-19 and the need for accessible information in Australia: Is it

any different in other countries?

Cathy Basterfield1

1Access Easy English, Mentone East, Australia

Background: When COVID-19 information was required in Australia

the website of the Australian Health Department published press

releases and complex fact sheets only. Similar observations have been

seen in other jurisdictions.

Method: A retrospective analysis of COVID-19 Easy Read or Easy

English materials developed in Australia was completed. These were

collated according to topics covered, time from information being

released to being available in accessible formats, what reading age

they equated to and access on websites.

Results: Content from March 2020 to August 2020 identified that

one service produced 124 COVID-19 documents in Easy English. This

compares to 25 documents that the Australian Government and state

governments combined published in Easy Read. Most COVID-19

information was not available in accessible formats. For example:

extensions to government financial support and local council services.

Additionally, none of the resources were available in print.

Conclusions: The pandemic has highlighted the need for clear, well-

established processes to create evidence-based, best-practice Easy

English documents. Only then will Australia meet its obligations under

Article 21 of the UN CRPD. Australia is not alone in breaching these

obligations. There remains significant work to be done internationally

to ensure critical and emergency information is accessible for our

diverse communities.

Leveraging intellectual disability knowledge and understanding of

the person for optimal outcomes

Joann Douziech1

1Ikigai Consulting, Saskatoon, Canada

Background: It is well-established that individuals with intellectual

and developmental disabilities face far worse outcomes than their

nondisabled counterparts across a broad range of health indicators

and social determinants of health. The current global advocacy move-

ment advancing the rights of individuals with intellectual and develop-

mental disabilities has prioritized a high level of choice of the

individual.

Method: Optimal health and life outcomes require the combination of

a commitment to the rights of the individual with a responsibility to

provide support commensurate with individual capacity and based on

research and knowledge of intellectual and developmental disabilities.

Results: This presentation will highlight the detrimental outcomes for

a 61-year-old woman with Down syndrome as supported by a choice-

driven residential model. The presenter will share by contrast, the out-

comes for the same individual when supported by the author's

person-first model of support.

Conclusions: This person-first model is founded on the combined

understanding of the person, and knowledge of intellectual and devel-

opmental disabilities. A philosophical belief that individuals with intel-

lectual and developmental disabilities are capable of learning and they

are worthy of being taught provides the foundation for wholistic,

evidence-based practice throughout the lifespan. This model is based

on three pillars of engineering the environment, promoting skill devel-

opment and maintenance, and staff supports, demonstrating the effi-

cacy of a knowledge-based approach.

The role of service providers in supporting social inclusion in

neighbourhoods of adults with intellectual disabilities

Geraldine Boland1, Suzanne Guerin2

1UCD Centre for Disability Studies, University College Dublin, Dublin,

Ireland; 2UCD School of Psychology, University College Dublin, Dublin,

Ireland

Background: This study examined the role of service provider organisa-

tions in supporting social inclusion in neighbourhoods of adults with

intellectual disabilities. How CEOs/service leaders understand social

inclusion was explored, alongside the development (if any) of

organisational policies. Also explored were actions that had been tried,

or interventions tested, to support adults with intellectual disabilities to

participate in their neighbourhoods.

Method: A mixed-methods survey design was employed. Forty service

leaders (64% response rate) completed this national online survey.

Follow-up telephone interviews were completed with a 15% random

sample. Size of service provider varied from less than 200 to over 1500

adults with intellectual disabilities served. Data were analysed using a

combination of descriptive statistics and qualitative content analysis.

Results: Specific organisational policies regarding social inclusion in

neighbourhoods were uncommon. Service initiatives ranged from

supporting individuals' personal goals, to projects supporting groups

to engage locally, and organisation-wide social inclusion strategies

involving new service delivery models. Multiple diverse outcomes

were reported, and a range of challenges/barriers were identified.

Conclusions: Shifting to new service models requires clarity of mis-

sion/values, with clear staff recruitment, education, and re-

deployment plans. Multiple facilitators and barriers exist to social

inclusion in neighbourhoods. Implications for practice are discussed,

alongside recommendations for further research.

Improvisational theater or comedy and autistic people: A scoping

review

Nathan Keates1, Julie Beadle-Brown1, Shaun May1

1University of Kent, Canterbury, UK
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Background: The use of improvisational theater or comedy (improv)

with autistic populations was explored, including as an intervention.

The scarcity of research necessitates a broader insight into the topic

on theatre-based improvisation or play. The purpose of this review

was to uncover what is known about autism in relation to improvisa-

tion within a practice of theater, comedy or theater-based play.

Method: This review used scoping review methodology. The search

was conducted in four databases and using relevant keywords

(e.g., autism, anxiety, improvisation, theater, comedy). 796 papers

were found, reduced to 59 for full-text reads. 28 articles were

included.

Results: The review has shown a lack of research in this area. Most

papers demonstrated autistic people have the abilities to make-

believe, and gain social communication skills and self-development.

Additionally, interventions can lead to acceptance of autism.

Conclusions: There is a clear need for further research. Autistic

people can reduce their inhibition and feel liberated from social

burden of the neurotypical world. Improv was found as

empowering and an equalizer for neurotypical and autistic partici-

pants. Increasing autistic people's coping, self-management skills,

enabling failure and risk can help with anxiety and stress and pro-

vide a better quality of life.

Vocational rehabilitation and quality of life of people with

intellectual disability

Yueh-Ching Chou1, Teppo Kröger2

1Institute of Health & Welfare Policy, National Yang-Ming University,

Taipei, Taiwan; 2Department of Social Sciences and Philosophy of the

University of Jyväskylä, Jyväskylä, Finland

Background: This study evaluated quality of life (QoL) outcomes of

Taipei vocational rehabilitation services (VRS) and explored the mean-

ing of employment for people with intellectual disability, autism and

living with mental disability.

Method: A Single Group Repeated Measures Design was employed

using a QoL Questionnaire with four domains: Satisfaction, Productiv-

ity, Empowerment and Community Integration. A face-to-face survey

was conducted every three months between February and December

2020 in Taipei, Taiwan; 283 adults (132 adults with intellectual dis-

abilities, 63 with autism and 88 with mental disability) participated in

the baseline (T1). An additional four focus groups collected qualitative

data among 21 adults.

Results: The domains of Satisfaction and Productivity showed signifi-

cantly higher values at T2, T3, T4 than at T1, unlike the domains of

Empowerment and Community Integration. Qualitative data showed

that the participants were eager to be employed in order to become

financially independent and feel psychological and social fulfillment.

Conclusions: Both quantitative and qualitative data indicated that

having attractive paid work is critical to the participants' QoL and

empowerment, which is to be taken into account in the future devel-

opment of VRS.

Understanding the social processes that impact care in disability

services

Vicki Jackman-Galvin1

1Brothers of Charity Services South East, Waterford, Ireland

Background: The present study aimed to explore the experiences of

adults with intellectual disabilities, and staff, of social processes that

impact upon quality of life in residential services.

Method: Using a qualitative design, six adults with Intellectual disabil-

ities who live in residential services and six staff working in the same

service were interviewed. Thematic analysis was applied to analyse

the findings.

Results: Three themes emerged: 1) Complexity of relationships

between adults with Intellectual Disabilities and staff; 2) Challenges to

delivering person-centred care; and 3) Shared needs, which pertained

to more training and emotional support.

Conclusions: This research found that it is not enough to have a sys-

tem of quality of care guided by the principles of person centeredness

alone to ensure the best possible quality of life for adults with intellec-

tual disabilities. Rather, consideration of the cultural and contextual

factors that impact upon the lives of adults with intellectual disabilities

needs to be built into the values and practices of disability services.

Learning from COVID-19: Facilitators and barriers of everyday

functioning and wellbeing in autism

Amanda Roestorf1, Anna Lambrechts1, The Autism Transit COVID-19

Team1

1City University of London, London, UK

Background: This Co-produced Community Knowledge Exchange

project captures the lived experience of autistic adults during the

COVID-19 pandemic.

Method: Two autistic panels (advisors, n=5; reviewers, n=5) contribute

to design, direction and review of knowledge exchange activities and

outputs. Mixed methods involve qualitative interviews (n=20) to iden-

tify key areas of impact using thematic analysis to identify overarching

themes, and surveys (n=200) of thematic priorities for the community.

The International Classification of Functioning, Disability and Health

(Bölte et al., 2014) framework underpinned the personal and environ-

mental factors that were either helpful or detrimental to coping with

COVID-19 related disruption to everyday functioning, routines, and

wellbeing, from the perspective of autistic adults and advocates.

Results: The project is underway, with final analysis completed mid-

June 2021. Preliminary knowledge suggests COVID-19 restrictions

for autistic adults are both helpful (e.g., reduced social demands) and

challenging (e.g., increased social isolation; reduced access to health

and social care; intolerance of uncertainty).

Conclusions: To our knowledge, this is the first study to identify facili-

tators and barriers of major transitions (e.g., COVID-19) and their

impact on everyday functioning, routines, and wellbeing of autistic
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adults. The findings offer real-world impact to support autistic people

throughout COVID and transitions to post-COVID life.

Disability mainstreaming and inclusion in development and

humanitarian practice in Ireland

Thumser Charlotte1, Flavia Heloisa Santos1

1University College Dublin, Dublin, Ireland

Background: Persons with intellectual and other disabilities are at risk

of being left behind in development and humanitarian practice. Interna-

tional non-governmental organisations (INGOs) play an important role

as convenors of humanitarian assistance and development interven-

tions. This study aimed to explore the role of INGOs in disability

mainstreaming and inclusion, linking to responsibilities based on the

Convention on the Rights of Persons with Disabilities, the Sustainable

Development Goals, and its overriding principle to leave no one behind.

Method: Qualitative exploratory study based on key informant inter-

views with 17 informants in 11 Irish INGOs (2 disability-focused,

9 mainstream) and Irish Aid, the main State donor.

Results: INGOs acknowledge their role and responsibility to main-

stream disability, however, challenges persist, especially with regards

to knowledge and resources dedicated to disability mainstreaming.

INGOs are increasingly reaching persons with disabilities, but more

coherent and strategic approaches are needed, and gaps in data and

knowledge need to be addressed.

Conclusions: Disability mainstreaming and inclusion in development

and humanitarian practice still requires further attention. There is a

need for exchange of best practices and knowledge. Furthermore,

State donors and INGO champions can facilitate and guide efforts to

ensure participation and social inclusion of persons with disabilities.

A broad perspective on Snoezelen: A systematic review

Gemma Testerink1, Annet ten Brug1, Gerdine Douma1, Annette van

der Putten1

1Academic Collaborative Center related to people with PIMD, Groningen,

The Netherlands

Background: First, we provide an overview of the use of Snoezelen in

different target groups and settings. Second, we describe the relation

between characteristics of the intervention and the effect(s) of

Snoezelen on persons who are involved in the intervention.

Method: A systematic literature review has been conducted. Studies

were included if Snoezelen focused on experiencing sensory stimuli

(stimuli one can hear, see, feel, smell and taste) in an environment spe-

cially adapted for Snoezelen and, if needed, with a support person.

Results: Snoezelen is used in various target groups, such as persons with

an intellectual disability, dementia, traumatic brain injury, and women in

labour. Snoezelen is most often practiced in residential settings. The

majority of studies lack details on the application. The purpose of using

Snoezelen is divers; most frequently mentioned are reducing problem

behaviour, promoting relaxation and increasing engagement.

Conclusions: Snoezelen is used in various settings, in different target

groups with different intended effects. We intend to discuss the impli-

cations of a highly divers intervention on conducting future research

on the use of Snoezelen as a meaningful intervention for people with

profound intellectual and multiple disabilities.

The use of snoezelen in persons with PIMD: An international survey

Gemma Testerink1, Gerdine Douma1, Annet ten Brug1, Annette van

der Putten1

1Academic Collaborative Center related to people with PIMD, Groningen,

The Netherlands

Background: The aim of the survey is to describe the application and

experienced effects of snoezelen in persons with profound intellectual

and multiple disabilities. The presentation aims to discuss the process of

developing an international survey and to present preliminary results.

Method: This cross-sectional survey study involved constructing an

international questionnaire based on a literature review and practice-

based experiences. Participants include (health care) professionals and

parents and other relatives of persons with profound intellectual and

multiple disabilities. The survey consists of questions regarding the

setting in which snoezelen takes place, characteristics of the interven-

tion and persons applying snoezelen, positive or negative factors

related to the use of snoezelen and effects experienced by practice.

Results: Preliminary results involve a description of the aim(s) of using

snoezelen, the application of sensory stimuli, the multisensory envi-

ronment and subjective effects of snoezelen on persons participating

in snoezelen, including the support person.

Conclusions: We intend to discuss the use of an international survey

and the value of this method in learning about the worldwide use of

snoezelen in persons with profound intellectual and multiple disabil-

ities. Its implications for conducting future research on the effects of

snoezelen on people with profound intellectual and multiple disabil-

ities and their support persons will also be discussed.

The impact of COVID-19 on social inclusion for older adults with

intellectual disability in Ireland

Darren McCausland1, Esther Murphy1, Retha Luus1, Philip McCallion2,

Mary McCarron1

1Trinity College Dublin, Dublin, Ireland; 2Temple University, Philadelphia,

Pennsylvania, USA

Background: This study explored the impact that COVID-19 restric-

tions and service closures had on social inclusion for older adults with

intellectual disability in Ireland.

Method: Data was drawn from Wave 4 of a nationally representative

longitudinal study of adults with intellectual disability aged 40+ years.
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Data collected prior to the first COVID-19 lockdown in Ireland

(n=559) was compared with data collected post-lockdown (n=180).

Within the second group, 62 individuals, were also included in Wave

3 of the longitudinal study three years previously. Longitudinal analy-

sis compared this group's Wave 4 (post-lockdown) social inclusion

data with previously collected Wave 3 data. Data examined included

contacts with friends and family, loneliness, access to and use of

technology.

Results: Comparisons show similar rates of contacts with family and

friends and loneliness among the Wave 4 pre/post lockdown groups;

while access to and use of technology increased substantially. Longi-

tudinal comparison showed that, while contacts with family and fri-

ends were largely maintained, very frequent contact with friends was

reduced for some.

Conclusions: Adapted service provision and increased access to tech-

nology may have helped to mitigate the impact of COVID-19 restric-

tions on social inclusion for some adults with intellectual disability

during the first wave of the pandemic.

Developing protocol for self-determination group intervention for

adult with intellectual disability

Phyllis King Shui Wong1

1The Chinese University of Hong Kong, Shatin, Hong Kong

Background: Self-determination (SD) is regarded as an adult outcome

for people with intellectual disabilities (ID). Students with ID in western

countries learn SD knowledge and skills through the systematic curricu-

lum in schools. However, the SD curriculum is rarely available in any set-

ting in Hong Kong. This study aims to develop a protocol for the SD

enhancement group intervention for adults with ID and their caregivers.

Method: A panel review and pilot study were adopted. An expert

panel was formed by seven members, including three adults with mild

ID, two caregivers and two experienced social workers, who reviewed

the framework, content and specific instructional materials for the

intervention. In the pilot study, a trial intervention group was con-

ducted with six members with mild ID who were living in an adult resi-

dential home.

Results: The protocol was finalized according to the experience and

date collected from the pilot study and the fidelity of the structure

was achieved.

Conclusion: The experience accumulated in the protocol development

will be discussed. The later full-scale research study with a random-

ized controlled trial design will also be introduced.

Social network engagement for more quality of life for people with a

severe intellectual disability

Erwin Meinders1, Ilona Senders2, Eden van den Akker2, Tessa

Dadema3, Kyaro Geeven1, Maarten Wessels1, Reon Smits1, Jan

Boonen2

1Mentech Innovation BV, Eindhoven, The Netherlands; 2Severinus,

Veldhoven, The Netherlands; 3Vilans, Utrecht, The Netherlands

Background: People with a severe intellectual disability need support

in almost all aspects of life. A strong and engaged network is needed

to provide the right level of support. The aim of the study is to

improve the Quality of Life (QoL) via an E-health network tool.

Method: We have developed an E-health engagement tool to improve

the QoL of people with a severe intellectual disability. The application

is designed to stimulate the network to be engaged in daily QoL activ-

ities. These activities contribute to defined targets, related to QoL

domains, and are scored to reflect the perceived appreciation of the

client.

Results: In the paper, we report the outcome of an effect study in

which we deployed the tool in 50 social networks. At the start, we

measured the QoL and identified areas for improvement. The tool

was subsequently deployed to engage the social network to work

along these QoL targets. After three months, the QoL was again mea-

sured to determine its effectiveness.

Conclusions: E-health has shown its potential to support social net-

works in providing the daily support to people with an intellectual dis-

ability. A focused methodology, along defined QoL targets, stimulates

the engagement of social network members.

Gender variant autistic adults: What are their experiences

and needs?

Irit Garty1, Glynis Murphy2

1Tizard Centre, University of Kent, London, UK; 2Tizard Centre, University

of Kent, Canterbury, UK

Background: The current professional literature suggests a link

between gender variance (GV), gender dysphoria (GD) and autism. One

large study of people with gender dysphoria found 7.8% were on the

autism spectrum. The relationship between autism and gender non-

conformity is not yet understood. This research aimed to explore the

lived experiences of gender variant (GV) autistic people.

Methods: Fourteen UK-based gender variant adults with an autism

spectrum diagnosis were recruited from social media and support

groups. The participants took part in semi-structured interviews

exploring their experiences and support needs. Analysis was by IPA.

Results: Five super-ordinate themes emerged from the analysis of the

transcripts: 1) Experience and self-perception, 2) Social rules, autism

and gender identity, 3) Resilience, 4) Attitudes towards us, 5) Support.

GV autistic adults often faced doubt and disbelief about their gender

identity due to autism. Societal prejudice, discrimination and igno-

rance often affected the participants' ability to live congruently or

access treatment and support. Healthcare professionals were not

always knowledgeable and effective in supporting this population.

Conclusions: The findings suggest GV autistic adults are often dis-

missed and undermined. More qualitative research incorporating the

views of GV autistic adults is required to inform professional literature

and practice guidance.
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Attitudes on sexual health among people with intellectual

disabilities: A systematic review

Wouter de Wit1, Wietske van Oorsouw1, Petri Embregts1

1Tranzo, Tilburg School of Social and Behavioral Sciences, Tilburg

University, Tilburg, The Netherlands

Background: The sexual health of people with intellectual disabilities

continues to be at risk. Attitudes can play an important role in sexual

health promotion. Recently, the sexuality research focus shifted from

a predominant focus on barriers to the inclusion of attitudes from

people with intellectual disabilities. The current systematic review

aims to provide an overview of research concerning attitudes of peo-

ple with intellectual disabilities regarding the broad concept of sexual-

ity, to find new leads in the promotion of sexual health of people with

intellectual disabilities.

Method: A systematic review was conducted, searching eight data-

bases based on the PICO-approach. Following the PRISMA-statement,

two independent reviewers selected original and peer-reviewed stud-

ies based on predetermined criteria in a title, abstract, and full-text

round. Studies were assessed for quality with the Mixed Methods

Appraisal Tool. Data-analysis was conducted through a meta-

synthesis.

Results: Supportive and restrictive attitudes from people with

intellectual disabilities were reported on the following themes:

sexual behavior, sexual identity, intimate relationships, barriers to

sexual expression, received sex education, and received sexuality

support.

Conclusions: Results point towards implications for research and prac-

tice, regarding support and education of people with intellectual dis-

abilities on their sexual health to improve the promotion of sexual

health among people with intellectual disabilities.

Understanding the experiences of Canadian Special Olympians at

track and field competitions

Nicole Luke1

1Brock University, Toronto, Canada

Background: The aim of this presentation is to share direct experi-

ences of individual athletes with developmental disabilities.

Method: A mixed methods approach was used to analyze the inter-

view transcripts from athletes who shared their experiences of partici-

pating in track and field/athletics events.

Results: The results suggested the emergence of several important

themes including friendships, confidence, a sense of belonging, and

support for participating in an inclusive community that appear to

have contributed directly to the perception of improvements in qual-

ity of life for the individual athletes and their families.

Conclusions: These findings support the idea that participation in ath-

letics may be an important avenue for improved quality of life in indi-

viduals with developmental disabilities.

Deep Down: Curation of an online art exhibition of persons with

Down syndrome

Esther Joosa1, Manuel Guerrero1

1Arts of the Earth Learning Hub Pte Ltd, Singapore, Singapore

Background: This presentation links to the opportunities of an online

museum exhibition to give access to disabled artists and develop

social inclusion through audience development.

Method: 150 artworks from artists with Down syndrome worldwide

are part of an exhibition in Mexico in 2019. Due to Covid19, it was

impossible to explore further exhibition sites or enhance the artists'

experiences. These artworks provided rich insights into the world of

people with Down syndrome. The artworks were analysed and coded

based on their visual content to create insights.

Results: From the 150 artworks, six main themes emerged from pat-

terns, such as visual conversation topics and artistic vocabulary. Seven

themes appeared: Symbolic transformation, Cultural connections, Art-

istry and aesthetics, Outsider art, Abstract connections and Together-

ness. These themes present captured how participants describe their

perception of their respective worlds. They present the spine of the

exhibition and present topics for dialogue.

Conclusions: For many cognitively disabled people, Covid 19 brought

social exclusion. With social media as a growing integral part of every-

day life, digital art museums can provide important connections.

Access to online platforms provide opportunities and minimise disad-

vantages of disabled artists. These platforms encourage audience edu-

cation and social inclusion, and enhance disability art in

museum study

Life story work as the basis for person-focused practice in Drammen

Municipality, Norway

Britt-Evy Westergård1, Evelyn Skalstad2

1Oslo Metropolitan University, Tonsberg, Norway; 2Drammen

Municipality, Drammen, Norway

Background: To gain insight into the impact of offering life story work

(LSW) as a basis for person-focused practice in home-based and daily

services for people with IDD, to increase service users' subjective per-

ception of QoL, self-determination, and participation in the develop-

ment of the service they receive.

Method: The study is a replication and contains a qualitative method

triangulation. The data collection included pre-questionnaires used

before interviews collecting contextual data about participants. Pre-

post interviews with semi-structured interview guides, with “open”
and “closed” questions, allowed both exploratory and explanatory

questions to be answered. Weekly reports during eight weeks of

LSW, written by both storyteller and interlocutor. The pilot defines

the implementation phase with courses for staff and people with

intellectual and developmental disabilities, further developing the

model of LSW and an evaluation sheet.
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Results: The pilot has resulted in data from 16 participants. The imple-

mentation phase starts in March/April 2021and will lie on the pilot, a

new national guideline, and main objectives for Drammen municipal-

ity. Drammen municipality provides home and day services to about

300 people with intellectual and developmental disabilities, spread

over approximately 18 service locations.

Conclusions: The results will be available at the congress and provide

important pointers for developing policy, practice, and research

priorities.

Life after day centres: Peer learning among people with intellectual

disabilities

Melanie Nind1, Andy Coverdale1, Abigail Croydon1

1University of Southampton, Southampton, UK

Background: Research aimed to understand how people with intellec-

tual disabilities were learning to navigate the new landscape of social

care with declining day services. One specific aim was to explore how

people were learning from each other in making the personalisation

agenda work for them.

Method: Ethnographic case studies were conducted in one rural and

one urban area of England and of Scotland. Local advisory groups of

people with intellectual disabilities and their allies helped with access

and methods. Interviews and focus groups were conducted with

43 people with intellectual disabilities; managers, staff and volunteers

from 29 organizations were also interviewed. Researchers spent time

with participants in their diverse settings. Data were analysed themat-

ically and iteratively.

Results: People with intellectual disabilities were learning from imme-

diate peers and wider networks, often supported by family and local

schemes, and gaining skills and confidence in building lives in their

communities. Peer learning ranged from ad hoc to structurally

supported with some peer mentoring/support programmes in evi-

dence and self-/advocacy groups playing a key role.

Conclusions: Peer learning in life after day centres often requires sup-

portive people, supportive structures and time to build sustained engage-

ment with a network. There are many missed opportunities for learning.

Homelessness and people with intellectual disabilities

Michael Brown1, Edward McCann2

1Queen's University Belfast, Belfast, UK; 2University of Dublin, Trinity

College, Dublin, Ireland

Background: The aim of this research is to more fully understand the

factors that lead to homelessness for people with intellectual disabil-

ities, their experiences while homeless, and their support needs to

move out of homelessness.

Method: A systematic review of international studies examining

homelessness among people with intellectual disabilities was

undertaken. CINAHL, MEDLINE, PsycINFO and Sociological Abstracts

databases were utilized. The search produced 259 papers, and follow-

ing screening a total of 13 papers met the inclusion criteria and were

included in the full review for detailed quality appraisal using the Criti-

cal Appraisal Skills Programme (CASP) tool and analysis to identify the

key factors and the care and support required.

Results: People with intellectual disabilities can experience homeless-

ness and some of the reasons differ from those experienced by the

general homeless population. The themes identified from the analysis

of the data were 1) Pathways into homelessness, 2) Experiencing

homelessness, and 3) Routes out of homelessness.

Conclusions: People with intellectual disabilities become homeless

due to multifactorial issues. Specific policy and practice responses are

required. The identification of people within homeless services and

their care and support concerns remains challenging, impacting upon

assessments, interventions, care and supports. Psychosocial assess-

ments, interventions and supports are necessary to assist people with

intellectual disabilities to leave homelessness.

2019 Special Olympics World Games experience: The perspective of

athletes with intellectual disabilities who participated

Raquel Correia1, Anabela Antunes1, Jo~ao Gil1, Noel Gonçalves1, Pedro

Pio1, Rafaela Louro1, Ricardo Zorro1

1APPACDM Castelo Branco, Castelo Branco, Portugal

Background: The present work aims to describe the experience of

participating in the SO World Games, from the perspective of the

athletes.

Method: For this purpose, two athletes were interviewed by an Inclu-

sive Research Group, using photo-elicitation interviews.

Results: The photographs chosen by the participants were related to

the following moments: competition, contact with other cultures,

medal ceremony, social moments, flight, and return to Portugal. The

medal ceremony was very mentioned by the athletes as a significant

moment. The reception at the airport, when they returned, was

another important moment, because they felt valued by their country.

Conclusions: In conclusion, the athletes enjoyed their experience in

the SO World Games, experienced very enriching and memorable

moments, and considered that had a positive impact on their lives.

Also, the photo-elicitation interview is a very rich and promising data

collection method, since it allows exploring the perceptions of the par-

ticipants in an in-depth way.

Sharing implementation experiences in a Community-of-Practice for

reducing involuntary care

Esther Bisschops1, Clasien de Schipper1, Petri Embregts2, Carlo

Schuengel1

1Vrije Universiteit Amsterdam, Amsterdam, The Netherlands; 2Tilburg

University, Tilburg, The Netherlands
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Background: Embedding evidence based innovations aiming to reduce

involuntary care is a challenge for organizations. Communities-of-

Practice with implementation workers and stakeholders facilitate

sharing and discussion of insights and experiences to inform imple-

mentation efforts. Normalization Process Theory may shed light on

the nature of implementation determinants and strategies that are

shared in practice.

Method: This participatory action research within a community-of-

practice included professionals of four organizations, experts-by-

experience, and researchers exchanging best practices with implemen-

tation processes, theories, and research evidence. Transcripts of seven

meetings and documents about local implementation processes were

analyzed in Atlas.ti.

Results: Determinants that facilitate or hinder implementation pro-

cesses in long-term care, especially regarding methods reducing invol-

untary care, as well as prior experiences with implementation

interventions and strategies will be described.

Conclusions: Implementation of innovations to reduce involuntary

care are fraught with ethical and practical dilemmas, concerning safety

and freedom issues of residents and their care professionals. Implica-

tions of the findings will be discussed with regards to the way in

which Communities-of-Practice may help organizations to success-

fully implement methods to reduce involuntary care.

Evaluating an assessment tool to map wishes, influencing factors

and dynamics regarding social relations

Evy Meys1, Koen Hermans1, Bea Maes1

1KU Leuven, Leuven, Belgium

Background: This research project evaluates an assessment tool,

which maps 1) the needs and wishes concerning social relations, 2)

the risk- and protective factors on an individual, interpersonal, organi-

zational, community and socio-political level, and 3) the past, present

and future dynamics regarding social relations. Information to com-

plete this tool is gathered from the person with a disability, a network

member and a professional.

Method: The evaluation focusses on: 1) the acceptability and feasibil-

ity of the tool and 2) whether the tool can identify leverage points for

interventions to enhance social relations. The tool was implemented

in 10 cases within ambulatory home-based services. Evaluation will

consist of questionnaires administered to professionals, persons with

a disability and network members. Direct content analysis will be used

to analyze the results.

Results: The acceptability, feasibility and its possibility to identify

leverage points for intervention were identified and described from

the three perspectives.

Conclusions: By evaluating the assessment tool, adaptations will be

made for amelioration and for implementing this tool both in 1) future

research, to gain more insight in risk- and protective factors and

dynamics concerning social relations and in 2) daily practice as a step

in an intervention trajectory to enhance social relations.

Reported communication challenges for adults with intellectual

disabilities giving evidence in court

Joanne Morrison1, Jill Bradshaw1, Glynis Murphy1

1Tizard Centre, University of Kent, Canterbury, UK

Background: Giving evidence in court can be a challenging experience

for any witness. Communication plays a key role in a witness's ability

to give evidence and participate in the court process. Research sug-

gests that the current process of cross-examination within the UK

adversarial system can negatively impact on eyewitness testimony.

Adults with intellectual disabilities can be further impacted by: limita-

tions in recall abilities; suggestibility to leading questions; difficult

question types used by advocates; and unfamiliar language used

within the court setting. However, most research carried out on com-

munication challenges for adults with intellectual disabilities when giv-

ing evidence has used psychology based experimental methodology.

Method: This current research aims to address the gap of research

with actual witnesses by examining 19 court reports written by Regis-

tered Intermediaries in Northern Ireland, identifying communication

difficulties for victims, witnesses and defendants with intellectual

disabilities.

Results/Conclusions: Findings show a wide range of difficulties for

the adult witness and also difficulties resulting from communication

used by communication partners, the advocates.

Spheres of exclusion? Services for persons with intellectual

disabilities and complex support needs

Martin Frederik Reichstein1

1University of Siegen, Siegen, Germany

Background: Complex support needs of persons with intellectual disabil-

ities are being intensively discussed in Germany. Person with complex

needs seem to have a high risk of being referred to and to remain in spe-

cialized institutions. For such institutions the term 'sphere of exclusion' is

proposed here to underline their impact on individual living conditions.

Method: The presentation is based on sixteen semi-structured inter-

views with persons with intellectual disabilities and complex support

needs and their support workers, that were analyzed referring to the

quality of life model of Schallock et al. (2016) and the sociospatial the-

ory of social work (Früchtel et al., 2013).

Results: Institutions that can be identified as “spheres of exclusion”
appear regularly in the German disability support system. Results

show that persons living in such institutions have a significantly lower

quality of life and smaller social spaces in comparison to persons living

in smaller facilities or their own flats.

Conclusions: The results to be presented here improve the under-

standing of the occurrence and effects of excluding settings in the

context of services for persons with intellectual disabilities and com-

plex support needs. In addition, they contribute to the discussion on

the development of (inclusive) services for the target group.
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Sounds of silence: AAC users' experiences of self-determination and

autonomous decision making

Tamar Taub1, Shirli Werner1

1Hebrew University, Jerusalem, Israel

Background: The main aims of this research were: a. to offer the

opportunity to enable teenagers with complex communication needs

to sound their voices that usually go unheard; b. to explore the experi-

ences regarding self-determination (SD) and autonomous decision

making of teenagers using augmentative and alternative communica-

tion (AAC).

Method: Participants: Nine teenagers between the ages of 11 and

19, with disabilities who independently use AAC for speech (laptop,

iPad, eye gaze system).

Procedures: Parents were addressed first and following their consent,

participants' consent was received. The researcher interviewed each

adolescent individually at home or at school. Measures: Semi-

structured interviews were audio-taped and transcribed.

Results: Teens shared the social barriers they experience to voice

their preferences, choices, decisions and participation in many life

domains. They emphasized the importance of hearing their voices,

and the advantages assistive technology offers them, to enhance their

quality of life enabling them to vision their future.

Conclusions: There is a continuous need for society, especially profes-

sionals working with these adolescents, to dedicate thought and time

to enhance skills and opportunities to enable these teens to voice

their thoughts and feel they are an integral part of society, with equal

rights to participate through-out their life span

The experiences of people with intellectual disabilities in England

and Scotland during COVID-19

Nathaniel Scherer1, Jane Cullingworth2, Shaffa Hameed1, Richard

Brunner2, Nicola Burns2, Phillippa Wiseman2, Tom Shakespeare1,

Nicholas Watson2

1London School of Hygiene & Tropical Medicine, London, UK; 2University

of Glasgow, Glasgow, UK

Background: The research aim was to collect evidence on the experi-

ences of people with intellectual disabilities in England and Scotland

during the COVID-19 pandemic.

Method: 69 in-depth interviews were held with people with disabil-

ities, of which 13 were conducted with adults with intellectual disabil-

ities, and three with caregivers of children. Interviews were

conducted remotely during the first wave of the pandemic, with

follow-up interviews conducted in early 2021. In addition, 28 inter-

views were held with disabled people's organisations and other key

informants.

Results: People with intellectual disabilities have found themselves

isolated during the pandemic, with day centres, drama groups, and

other such meaningful activities ceased. This has impacted their

physical and mental wellbeing. Social care structures have seemingly

dissolved, and we have seen a reversion to the family as the provider

of social support. Government messaging has been inconsistent and

confusing, especially with regards to vulnerability status. Public health

campaigns have rarely provided accessible information for people

with intellectual disabilities. Third sector organisations have stepped

in, where needed and where possible, but their capacity is stretched.

Conclusions: People with intellectual disabilities have been neglected

during the COVID-19 pandemic, and their voices must be heard dur-

ing any future response to this or other crises.

Participation of adults with profound intellectual and multiple

disabilities: A scoping review

Gineke Hanzen1, Aly Waninge2, Annette van der Putten3

1Royal Visio, Vries, The Netherlands; 2Research Group Healthy Ageing,

Allied Health Care and Nursing, Hanze Hogeschool, Groningen, The

Netherlands; 3Faculty of Behavioural and Social Sciences, Department of

Pedagogy and Education, University of Groningen, Groningen, The

Netherlands

Background: According to the Convention on the Rights of Per-

sons with Disabilities, participation also applies to adults with pro-

found intellectual and multiple disabilities. The aim was to obtain

an overview of available knowledge in the domains of participation

of these adults that can be used in practice and for future

research.

Method: A systematic search was performed using four databases.

The studies included were available as full text, written in English,

peer reviewed, and specified results of adults with profound intellec-

tual and multiple disabilities. The studies were divided into the

domains of participation (Hanzen et al., 2017): “Experience and

Discover,” “Inclusion,” “Involvement,” “Leisure and recreation,”
“Communication and being understood,” “Social relations,” and “Self-
management and autonomy.” The quality of the studies was analyzed

with the Mixed Method Appraisal Tool.

Results: Preliminary results will be presented at the Congress. It will

be highlighted in which domains of participation knowledge, related

to general knowledge, assessment and interventions, is available. In

addition, the quality of the studies will be presented.

Conclusions: The overview of the available knowledge in the

domains of participation of adults with profound intellectual and

multiple disabilities provides information for use in practice and

gives a starting point for drawing up a research agenda related to

this domain.

An investigation into intellectual disability nursing interventions and

their impact

Kudzai Mafuba1, Rebecca Chester2, Hazel Chapman3, Dorothy

Kupara1, Chiedza Kudita1, Joann Kiernan4
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1University of West London, Brentford, UK; 2Berkshire Healthcare NHS

Foundation Trust, Reading, UK; 3University of Chester, Chester, UK;
4Edge Hill University, Ormskirk, UK

Background: There is a lack of clarity on effective interventions

that can be carried out by intellectual disabilities nurses (Mafuba

2009, 2013). A scoping literature review by Mafuba et al. (2020)

categorised intellectual disabilities nursing interventions into

three themes: effectuating nursing procedures, enhancing impact

of services, and enhancing quality of life. The objective of this

research was to identify intellectual disabilities nursing interven-

tions and their impact on health and healthcare of people with

intellectual disabilities.

Methods: Mixed methods evaluation methodology was used

(Creswell and Plano-Clark, 2011). Qualitative and quantitative data

was collected using an online survey questionnaire and follow up

interviews. Voluntary response sampling (McCombes, 2020). The-

matic, descriptive statistical, and inferential statistical analyses were

undertaken.

Results: Intellectual disability nurses (n = 228) from seven countries

reported a wide range of interventions. Participants provided case

vignettes of the positive impacts of their interventions.

Conclusions: Findings demonstrate that intellectual disabilities nurses

play important roles in improving the health and healthcare experi-

ences of people with ID. Further research is needed to determine the

effectiveness of intellectual disabilities nursing interventions across

the lifespan.

Improving sexual communication among direct support staff: The

development of a team training

Dilana Schaafsma1, Annemarie Faassen2, Annemarie Meijer3, Rachel

Den Hertog2, Corry Baak2

1 Fontys University of Applied Sciences, Eindhoven, The Netherlands;
2Ipse de Bruggen, Zoetermeer, The Netherlands; 3Ons Tweede Thuis,

Aalsmeer, The Netherlands

Background: Direct support staff find it difficult to communicate

about sexuality-related topics with clients with an intellectual disabil-

ity. This results in an omission of the topics or reactive behavior. From

a sexual health standpoint, it would be more beneficial to provide pro-

active support on these topics. Whether an individual support staff

member provides active support does not only depend on their

knowledge and skills, but also on environmental factors such as sup-

port from and communication with colleagues. Currently most school-

ing is focused on the individual professional. A team training was

therefore developed that focuses more on increasing sexual commu-

nication between colleagues by addressing possible issues and bar-

riers within the team and stimulating team members to find solutions

themselves.

Method: A pilot-study was conducted to investigate whether the

training indeed contributes to a higher self-efficacy and more positive

attitudes towards sexual communication, and more proactive sexual

communication among colleagues and with clients with an intellectual

disability.

Results/Conclusions: (Preliminary) results and conclusions will be

presented at the conference.

Improving participation of adults with visual and severe/profound

intellectual disabilities

Gineke Hanzen1, Aly Waninge2, Ruth van Nispen3, Carla Vlaskamp4,

Annette van der Putten4

1Royal Visio, Vries, The Netherlands; 2Research group Healthy Ageing,

Allied Health Care and Nursing, Hanze Hogeschool, Groningen, The

Netherlands; 3Amsterdam University Medical Center, Amsterdam Public

Health Research Institute, Amsterdam, The Netherlands; 4Faculty of

Behavioural and Social Sciences, Department of Pedagogy and Education,

Groningen, The Netherlands

Background: A new intervention, Care for Participation+, was devel-

oped in order to improve the participation of adults with visual and

severe/profound intellectual disabilities. The aim was to examine the

effects of this intervention on the participation of these adults.

Method: We performed a pilot non-randomized controlled trial. The

intervention group (n=16) was compared to control groups providing

care as usual (n=13), or, implementing one element of the interven-

tion (n=14). Effects were measured on: 1) participation, with a ques-

tionnaire of quality of life; and 2) (initiatives for prompting) active

involvement, by observation during activities within ten dyads com-

prising adults with visual and severe/profound intellectual disabilities

and direct support professionals.

Results: With regard to the quality of life, no effects of the interven-

tion were shown. In the intervention group, the adults' active involve-

ment and the number of initiatives of direct support professionals to

stimulate their involvement exceeded those within the control groups.

Conclusions: The intervention had positive effects on the active

involvement of adults with visual and severe/profound intellectual

disabilities and direct support professionals' initiatives to stimulate

this involvement. Despite barriers related to implementation issues,

the first results of the intervention are promising. In future research,

analyses from other perspectives, on an individual level, will be

performed.

The experience and risk of homelessness for people with intellectual

disabilities and/or autism and their families

Mary-Ann O'Donovan1, Emer Lynch2, Linda Odonnell2, Kathyan

Kelly3

1University of Sydney, Camperdown, New South Wales, Australia;
2Daughters of Charity Disability Support Services, Dublin, Ireland;
3Trinity College Dublin, Dublin, Ireland
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Background: Research evidence on the experience of homelessness

for people with intellectual disability is limited, yet evidence from

front-line staff in the disability and homelessness sector attests to the

fact that people with intellectual disability and/or autism and their

families are experiencing homelessness.

Method: A mixed methods study with a disability service provider as

a case study site, explored the experiences of staff, families and indi-

viduals with disabilities who access housing services.

Results: A combination of economic dependence and an over-reliance

on the private rental market was found to lead to instability of tenure

and repeated cycle of homelessness. In addition, lack of suitable

affordable social housing was the primary reason for return to resi-

dential services. These and other findings will be discussed.

Conclusions: There is a need to reduce bureaucracy of the housing

system, increased education and training among staff in the sector,

and a specific recognition of the needs of people with intellectual dis-

ability in housing policy.

The new Australian individualised disability funding scheme-NDIS:

Outcomes for adults with intellectual disabilities

Janette Lloyd1

1University Of Queensland, Brisbane, Australia

Background: To explore the outcomes of the NDIS planning process

from the perspectives of adults with intellectual disability and their

families.

Method: Quantitative and qualitative data were collected using mixed

methods in four connected studies comprising a questionnaire (19 par-

ticipants); semi-structured interviews (20 family groups); focus group

(four adults with intellectual disabilities); and case studies (two adults

with intellectual disabilities and their families).

Results: The new funding system supported some elements of a life

more aligned to that of similar aged peers, such as independent living

and developing skills to work towards this. There were a number of

elements of quality of life that were of concern, such as friendships

and personal relationships. There were also limited opportunities in

education and open employment. The opportunities that were avail-

able to the adult with intellectual disabilities were affected by stake-

holders' differing views of disability.

Conclusions: There is a need to develop more understanding and

acceptance of what it means for everyone to live an ordinary life, but

also to develop the skills and support of all stakeholders to ensure

such a life is available to all.

Meaningful moments of interaction with persons with profound

intellectual disabilities: Reflections from direct support workers

Wieneke Penninga1, Sara Nijs2, Hedwig van Bakel1, Petri Embregts1

1Tilburg University, Tilburg, The Netherlands; 2KU Leuven, Leuven,

Belgium

Background: Persons with profound intellectual disabilities (PID) often

depend on professional care. Consequently, their quality of life is

affected by the quality of interactions with direct support workers. In

the present study, the quality of the interaction between a person

with PID and a direct support worker is investigated by exploring

when direct support workers perceive an interaction with a person

with profound intellectual disabilities as meaningful.

Method: Five direct support workers working with children aged 5 to

18 years with profound intellectual disabilities were interviewed in

open, in-depth interviews, focusing on their perceptions of meaningful

moments of interaction with persons with profound intellectual dis-

abilities. Data were analyzed using Interpretative Phenomenological

Analysis.

Results: Preliminary results show that, according to the direct support

workers, meaningful moments of interaction relate to experiencing an

emotional connection with persons with profound intellectual disabil-

ities and contributing to the wellbeing and development of the capa-

bilities of the person with profound intellectual disabilities.

Conclusions: Meaningful moments of interaction are appreciated

by direct support workers and presumably contribute to the quality

of life of persons with profound intellectual disabilities. Future

research is needed to study these meaningful moments of interaction

in more detail and explore the value of these moments of interaction

for persons with profound intellectual disabilities themselves and their

relatives.

A group intervention for improving time management in people with

intellectual disability

Afsaneh Hayat Roshanay1, Gunnel Janeslätt2, Birgitta Wennberg3,

Kajsa Lidström-Holmqvist4, Marie Holmefur5, Patrik Arvidsson6

1Uppsala Universitet, Uppsala, Sweden; 2Centre for Clinical Research,

Region Dalarna, Falun, Sweden; 3Center for Social and Affective

Neuroscience, Linköping University, Linköping, Sweden; 4University

Health Care Research Center, Faculty of Medicine and Health, Örebro,

Sweden; 5School of Health Sciences, Faculty of Medicine and Health,

Örebro University, Örebro, Sweden; 6Centre for Research & Development,

Uppsala University/Region Gävleborg, Gävle, Sweden

Background: The aim of this study was to evaluate the Swedish ver-

sion of the Let's Get Organized (LGO-S) intervention, aiming to sup-

port time-management habits and organizational skills, by exploring

possible enhancements in time management skills and satisfaction

with daily occupations, in people with time-management difficulties

due to intellectual disability.

Method: A pre-test post-test design study including 23 adult partici-

pants with mild intellectual disabilities who reported difficulties in

daily time management affecting their functioning in daily life nega-

tively. Instruments used: Assessment of Time Management Skills

(ATMS-S), Weekly Calendar Planning Activity (WCPA-SE) and Satis-

faction with Daily Occupation measure (SDO-13). Intervention: The

group intervention contained ten occasions one per week. Data was
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collected pre-and post-intervention, and 3- and 12-months

follow-ups.

Results: The main preliminary findings were significant changes, post-

intervention and at 3- and 12-months follow-ups in organization and

planning, and at the 3-month follow-up in time management skills.

The results at 12-month follow-up indicated sustainability in out-

comes measured by ATMS-S. A non-significant but positive trend was

observed in other outcomes between pre- and post- intervention.

Conclusions: Improvement with indicated sustainability in in organiza-

tion and planning and in time management skills might be possible for

persons with intellectual disabilities when participating in LGO group

intervention.

The development of a health communication tool in Wales: A three-

stage parallel mixed methods study

Edward Oloidi1, Ruth Northway1, Stacey Rees1

1University of South Wales, Pontypridd, UK

Background: To determine the views of people with intellectual dis-

abilities and other relevant stakeholders concerning the most impor-

tant areas of information to be included in a health communication

tool (HCT) and to use this information to develop an All-Wales HCT.

Method: A three-stage parallel mixed-methods study comprising a

review of existing HCT, focus groups with people with intellectual dis-

abilities (n=22) and an online survey (n=208 stakeholders). Partici-

pants in the focus groups and survey were asked to rank potential

areas of information in terms of their importance to patient safety.

Data were analysed both using descriptive statistics and thematically.

Results: There was agreement between the focus group and survey par-

ticipants regarding key information to include in a HCT namely health

needs, preferred communication, overall support needs and additional

information particularly important for the individual. There was also agree-

ment that ideally the document should be no more than four pages long.

Conclusions: A four-page document, easily recognisable by people

with intellectual disabilities and key stakeholders, and accompanied

by guidelines for completion was proposed and is now being

implemented across Wales.

POSTER PRESENTATIONS

Self-determination enhancements after deinstitutionalization of

people with higher support needs

Laura Esteban1, Miguel �Angel Verdugo1, Patricia Navas1, Victor

Benito Arias1, Laura García-Dominguez1

1INICO, University of Salamanca, Salamanca, Spain

Background: Opportunities for self-determination are restricted for

people with intellectual disability, especially for those with higher

support needs. The aim of this work is to analyse changes in self-

determination for people with higher support needs after a deinstitu-

tionalization process.

Method: This work is part of a longitudinal study called “My Home,”
which is carried out in Spain. The study analyses the observed bene-

fits after a deinstitutionalization process. This work presents the

results obtained in the Resident Choice Scale (Hatton et al., 2004) by

15 adults with intellectual disabilities and extensive support needs

(M=49.8 years old; DT= 10.6). Data were collected in two different

moments (while they still lived in the institution and six months after

their relocation into the community). MIMIC models and paired sam-

ples T-Test were performed to analyse pre-post differences using the

Smart-PLS software.

Results: After relocation, individuals with intellectual disabilities show

more opportunities to decide about home and household routines,

personal appearance and possessions.

Conclusions: Individualized supports provided at community set-

tings enhance the self-determination of people with intellectual dis-

abilities and extensive support needs. However, in Spain, this

population is still more likely to remain institutionalized. The imple-

mentation of public policies to promote their right to independent

living is imperative.

Implementation of UN CRPD Article 19 in the Czech Republic:

Mapping the availability and nature of community-based services for

people with intellectual disabilities

Š�arka K�aňov�a1, Julie Beadle-Brown2, Kristýna Janyškov�a1, Karel

Řez�ač1

1School, of Education, University of West Bohemia, Plzeň, Czech

Republic; 2University of Kent, Tizard Centre, Canterbury, UK

Background: People with intellectual disabilities are less likely to be

realising the right to live and participate in the community. Part of a

wider project on improving quality and outcomes for people with

intellectual disabilities, this study explores the availability and nature

of community-living services in the Czech Republic.

Method: Interviews were conducted with service providers of all reg-

istered social care services for people with disabilities in three Czech

regions. Interviews mapped size, location, nature and target client

groups. For services that met at least a basic definition of community-

living, questions also explored user needs, staffing and type of support

provided.

Results: Preliminary findings indicate that: many services do not

meet the definition of community-living; creative solutions are

needed to support people with intellectual disabilities in the com-

munity; registration category is not a good indicator of service

type; and few people with more severe intellectual disabilities are

living in the community.

Conclusions: Such a systematic mapping of services will permit more

accurate monitoring of UN CRPD Article 19 and provide the basis for

evaluation of the quality and outcomes of community-living services.
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This project has been financially supported by the Czech Research

Foundation (project no. 20-08327Y).

The influence of lack of self-awareness on Quality of Life in people

with cognitive disabilities

Miguel �Angel Verdugo Alonso1, Alba Aza Hern�andez1, María

Fern�andez S�anchez1, María Begoña Orgaz Baz1, Laura E. G�omez

S�anchez2, Antonio Manuel Amor Gonz�alez1

1INICO, Universidad de Salamanca, Salamanca, Spain; 2INICO,

Universidad de Oviedo, Oviedo, Spain

Background: The lack of self-awareness in patients who have suffered

a brain injury is a widely documented aspect. However, it is not well

known how this process may affect the quality of life (QoL) and multi-

dimensional models, such as the one proposed by Schalock and

Verdugo (2013), and been used even less often. The objective of this

poster is to analyze the influence of self-awareness on the of QoL in

people with brain injury and check the differences, depending on who

answers the scale.

Methods: Both professionals (N=300) and relatives (N=265), and the

users themselves (N=260) completed the Scale of Quality of Life for

Brain Injury (CAVIDACE) and an evaluation of the lack of self-awareness

of deficit using The Patient Competency Rating Scale (PCRS).

Results: Significant positive correlations were found between the QoL

of the patient and the lack of self-awareness in the emotional well-

being domain (r(147)=.236, p=.004). However, when the evaluation

was carried out by professionals and relatives, all the significant corre-

lations found were negative in personal development (r(164)=-.321,

p.00<1) and self-determination (r(164)=�.385,p<001).

Conclusions: It has been shown that lack of self-awareness exerts an

important influence on QoL. Therefore, it is important to study more

about this phenomenon and intervene early.

Mixed methods systematic review of literature to inform the

development of “sustainable safe staffing” improvement resource in

intellectual disability services for NHS Improvement

Kudzai Mafuba1, Dorothy Kupara1, Chiedza Kudita1

1University of West London, Brentford, UK

Background: In the UK the Department of Health in England focused

on making fundamental changes in how decisions on ensuring sustain-

able safe staffing levels within health provider services are made fol-

lowing the Francis Report (2013). Within the intellectual disability

context, determining sustainable safe staffing is problematic because

of the disparate nature of services. It is difficult to envisage how uni-

versal guidance could be operationalised because of the complex

interaction and interfaces between the public, private, voluntary and

independent sectors, acute general and mental health hospital set-

tings, intellectual disability specialist acute services, generic

community services and specialist community intellectual disability

services. This mixed methods systematic review of literature

summarised evidence on sustainable safe staffing levels for multi-

disciplinary intellectual disability teams, and identify themes of rele-

vance to intellectual disability teams, and the delivery of sustainable,

safe and effective care for people with intellectual disabilities in order

to inform the development of setting-specific sustainable safe staffing

guidance for provider organisations.

Method: The Joanna Briggs Institute's (JBI) systematic review proto-

cols were used to appraise studies. The PRISMA process was used to

select the literature for review. Meta-synthesis was used to produce

the synthesised findings. Foundational coding families of cause, con-

text and process were used as a framework (Glasser, 1978) for pre-

senting the findings.

Results: No empirical evidence was located that directly relate to sus-

tainable safe staffing. Three core themes—service models, standards of

care and resources—were identified.

Conclusions: The concept of sustainable safe staffing in intellectual

disability services must be clearly understood from the very complex

nature of the models of care, the extent of the number professionals

and healthcare agencies involved in meeting the healthcare needs of

people with intellectual disabilities. Without an appropriate service

model of healthcare provision, clear standards of care, and adequate

processes for deploying resources sustainable, safe, effective and effi-

cient staffing may be challenging or unachievable.

Talking Mats in NHS Grampian

Jackie Stewart1, Lesley Howell1

1NHS Grampian, Aberdeen, UK

Background: Talking Mats is a visual framework that uses picture

symbols to help people communicate more effectively. Under the

Equality Act 2010, services have a legal duty to make reasonable

adjustments to remove barriers that make it difficult for people to

access services because they have a disability.

Method: We provide training three to four times a year to NHS

Grampian and third-sector staff. It is a useful tool for having conversa-

tions about likes/dislikes of meals, how they are managing/not man-

aging personal care, and also getting to know someone and

understanding their views about discharge. It is used within the multi-

disciplinary team for looking at personalised timetables and under-

standing personal goals.

Results: More training has increased awareness of the benefits of

Talking Mats as more staff are using this tool. This has led to person-

centred care and individuals feeling more empowered. Talking Mats is

not suitable for everyone due to their cognitive ability, and symbolic

understanding is required.

Conclusions: There is other accessible information used, but there is

not another tool similar to Talking Mats. This now ensures best prac-

tice use of accessible information with individuals across the learning

disability sector in Grampian.
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Improving the health of people with intellectual disabilities using a

public health nursing approach: Systematic literature review

Kudzai Mafuba1, Dorothy Kupara1, Chiedza Kudita1

1University of West London, Brentford, UK

Background: The avoidable disparity between the health, and the

healthcare outcomes of people with intellectual disabilities as com-

pared to that of the general population has been acknowledged over

many years (Kerr, 2004; Kavanagh et al., 2017). These disparities

could be improved through appropriate interventions. In the UK, the

lack of role clarity of the professionals working with people with intel-

lectual disabilities has been consistently identified as one of the most

common barriers to better healthcare outcomes for people with intel-

lectual disabilities (Mafuba & Gates, 2015). Primary healthcare ser-

vices have an important role in meeting the health needs of people

with intellectual disabilities but there is a lack of evidence as to the

roles ID nurses play in meeting these needs. The purpose of this

mixed methods systematic literature review was to summarise evi-

dence on the role and impact of interventions by ID nurses in meeting

the public health needs of people with intellectual disabilities.

Methods: The Joanna Briggs Institute's (JBI) systematic review proto-

cols were used to appraise literature. The PRISMA process was used

to select the literature for review. Empirical (quantitative, qualitative,

mixed methods) studies, synthesised evidence (literature reviews) and

opinion papers (n = 36) were included in the review. Meta-synthesis

was used to produce the synthesised findings.

Results: High-impact areas identified include; surveillance, public

health intelligence, policy/strategy development, policy/strategy

implementation, health improvement, health promotion, health educa-

tion, health improvement, assessing effectiveness, enhancing effec-

tiveness, co-ordination, strategic leadership, professional leadership,

clear/visible/accessible leadership and scholarship.

Conclusions: ID nurses, employers and commissioners of health ser-

vices need to have an agreed dialogical definition of public health.

Research is needed to clarify ID nurses' specific contributions in miti-

gating the determinants of health, and the high rates of premature

mortality in this population.

Public health: Community intellectual disability (ID) nurses'

perception and experience of their role – An exploratory sequential

multiple methods study

Kudzai Mafuba1, Dorothy Kupara1, Chiedza Kudita1

1University of West London, Brentford, UK

Background: People with intellectual disabilities experience higher

but avoidable morbidity and mortality rates (Robertson et al., 2017;

Heslop et al., 2014), and depend on others for their health and

healthcare outcomes (Campbell & Martin, 2009). In the UK, ID nurses

play a pivotal role in implementing health policies which impact on the

health and healthcare outcomes of people with intellectual disabilities.

This research sought to describe how community ID nurses perceive,

and enact their public health roles, and also sought to explain the

“moderators” of these roles.

Methods: This was a three-stage exploratory sequential multiple

methods study involving documentary, Grounded Theory and survey

methods.

Results: There were inconsistencies in public health role expectations

in community ID nurses' job descriptions and person specifications.

The public health roles were academic, health education, health pre-

vention, health promotion, health protection, health surveillance,

healthcare access facilitation, healthcare delivery, leadership, and pol-

icy development and implementation. The moderators of public health

role enactment by community ID nurses identified in this study were

complex and extended beyond current explanations of role theory.

Some of the correlates of the moderators of public health role enact-

ment by community ID nurses included role clarity in job descriptions,

periodic review of role expectations, role perception, perceived role

value, community ID nurses' perceptions of employing organisations'

priorities, and community ID nurses' perceptions of employing organi-

sations' knowledge of the public health needs of people with intellec-

tual disabilities, band, and finally, the type of employer.

Conclusions: There is a need for clarity of community ID nurses' pub-

lic health roles locally, and nationally. It is important that relevant

organisations have structures that can respond appropriately to public

health policy changes in order to meet the often complex and co-

morbid health needs of PWID.

Evaluating supported living and residential care for adults with

intellectual disabilities

Francesca Ribenfors1, Lauren Blood2, Chris Hatton1, Anna Marriott2,

Lucy Dunstan3, Siraaj Nadat3

1Manchester Metropolitan University, Manchester, UK; 2National

Development Team for Inclusion, Bath, UK; 3Changing Our Lives,

Hagley, UK

Background: To understand how the quality and costs of services for

adults with intellectual disabilities vary between supported living and

residential care.

Method: The project is a cross-sectional study with a largely quantita-

tive design. It involves 100 participants in supported living and

100 participants in residential care across a variety of providers. To

ensure multiple perspectives are considered, information is gathered

via a combination of interviews and questionnaires at four levels: 1)

participants with intellectual disabilities (self-reported and proxy data);

2) provider organisations; 3) the residential or supported living set-

tings; 4) family members. Outcomes of interest include quality of life,

choice, control, finances, employment, community and wellbeing.

Results: As the research is on-going, preliminary results will be

presented.

Conclusions: This study will provide up-to-date evidence to enable

commissioners, family members, people with intellectual disabilities
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and other stakeholders to make evidence-based decisions in relation

to housing for adults with intellectual disabilities. This is necessary as

service models and commissioning practice have changed consider-

ably since the last substantive research in this area took place. Fur-

thermore, understanding which factors are most strongly associated

with quality of life in supported living and residential care will enable

providers to develop and improve their services.

Social vulnerability assessment in adults with intellectual disabilities

Mireille Tabin1, Cindy Diacquenod1, Geneviève Petitpierre1

1University of Fribourg, Fribourg, Switzerland

Background: The Test of Social Vulnerability-22 items (TV-22) is a

measure specifically designed for adults with intellectual disabilities.

Social vulnerability refers to the ways in which an individual is at risk

of being victimised. The poster presents 1) the psychometrics proper-

ties and 2) the implementation outcomes (acceptability, appropriate-

ness, fidelity of utilisation) of the TV-22.

Method: 1) 29 adults with intellectual disabilities answered the TV-

22. The reliability and validity of the measure were assessed. 2)

31 special education professionals (8 psychologists, 11 educators,

12 special education center managers) administered the TV-22 during

an interview with an adult with intellectual disabilities. The fidelity of

utilisation of the TV-22 was evaluated on these interviews. Semi-

structured interviews were also conducted with the professionals to

assess the acceptability and appropriateness of the test for their clini-

cal practice.

Results: 1) Performance on the test was shown to be internally con-

sistent and stable over time. 2) Psychologists stand out for a more rig-

orous utilisation of the measure. Specific training on the test is

recommended for other professionals. The TV-22 was seen as useful

and appropriate by the professionals.

Conclusions: Results provide precious insights into the implementa-

tion processes of a new measure in the special education field.

Transforming technology to improve the lives of adults with

intellectual disabilities

Pablo Alvarez1, Frank O'reilly1, Fintan Sheerin2, Sandra Fleming2,

Edward McCann2, Eadaoin Foden2, Niamh Mulryan3

1Learnovate Centre Trinity College Dublin, Dublin, Ireland; 2School of

Nursing and Midwifery, Trinity College Dublin, Dublin, Ireland;
3Daughters of Charity Disability Support Services, Dublin, Ireland

Background: COVID-19 has forced people to stay at home and keep

social interactions at a minimum. For people with intellectual disabil-

ities who depend on structured social contact, the situation is having

a significant impact on their mental health and well-being. While

general society has pivoted towards the use of technology to con-

tinue to socialise, these technologies are often out of reach for

people with intellectual disabilities. Our project engaged people with

intellectual disabilities in a co-design process to identify challenges

they face in the pandemic and design practical solutions with their

direct input.

Method: A two-phase qualitative methodology was followed. In

Phase 1, three online focus groups were run with eight people with

intellectual disabilities to gain insights into their daily challenges. In

Phase 2, three online workshops were run to co-create digital solu-

tions, exchange design ideas, validate use cases and evaluate

prototypes.

Results: Three main challenges were identified: daily planning, social

gatherings and entertainment. Bespoke functional prototypes were

built based on these challenges and distributed to participants in free

use trials.

Conclusions: Technology can play an important part in the everyday

lives of people with intellectual disabilities. Concepts such as resil-

ience, relationship building, planning, scoping and co-creation are cru-

cial to shaping tools, methodologies and solutions to match their

desires.

Intellectual disability and dementia: Understanding the effectiveness

of psychosocial interventions

Karen Watchman1, Michael McKernon1, Louise Boustead1, Andrew

Doyle1

1University of Stirling, Stirling, UK

Background: The study aim was to identify effectiveness of psychoso-

cial interventions with people who have an intellectual disability and

dementia.

Method: This mixed-method participatory action study used goal-

setting theory with 16 participants with intellectual disability and

dementia, and 22 social care staff across 11 sites. Five co-

researchers with intellectual disability were part of an inclusive

research team collecting data using existing and bespoke tools,

including photovoice. Psychosocial interventions included: music

playlists, reminiscence, animal therapy, robotic animals, and design

changes. Analysis used descriptive and inferential statistics and

framework analysis.

Results: 74% of individual goals met or exceeded expectations with

reduction in some “as required” medication. Qualitative findings

include themes of enabling care and interventions as tools for prac-

tice. Photovoice provided insight into previously unreported fears

about dementia. This poster combines an easy-read and pictorial sum-

mary of the study. Recommendations are made to maximise wellbeing

and ensure the perspectives of people with dementia are heard: medi-

cation review, design changes to the home of a person with dementia,

staff training, and talking about dementia more with people who have

an intellectual disability.

Conclusions: Individualised psychosocial interventions have potential

to reduce distress or agitation in persons with intellectual disability

and dementia, and to increase quality of life.
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Technology & Me: Technology's role in the inclusion of adults with

intellectual disabilities

Esther Murphy1, Darren McCausland1, Mary McCarron1, Philip

McCallion2

1Trinity College Dublin, Dublin, Ireland; 2Temple University, Philadelphia,

Pennsylvania, USA

Background: This paper is based on our Irish Research Council New

Foundations-funded study “Questions of Inclusion: what inclusion

means for adults with an intellectual disability in Ireland and the role

technology plays in their inclusion.” The study objectives were to 1)

Establish the types of inclusion and exclusion adults with intellectual dis-

abilities experience, 2) Identify what supports, especially technology,

needed to improve inclusion and potential for sectoral Inclusion Cham-

pions, 3) Make recommendations to develop strategies and tools (espe-

cially digital) to improve inclusion.

Method: Fifty participants will be recruited for focus groups hosted

with our Intellectual Disability Partners. Participants will be self-

consenting adults with a diagnosed intellectual disability aged

30 years and above. This paper will examine the core question of the

role of technology in people with intellectual disabilities' inclusion dur-

ing the COVID-19 crisis. We are pivoting to include online methods

to engage with the intellectual disability community. Ethical approval

sought from institution's Ethics Committee.

Results/Conclusions: We will present preliminary findings to one of

our study's core research questions; the precise ways in which tech-

nology is being used and supporting people with intellectual disabil-

ities' inclusion during the crisis.

Is a picture worth a thousand words?: Guided photovoice in persons

with intellectual disabilities

Femke Scheffers1, Eveline van Vugt2, Xavier Moonen2

1University of Amsterdam, Den Haag, The Netherlands; 2University of

Amsterdam, Amsterdam, The Netherlands

Background: People with intellectual disabilities are often excluded

from participation in research, whilst research has the potential to

enhance positive change. Guided photovoice was introduced to fit

the needs of persons with intellectual disabilities who have difficulties

dealing with communicational and technical challenges. In the current

study a detailed description of the guided photovoice procedure is

presented.

Method: In guided photovoice the participant, together with a

researcher, explores the environment and takes photos of a specific

theme. A total of 12 participants with intellectual disabilities were

interviewed using guided photovoice.

Results: Through guided photovoice, the participants were able to

take control in a physical manner as opposed to other strategies that

depend on verbal communication skills. By aiming the camera at a

specific subject, the participant can determine the topic of

conversation. Guided photovoice led to the discovery of previously

unknown sources of resilience.

Conclusions: Guided photovoice helps to better understand the perspec-

tive of people with intellectual disabilities and the results can help to

improve their quality of life. Based on the responses of people with intellec-

tual disabilities, specific suggestions will be presented on how to use guided

photovoice in cooperative researchwith peoplewith intellectual disabilities.

Scoping review: Contribution of intellectual disability (ID) nurses

Kudzai Mafuba1, Hazel Chapman2, Joann Kiernan3, Dorothy Kupara1,

Chiedza Kudita1, Rebecca Chester4

1University of West London, Brentford, UK; 2University of Chester,

Chester, UK; 3Edge Hill University, Ormskirk, UK; 4Berkshire Healthcare

NHS Foundation Trust, Reading, UK

Background: The objective of this scoping review was to summarise evi-

dence on the contribution of intellectual disability nurses to improve the

health andwell-being of children, adults and older peoplewith intellectual

disabilities, now and for the future. There is a lack of clarity on effective

interventions that can be carried out by intellectual disabilities (ID) nurses

(Mafuba 2009, 2013).

Method: The Preferred Reporting Items for Systematic Reviews and

Meta-Analysis (for Scoping Reviews) (PRISMA-ScR) process and

Joanna Briggs Institute (JBI) guidance was used to select the literature

for review and to present the literature review report (Trico

et al., 2018).

Results: We included 53 publications in this review. We identified a

wide range of interventions (154) undertaken by ID nurses in a variety

of settings across the lifespan. We categorised the ID nursing inter-

ventions into three themes: effectuating nursing procedures, enhanc-

ing impact of services, and enhancing quality of life.

Conclusions: Findings advocate for high quality research being essen-

tial in determining the impact and effectiveness of ID nursing inter-

ventions across the lifespan. We recommend that a searchable online

compendium of ID nurse interventions be established and regularly

updated. This will provide opportunities to engage more effectively in

evidence-based practice.

Power and support in digital inclusion of an adult with intellectual

disabilities: A case study

Darren Chadwick1, Susan Buell2

1University of Wolverhampton, Wolverhampton, UK; 2University of

Dundee, Dundee, UK

Background: Caregivers can act as both support and gatekeeper to

internet access and use by adults with intellectual and developmental

disabilities. This study investigated micro-level interpersonal factors

influencing access and use of the internet by an adult with intellectual

and developmental disabilities to explore the balance and interplay of

power and support around the processes of digital inclusion.
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Method: Taking a case study approach, perspectives of three key

stakeholders were gathered via interviews: the person with intellec-

tual and developmental disabilities, his mother, and a paid support

worker. Perspectives and experiences were contrasted using Systemic

Functional Linguistic analysis (of discourse) to explore the ways power

and support were represented in the language of negotiated digital

inclusion.

Results: Dynamics between the parent and person with intellectual

and developmental disabilities and between the parent and paid staff

clearly influenced digital inclusion, and were affected by varying posi-

tions and perceptions of power to allow, disallow and monitor access

and use of the internet. These key relationships had the power to

shape and drive internet access and use, but incomplete understand-

ing of online risk was apparent in the person with intellectual and

developmental disabilities’ account.
Conclusions: Carer training is needed to enable them to better sup-

port the development of digital competence, confidence, resilience

and risk awareness in people with intellectual and developmental

disabilities.

Fulfillment of rights of children with intellectual disability and

comorbid conditions

Laura E. G�omez1, Maria Lucía Mor�an2, Laura Morales2, Patricia

Navas3, Eva Vicente4, Ver�onica Marina Guillén5, Maria Angeles

Alcedo2

1INICO, University of Oviedo, Oviedo, Spain; 2University of Oviedo,

Oviedo, Spain; 3INICO, University of Salamanca, Salamanca, Spain;
4INICO, University of Zaragoza, Zaragoza, Spain; 5INICO, University of

Cantabria, Santander, Spain

Background: The aim of this study is focused on evaluating individual

quality of life (QoL) related personal outcomes (more specifically, out-

comes related to the Rights domain) in children and young people

with intellectual disability and other associated conditions.

Method: The Rights subscale of the KidsLife Scale was administered

to 153 participants with intellectual disability aged 4 to 21 years old

(M=12,7; SD=4,5). In addition to intellectual disability, one third of

participants had autism spectrum disorder, another third had Down

syndrome and the other third had cerebral palsy.

Results: The three groups showed positive outcomes, although those

with comorbid Down syndrome obtained statistically significant

higher scores than participants with autism spectrum disorder. Gen-

der, type of schooling, level of intellectual disability and level of sup-

port needs were significant predictors for the group with comorbid

autism spectrum disorder.

Conclusions: Children with intellectual disability and autism spectrum

disorder have benefited the least from advances in QoL and rights ful-

fillment. They suffer the most situations of exclusion, misinformation,

and greater violation of their rights in comparison with other groups.

There is an urgent need to monitor the implementation of the Con-

vention on Rights of Persons with Disabilities for people with

intellectual disability through assessment instruments with adequate

evidence of reliability and validity.

Assessing implementation of the PTR-YC model by community-

based educators: Their point of view

Zakaria Mestari1, Mélina Rivard1, Diane Morin1, Jacques Forget1

1University of Québec in Montréal, Montréal, Canada

Background: Challenging behaviour in children with autism spec-

trum disorder can hinder their responsiveness to well-established

programs such as EIBI (Jang et al., 2015). In spite of widespread

interventions for challenging behaviour (McDonald & McGill, 2013),

challenges remain regarding their implementation in community-

based services (Grenier-Martin & Rivard, 2020). Specialized educa-

tors working in this context have voiced a requirement for pro-

grams that could be implanted within their usual practices, as well

as training and supervision to address behaviour and support fami-

lies (Rivard et al., 2015). While the Prevent-Teach-Reinforce for

Young Children model (PTR-YC; Dunlap et al., 2013) has empirical

data and fits educators' needs, it has never been implemented in

such a context.

Method: Our team translated the PTR-YC model and conducted a

study to assess its implementation within public services when facili-

tated by specialized educators.

Results: This communication will present results of a mixt design

approach enabling quantitative and qualitative data triangulation, to

better understand the point of view of 17 educators regarding their

implementation of the PTR-YC model.

Conclusions: Using Chen's (2015) program evaluation model and

Dane and Schneider's (1998) dimensions of program integrity, three

main themes will be discussed: 1) facilitating factors, 2) barriers to

implementation and 3) fidelity.

Promoting evidence-based practice by evaluating the quality and

evidence of interventions

Petri Embregts1, Marjolein Herps2, Sabina Kef3, Marian Maaskant4,

Xavier Moonen5, Inge Redeker2, Alice Schippers6, Annemieke

Wagemans7

1Tilburg University, Tilburg, The Netherlands; 2Vilans, Utrecht, The

Netherlands; 3Vrije Universiteit, Amsterdam, The Netherlands; 4Marian

Maaskant Onderzoek en Advies, Roermond, The Netherlands;
5Landgraaf, The Netherlands; 6Disability Studies in Nederland,

De Meern, The Netherlands; 7Koraal, Maastricht,

The Netherlands

Background: Striving towards evidence-based practice—“practices
that are based on current best evidence that is obtained from credible

sources that used reliable and valid methods and based on a clearly artic-

ulated and empirically supported theory or rationale” (Schalock et al.,

2011)—can contribute to better quality support. As evaluating the
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quality and effectiveness of interventions evidence is not common

practice for many support providers, a system for acknowledging

effective interventions has been developed in the Netherlands.

Method: A committee of experts assesses per intervention its core

elements, rationale and theory underlying the intervention, and the

research regarding practice and effectiveness (Veerman & van

Yperen, 2007).

Results/Conclusions: In the presentation, members of the expert

committee will engage with the audience in an active discussion based

on their experience, and will explore directions for further develop-

ment of an international system.

Building the right homes for adults with learning disabilities and

autism: A multi-agency approach

Alison McGregor1, Adrian Harrison1

1Health and Social Care Moray, Elgin, UK

Background: There was an identified need within the Learning Dis-

ability Service for suitable housing. The project was implemented

to meet the complex housing needs of this client group.

Method: Occupational Therapy and Psychology led in the design and

implementation working in consultation with multi-agency colleagues.

A review of published research outlining best practice for the design

of accommodation for adults with autism and a learning disability was

completed, taking into account internal and external physical environ-

ments. Meetings with the Learning Disability project management

group were held to highlight housing needs of this particular service

user group. Environmental specifications were developed to support

the planning and building design of the proposed developments.

These were submitted to the housing strategy manager via the project

management group.

Results: Three environmental specifications were developed. Archi-

tects designed properties using these specifications. Housing projects

commissioned to build these developments. The environmental speci-

fications could also be used across Grampian for future housing

projects.

Conclusions: Housing developments are currently being built that

meet the needs of individuals with autism spectrum disorders and

learning disabilities. We are currently chairing the project groups for

two of these developments.

Lost in the literature: Trans people with intellectual disability—A

narrative review

Nathan Keates1, Eleanor Dewar1, Krysia Emily Waldock1

1University of Kent, Canterbury, UK

Background: The aim was to undertake a narrative literature review

seeking to examine how Trans people with intellectual disability fea-

ture in the academic literature. The positioning of Trans people with

intellectual disability was explored.

Method: Ten academic databases were searched with the keywords

of intellectual disability and Transgender. 472 papers were found,

which were reduced to 45 for full-text reads. The number of included

articles was 14. Autistic people without intellectual disability were

excluded. Findings were agreed through discursive methods.

Results: Trans people with intellectual disability are an under-

researched group, who are medicalised and show a lack of clear iden-

tity in the literature. The policing of behaviour of Trans people with

intellectual disability is also focused upon.

Conclusions: Trans people with intellectual disability are “lost in the

literature.” Further empirical research is required to elicit the lived

experience of this population. Parents, caregivers and primary care

staff also require support through progressive policy, informed by a

psycho-social view of Trans people.

The use of online support during COVID-19

Miriam Zaagsma1, Karin Volkers1, Eline Swart1, Alice Schippers2,

Geert van Hove3

1Stichting Philadelphia Zorg, Amersfoort, The Netherlands; 2Amsterdam

University Medical Center, Amsterdam, The Netherlands; 3Ghent

University, Ghent, Belgium

Background: With this poster we aim to contribute to the build-up of

knowledge regarding the usefulness of offering remote, online sup-

port to independently living people with ID during a time of crisis,

when regular onsite services are less (or not at all) available.

Method: We explored the use of the online support service

DigiContact by people with intellectual disabilities living independently

during the first 20 weeks of the COVID-19 pandemic in the Nether-

lands. More specifically, we analyzed quantitative data on both planned

and unplanned support contacts between DigiContact support staff

and service users and compared this with two control periods.

Results: The results indicate that the COVID-19 outbreak and the

related restrictive measures had an impact on the use of online sup-

port: the amount of unplanned support contacts (per day/per service

user) was significantly higher than during both control periods.

Conclusions: Offering online support as a standard component of ser-

vices for independently living people with intellectual disability

enables service providers to be flexible and responsive towards fluctu-

ations in both support needs and onsite support availability during a

social crisis like COVID-19.

Experiences of support professionals with providing remote (online)

support

Miriam Zaagsma1, Karin Volkers1, Alice Schippers2, Geert van Hove3,

Mark Koning1

1Stichting Philadelphia Zorg, Amersfoort, The Netherlands; 2Amsterdam

University Medical Center, Amsterdam, The Netherlands; 3Ghent

University, Ghent, Belgium
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Background: Remote support services for people with intellectual dis-

abilities are becoming increasingly common. A remote delivery of sup-

port is likely to have implications for (the work of) support workers.

This study was part of a broader evaluation project of the Dutch

online support service DigiContact. Its aim was to gain insight into: 1)

the support practice of DigiContact support workers, and 2) how

DigiContact support workers experience their work in an online sup-

port context.

Method: Semi-structured interviews were held with 10 DigiContact

support workers. A qualitative thematic content analysis was per-

formed on the transcripts.

Results: We identified four areas of support that reflect what the partici-

pants do to support people with intellectual disabilities remotely

(e.g., creating a safe environment, identifying the request for help), and

three general characteristics of their support (e.g., self-direction of people

with intellectual disabilities, efficiency). We also constructed five themes

that reflect what it is like for the participants to work at DigiContact

(e.g., experiencing both limitations and possibilities in support).

Conclusions: The findings shed light on the specificities and complexi-

ties of the relatively new and upcoming field of work that is providing

remote (online) support to people with intellectual disabilities.

A pilot randomised controlled trial of befriending by lay volunteers

in people with intellectual disabilities

Afia Ali1, Stefan Priebe2, Angela Hassiotis1, Bryn Lloyd-Evans1,

Michael King1

1University College London, London, UK; 2Queen Mary University of

London, London, UK

Background: People with intellectual disabilities have less access to

social support and networks, which may contribute to the maintenance

of chronic depression. Little is known about whether befriending

improves symptoms of depression and social outcomes in people with

intellectual disabilities. The aim was to conduct a pilot RCT to assess

the feasibility and acceptability of befriending delivered by lay volun-

teers compared to usual care.

Methods: Adults with mild/moderate intellectual disabilities with a

score on the depression scale (GDS-LD) of 5 or above and were

randomised to either the intervention arm (matched to a volunteer

and were required to meet once a week for 6 months) or the usual

care group. The main outcomes were recruitment (target n= 40) and

retention rate of participants, adherence (10 meetings) and acceptabil-

ity of the intervention, and changes in depressive symptoms.

Results: We only recruited 16 participants with intellectual disabilities

and 10 volunteers. Six participants were matched with a volunteer

but no participants dropped out (except 2 volunteers). There was

good adherence (mean 11.8 meetings) and befriending was consid-

ered acceptable, but modifications were suggested.

Conclusions: There were challenges in recruitment, and therefore a

large scale RCT is not feasible. Other study designs should be

considered.

The impact of austerity on the lives of people with intellectual and

developmental disabilities

Rachel Harrison1, Jill Bradshaw2, Michelle McCarthy2

1University of Winchester, Winchester, UK; 2University of Kent,

Canterbury, UK

Background: UK austerity policies of the last decade have resulted in

reductions to the amount of services, care and support available for

people with intellectual and developmental disabilities, potentially

impacting on their social lives. This study provides empirical evidence

regarding the experiences of managers of services which support peo-

ple with intellectual and developmental disabilities.

Method: Eight managers of five charitable services and one manager

of a government agency in the UK took part in semi-structured inter-

views about how cuts in funding had affected them, their services and

the social lives of people with intellectual and developmental disabil-

ities. Responses were analysed using Interpretative Phenomenological

Analysis.

Results: Many managers reported feeling unrelenting, significant and

wide-ranging loss, including loss of shared understandings of care and

loss of meaningful relationships with funders. Loss of equitable treat-

ment of people with intellectual and developmental disabilities was

also identified. Opportunities for social network maintenance and

development were affected.

Conclusions: The sense of loss identified in this study across a range

of areas and the negative impact of poor relationships with funders

suggests that both people with intellectual and developmental disabil-

ities and managers experience personal and social loss when services,

care and support are cut.

Development of the compendium of intellectual disability nursing

interventions

Kudzai Mafuba1, Dorothy Kupara1, Chiedza Kudita1, Joann Kiernan2,

Rebecca Chester3, Hazel Chapman4

1University of West London, Brentford, UK; 2Edge Hill University,

Ormskirk, UK; 3Berkshire Healthcare NHS Foundation Trust, Reading,

UK; 4University of Chester, Chester, UK

Background: There is a lack of definitive and up-to-date handbook or

compendium of effective interventions that can be carried out by intel-

lectual disabilities (ID) nurses A scoping literature review by Mafuba

et al. (2020), and a mixed method evaluation study by Mafuba et al.

(2020) categorised ID nursing interventions as effectuating nursing pro-

cedures, enhancing impact of services, and enhancing quality of life.

The objective of this project was to produce a compendium of ID nurs-

ing interventions.

Methods: The PRISMA-ScR process and JBI guidance were used to

undertake a scoping literature review (Trico et al., 2018). Mixed

methods evaluation methodology was used (Creswell and Plano-Clark,

2011) to collect qualitative and quantitative data using an online
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survey questionnaire. Identified interventions undertaken by ID were

compiled into a referenced compendium.

Results: 53 publications were included in the review. ID nurses

(n = 228) from 7 countries participated in the survey and reported a

wide range of interventions undertaken in a variety of settings across

the lifespan.

Conclusions: We recommend that a searchable online version of the

compendium of ID nursing interventions be established and regularly

updated. This will provide opportunities to engage more effectively in

evidence-based practice.

Assessing self-determination in adults with autism spectrum

disorder: Using the AUTODDIS scale

Clara Andrés-G�arriz1, Núria Farriols Hernando1, Antonia María

G�omez-Hinojosa1, Cristina Mumbard�o-Adam1, Teresa Pretel-Luque1

1Ramon Llull University, FPCEE Blanquerna, Barcelona, Spain

Background: In the Spanish context, there is a lack of instruments to

measure self-determination in adults with ASD. To address this need,

this study aims to make a first step to adapt and analyze the psycho-

metric properties of the AUTODDIS scale (Verdugo et al., 2020) in

adults with autism spectrum disorder. The preliminary results of the

scale adaptation are presented.

Method: First, two experts on self-determination and eight caregivers

of youths and adults with autism spectrum disorder assessed the clar-

ity, importance and suitability of the scale for this population. Then,

the scale was administered to families of adults with autism spectrum

disorder, and psychometric properties were analyzed.

Results: Results stress the psychometric properties of the pilot ver-

sion of the scale adaptation for people with autism spectrum disorder

and highlight areas for improvement.

Conclusions: The results obtained in this pilot study will allow us to

acquire a better knowledge about specific changes to make before

the final validation.

What aspects of sport participation are related to thriving in youth

with intellectual disability?

Teresa Sellitto1, Jonathan Weiss1, Rebecca Bassett-Gunter1

1York University, Toronto, Canada

Background: Sport participation is an important contributor to positive

youth development and ultimately, thriving (Fraser-Thomas et al.,

2005). Few studies, however, have examined whether different aspects

of sport participation are associated with thriving among youth with

intellectual disability.

Method: Data were collected from 442 caregivers of youth with intel-

lectual disability who were between 11 and 25 years of age and regis-

tered with a Special Olympics (SO) program in Ontario (Canada).

Caregivers completed surveys on their child's thriving (Lerner et al.,

2005), frequency of SO sport participation, sport diversity

(i.e., number of sports participated in), years of involvement, medals

won, and positive SO experiences.

Results: Correlational analyses revealed that thriving was positively

associated with sport frequency (r = .14, p = .003), sport diversity

(r = .23, p = .04), years of involvement (r = .12, p = .02), and positive

experiences (r = .45, p < .001). Thriving was not associated with child

age, gender, or number of medals won (all p > .05). A linear regression

revealed that thriving was only predicted by positive experiences

(p < .01).

Conclusions: The results highlight the importance of positive experi-

ences in sport programs in fostering thriving for youth with intellec-

tual disabilities.

The perceptions of adults with intellectual disabilities on their

travels and means of transport

Alexandrine Martineau-Gagné1, Diane Morin1, Marc Lanovaz2,

Philippe Archambault3

1Université du Québec à Montréal, Montréal, Canada; 2Université de

Montréal, Montréal, Canada; 3McGill University, Montréal, Canada

Background: This poster documents the perceptions of adults with an

intellectual disability on their travelling habits.

Method: Preliminary results are issued from the qualitative portion of a

research project evaluating a training program for the use of public tran-

sit. The participants will go through two qualitative interviews, one

before and one after their participation in the program. Eight of the par-

ticipants completed their first interview before the COVID-19 pandemic.

Results: Inductive analysis (Blais & Martineau, 2006) indicates that the

participants like their travels to be a pleasant experience. However,

they are stressed by the idea of using a new method of transport on

their own. The results indicate that the people in the participants' social

environment, the characteristics of the environment, and certain facili-

tators and obstacles also influence the means of transport used.

Conclusions: These results will address the preoccupations of people

with intellectual disabilities so that they can be comfortable with using

public transit if they wish to do so, after having completed a training

program. By encouraging the independent use of public transit by

people with intellectual disabilities, these results will contribute to

their social inclusion (Bascom and Christensen, 2017) and their self-

determination (Walker et al., 2011).

Stress and resilience of Japanese special needs school teachers

during the COVID-19 pandemic

Shuhei Ogawa1, Risato Kawamura1, Michio Kojima2

1Graduate School of Comprehensive Human Sciences, University of

Tsukuba, Ibaraki, Japan; 2Faculty of Human Sciences, University of

Tsukuba, Ibaraki, Japan
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Background: The stress and resilience of Japanese special needs

school teachers for students with intellectual disabilities during the

COVID-19 pandemic were investigated.

Methods: A questionnaire was administered to 227 teachers in Japa-

nese special needs schools for students with intellectual disabilities.

Stressors were assessed using the stressor scale for teachers of spe-

cial needs schools developed in this study. Stress responses were

assessed using the Public Health Research Foundation Check List

Short Form (Imazu, Murakami, Kobayashi, Matsuno, Shiihara, Ishihara,

Joh, Kodama, 2006), and resilience was assessed using the

Bidimensional Resilience Scale (Hirano, 2010).

Results: Almost no correlation was indicated between the COVID-

19-related stressors and stress responses, whereas a mid-level corre-

lation was seen between human relationships and stress responses.

Female teachers' stressors and stress responses were significantly

higher than those of male teachers, whereas female teachers' resil-

ience was significantly lower than male teachers.

Conclusions: It is suggested that the COVID-19-related stressors have

caused almost no stress responses in Japanese special needs school

teachers. Higher stressors and stress responses in female than male

Japanese special needs school teachers indicate support needs.

Facilitators and barriers to physical activity experienced and

perceived by adults with intellectual disability

Shannon Lucas1, Robert Balogh2, Meghann Lloyd2

1Ontario Tech University, Ajax, Canada; 2Ontario Tech University,

Oshawa, Canada

Background: Adults with intellectual disability experience dispropor-

tionately high rates of physical and mental health conditions that can

be prevented, mitigated, and improved through health-promoting

behaviours, such as regular physical activity. However, this population

has been shown to engage in considerably lower levels of physical

activity compared to adults without intellectual disability, and this can

have a negative impact on their health and fitness. This study's objec-

tive was to explore the various factors that influence physical activity

participation among adults with intellectual disability.

Methods: This study utilized qualitative phenomenological inquiry to

explore facilitators and barriers to physical activity, with an emphasis on

capturing the perspectives of adults with intellectual disability (n=13) who

attended day programs that incorporated physical activities. Two focus

groups were employed and were guided by a set of semi-structured inter-

view questions. Audio recordings were transcribed verbatim, and the

resulting transcripts were coded in NVivo and thematically analyzed.

Results: A total of seven over-arching themes emerged from the data.

The four facilitator themes related to (1) the individual, (2) their supports,

(3) the programs they attend, and (4) the resources to which they have

access. The three barrier themes related to (1) internal influences, (2) exter-

nal influences, and (3) difficulty in recognizing and understanding barriers.

Conclusions: The results suggest that adults with intellectual disability

face a variety of facilitators and barriers to their physical activity, which

often act in combination to influence participation. This information

can be used in conjunction with previous research to inform and

develop strategies, programs, organizations, and policies to improve the

physical activity specific to this population, which has the potential to

positively impact their fitness and overall health and well-being.

Track 2c Parenting

PRESENTATIONS IN A SYMPOSIUM

Supporting mothers with intellectual and developmental
disabilities

Clinician attitudes around perinatal care of women with intellectual

and developmental disabilities

Lauren Smith1, Anne Valentine1, Aishwarya Khanna1, Sandy Ho1,

Tiffany Moore Simas2, Susan Parish3, Monika Mitra1

1Brandeis University, Waltham, Massachusetts, USA; 2University of

Massachusetts Medical School, Worcester, Massachusetts, USA; 3Virginia

Commonwealth University, Richmond, USA

Background: This study examines clinician attitudes towards mater-

nity care of women with intellectual and developmental disabilities

from the perspectives of both clinicians and women.

Method: We conducted semi-structured individual interviews and

one focus group with clinicians (n=17) and individual interviews with

women with intellectual and developmental disabilities (n=16). Both

datasets were analyzed separately using a content analysis approach.

Then themes related to clinician attitudes from both datasets were

compared and analyzed to determine larger themes and relationships.

Results: Themes of negative clinician attitudes around pregnancy in

women with intellectual and developmental disabilities include: 1)

inability to parent, 2) inability to make care decisions, 3) inability to

understand/follow clinician instructions, 4) biased sterilization practices

and provision of contraception, 5) clinician unwillingness to provide

care. Positive attitudes include: 1) responsibility to accommodate, such

as with extra visit time, 2) clinician advocacy on a woman's behalf, and

3) support of clinician and staff training and development of guidelines.

Conclusions: Clinician attitudes constitute a substantial barrier to

appropriate perinatal care of women with intellectual and develop-

mental disabilities. Clinician training to address attitudes, stigma, and

communication as well as materials and supports accessible to women

with intellectual and developmental disabilities are needed to facilitate

better care experiences and improve outcomes for women with intel-

lectual and developmental disabilities.

Child protection involvement of children of mothers with intellectual

disability

Fernando Lima2, Helen Leonard1, Melissa O'Donnell3, Jenny Bourke1,

Brittany Mann1, Alison Gibberd4, Gwynnyth Llewellyn5
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1Telethon Kids Institute, Perth, Australia; 2Telethon Kids Institute, West

Perth, Australia; 3Australian Centre for Child Protection, Adelaide,

Australia; 4University of Melbourne, Melbourne, Australia; 5Centre for

Disability Research and Policy, University of Sydney, Sydney, Australia

Background: To investigate child protection involvement for chil-

dren born to mothers with intellectual disability.

Method: A cohort of 1,106 children born to a mother with intellectual

disability and a comparison group of 9,796 children of mothers with-

out intellectual disability were identified using linked administrative

data. Cox regression analyses were conducted to investigate risk of

child involvement with child protection services and care placement.

The analysis was conducted stratifying by maternal Aboriginal status.

Results: Children born to a mother with intellectual disability were at

higher risk of having contact with child protection services (HR: 4.35

(3.92-4.83)) and placement in out-of-home care (HR: 6.21(5. 19-7.44)).

For non-Aboriginal children, the risks of child protection involvement

and placement for those born to mothers with intellectual disability

were 7 times and 12 times higher than those of mothers without intel-

lectual disability, respectively. The risk was lower for Aboriginal chil-

dren, at 1.7 and 1.9 times. Infants were at higher risk of child

protection involvement compared to other age-groups. Maternal men-

tal health and substance use moderated the increased risk found.

Conclusions: Intellectual disability alone is not sufficient justification for

removal of children from their parents. The challenge for services is ensur-

ing that resources and supports are adequate to meet the family's needs.

Clinician barriers to perinatal care of women with intellectual and

developmental disabilities

Lauren Smith1, Anne Valentine1, Tiffany Moore Simas2, Alanna Levy1,

Susan Parish3, Monika Mitra1

1Brandeis University, Waltham, Massachusetts, USA; 2University of

Massachusetts Medical School, Worcester, Massachusetts, USA; 3Virginia

Commonwealth University, Richmond, Virginia, USA

Background: This qualitative study examined clinician perspectives

about perinatal care for pregnant women with intellectual and devel-

opmental disabilities to better understand the potential mechanisms

driving perinatal health disparities and unmet needs reported by

women with intellectual and developmental disabilities.

Method: We conducted semi-structured interviews and one focus

group with 17 US obstetric care providers who have experience pro-

viding perinatal care to pregnant women with intellectual and devel-

opmental disabilities. Using a content analysis approach, inductive and

deductive coding techniques and category development, codes were

systematically applied to transcripts. Themes related to clinician-

perceived barriers to care are reported.

Results: Participants reported barriers in three distinct levels: 1) individ-

ual clinicians (e.g., communication challenges, care continuity, clinician

knowledge); 2) practices (e.g., lack of practice protocols, identification

of intellectual disability status); 3) systems (e.g., lack of available clini-

cian training on pregnancy and intellectual disability, lack of guidelines).

Conclusions: Clinicians experience barriers providing care to pregnant

women with intellectual and developmental disabilities across individ-

ual, practice, and system levels. These findings suggest care would

improve with increased clinician access to training and evidence-

based guidelines for perinatal care of women with intellectual and

developmental disabilities.

Perinatal mental illness among women with intellectual and

developmental disabilities

Hilary Brown1, Simone Vigod2, Simon Chen3, Susan Havercamp4,

Susan Parish5, Yona Lunsky6

1University of Toronto Scarborough, Toronto, Canada; 2Women's College

Hospital, Toronto, Canada; 3Institute for Clinical Evaluative Sciences,

Toronto, Canada; 4Ohio State University, Columbus, Ohio, USA; 5Virginia

Commonwealth University, Richmond, Virginia, USA; 6Centre for

Addiction and Mental Health, Toronto, Canada

Background: To compare the risks of incident and ongoing mental ill-

ness in the perinatal period among women with and without intellec-

tual and developmental disabilities.

Method: We conducted a population-based cohort study of 15 to

49-year-old women with intellectual and developmental disabilities

(n=2,227) and those without disabilities (n=1,601,363) in Ontario,

Canada, all with a singleton obstetrical delivery (2003-2018). We used

modified Poisson regression to estimate adjusted relative risks (aRR)

of health care encounters for mental illness between conception and

365 days postpartum, among women with and without a history of

mental illness.

Results: Compared to women without disabilities, the risk of mental ill-

ness in the perinatal period was elevated among women with intellec-

tual and developmental disabilities with (aRR 1.27, 95% CI 1.22-1.33)

and without a history of mental illness (aRR 1.59, 95% CI 1.46-1.73).

Risks were elevated for prenatal and postpartum mental illness; for

mood and anxiety, psychotic disorders, substance use disorders, and

self-harm/suicide; and for ambulatory and acute mental health care use.

Conclusions: Our findings demonstrate an urgent need to improve

mental health supports for women with intellectual and developmen-

tal disabilities in pregnancy and across the postpartum period, with

attention not only to women with a history of mental illness but also

women with no prior mental illness.

ORAL PRESENTATIONS

The experiences of mothers with an intellectual disability in light of

the affirmative model

Carmit Noa Shpigelman1, Moran Bar1

1University of Haifa, Haifa, Israel

Background: Article 23 of the Convention on the Rights of Persons

with Disabilities calls us to respect people with disabilities' right to

1280 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1280 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


have a family. However, women with intellectual disability have long

been perceived as incapable of being successful mothers. Previous

studies on mothers with intellectual disability have focused on nega-

tive outcomes regarding the children's poor health and loss of cus-

tody. The aim of the study is to explore the subjective experiences of

mothers with intellectual disability in light of the affirmative model of

disabilities, focusing on the empowering aspects of the motherhood

journey alongside the challenges.

Method: In-depth interviews were conducted with ten Israeli mothers

with ID who live in the community.

Results: Qualitative content analysis produced five themes: a)

Inherent desire to become a mother; b) No prior education and

guidance on how to become a mother and take care of the chil-

dren; c) Motherhood was perceived as a positive experience; d)

the motherhood journey contributed to the women's sense of self-

efficacy; e) family support was perceived as a primary resource to

success.

Conclusions: Practitioners should focus on the positive side of parent-

ing for women with intellectual disability and support their needs in a

way that empowers the mothers and their families.

Discourse analysis of child welfare court reports of parents with

intellectual disability

Laura Pacheco1, Marjorie Aunos1, Rahel More2, Rachelle Rose3

1CIUSSS-ODIM, Lachine, Canada; 2Universitat Klagenfurt, Klagenfurt,

Austria; 3McGill University, Montreal, Canada

Background: The lives of parents with intellectual disability is con-

strained by intersecting discourses on ableism and ideal parenting.

There is scant research that has explored the discursive conditions

embedded within child welfare court reports of parents with intellec-

tual disability. The aim of this study is to explore how parents with

intellectual disability are constructed and how this construction influ-

ences decision making within child welfare courts.

Methods: The overall research project utilized mixed methods on pub-

licly available court reports of parents with intellectual disability in

Quebec, Canada. A three-level critical discourse analysis was per-

formed on 15 child welfare court reports that met the inclusion

criteria.

Results: Different terms were used to describe the parents' intellec-

tual disability, and the intellectual disability was primarily used to con-

struct the unfit parent. Three intersecting discursive patterns emerged

from the court reports: The deviant parent with intellectual disability

vs. the capable alternate caregiver, Love is not enough for parents

with intellectual disability, and highly scrutinized yet voiceless in court

proceedings.

Conclusions: Critical documents, such as child welfare court reports,

mirror the ways in which marginalized communities, such parents with

intellectual disability, are regarded and treated in different facets of

society. Unveiling these hidden ideological assumptions can challenge

and confront unequal power relations.

Perinatal care experiences of people with intellectual and

developmental disabilities in Ontario

Momina Khan1, Hilary Brown2, Yona Lunsky3, Kate Welsh2, Susan

Havercamp4, Laurie Proulx2, Lesley Tarasoff2

1Dalla Lana School of Public Health University of Toronto, Toronto,

Canada; 2University of Toronto, Scarborough, Canada; 3CAMH, Toronto,

Canada; 4Ohio State University, Columbus, Ohio, USA

Background: Accessible and quality care during the perinatal period is

critical for optimal maternal and neonatal health. Using the socio-

ecological model, the purpose of this study was to explore barriers

and facilitators that shape the perinatal care experiences of people

with intellectual and developmental disabilities.

Methods: Semi-structured interviews were conducted with 10 individ-

uals with intellectual and developmental disabilities in Ontario,

Canada. Interviews focused on care experiences before, during, and

after pregnancy. Data were analyzed using a directed content analysis

approach, and the socio-ecological model guided analysis.

Results: Barriers at the societal (e.g., cultural norms of motherhood), pol-

icy/institutional (e.g., child protection policies and practices), interper-

sonal (e.g., inadequate formal and informal support), and intrapersonal

levels (e.g., internalized stigma) contributed to participants having nega-

tive perinatal care experiences. Conversely, we identified facilitators on

the interpersonal level (e.g., positive interactions with perinatal care pro-

viders) as positively shaping participants' perinatal care experiences.

Conclusions: Perinatal care experiences of people with intellectual

and developmental disabilities are shaped by several factors that

largely stem from societal-level barriers. There is a need for interven-

tions at multiple levels including the development of policies to sup-

port diverse populations and training perinatal care providers to enact

policies at the institutional and interpersonal levels.

Severe maternal morbidity among women with intellectual and

developmental disabilities

Willi Horner-Johnson1, Bharti Garg1, Blair Darney1, Frances Biel1,

Aaron Caughey1

1Oregon Health & Science University, Portland, Oregon, USA

Background: We assessed differences in severe maternal morbidity

(SMM) and other perinatal complications by presence and type of

disability.

Method: We conducted a retrospective cohort study of deliveries in

California, USA, using birth certificate data linked with hospital dis-

charge records from 2000-2012 (n=5,787,090). Maternal disability sta-

tus and type (physical, sensory, intellectual and developmental

disabilities) were identified by diagnosis codes in discharge records. Our

primary outcome was a composite indicator of SMM. Other perinatal

complications (e.g., pre-eclampsia; perinatal mental disorders) were sec-

ondary outcomes. Logistic regression models tested the association of

disability status and type with SMM and secondary outcomes while

adjusting for sociodemographic, health and pregnancy characteristics.
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Results: Odds of SMM were significantly elevated for women with

intellectual and developmental disabilities compared to women with-

out disabilities (adjusted odds ratio=2.42, 95% CI: 1.82, 3.21). Most

secondary outcomes were also significantly more common among

women with intellectual and developmental disabilities. In particular,

more than one quarter of births to women with intellectual and devel-

opmental disabilities were complicated by mental health disorders in

pregnancy or postpartum (26.5% vs. 1.2% for women without disabil-

ities, p<0.001).

Conclusions: Women with intellectual and developmental disabilities

have elevated risk of SMM and other perinatal complications. Efforts

are needed to address preventable health conditions and systemic

and social risk factors that may contribute to risk.

Born to challenge: Adjustment and personal growth of adults raised

by a parent with mental disabilities or intellectual and developmental

disabilities

Dorit Weshler1

1Bar Ilan University, Tel Aviv, Israel

Background: The objective of this mixed method study was to explore

the unique and combined contribution of intrapersonal factors, social-

ecological factors, and coping strategies to the adjustment and per-

sonal growth of adults raised by a person with disabilities.

Method: A comparative analysis assessed these factors alongside a

sample population of adults raised by parents without a disability.

215 adults participated in the study.

Results: Participants raised by a person with a disability presented

higher levels of perceived stress and as receiving lower levels of

parental care; and reported a lower perception of social support and

levels of mental health. Paternal care was found to moderate the link

between being raised by a person with disabilities and perceived

stress. Avoidant attachment orientation and problem-focused coping

were found to mediate the impact of perceived stress on mental

health. Six main qualitative themes emerged (and are connected to

the quantitative data).

Conclusions: The findings of this study will add nuance and depth to

policy makers' engagement with the human rights of people with dis-

abilities, specifically with regards to their capacity for parenting. The

study identifies the specific needs of the children of PWD and sup-

portive family members, and can feed into the development of appro-

priate programs to address the unique challenges that these

families face.

The taboo of desiring to be parents of adults with intellectual

disabilities living in care homes

Tamara Guenoun1, Barbara Smaniotto1, Christophe Clesse2, Aziz

Essadek2, Estelle Veyron Lacroix1

1University Lyon 2, Lyon, France; 2University of Lorraine, Nancy, France

Background: This research focuses on the parenting desires of adults

with intellectual disabilities living in care homes in France. While this

desire is recognized as a fundamental right, it seems to be marginal-

ized within this population. The objective of this study is to evaluate

the reception and accompaniment offered by the support network of

care homes' residents.

Method: We carried out interviews with life history method with

seven family caregivers. Two focus groups using photo-expression

have also been conducted with care homes' professionals. Both were

analysed with a narrative analysis method.

Results: The desire of adults with intellectual disabilities to have chil-

dren is taboo within families and institutions. In the day-to-day

accompaniment, the support network unwittingly contributes to pro-

hibit/cancel this type of desire. Among residents, hypersexualisation

or asexualisation appear to be adaptative behaviors activated to com-

ply with the institution's norms.

Conclusions: People with intellectual disabilities are at risk of inter-

nalising stigma surrounding their affective and intimate desires, inducing

psychological distress. Highlighting the mechanisms of invisibilisation of

these desires can help the support network to overcome the institutional

violence originated in their preconceptions toward sexuality/parenting

desires of individuals with moderate to severe intellectual disabilities.

The toolkit-promoted insights about future parenting in students

with intellectual disabilities that led to My Adult Life

Eva Randell1, Gunnel Janeslätt2, Berit Höglund3

1Dalarna University, Falun, Sweden; 2SUF Resource Center, Uppsala,

Sweden; 3Uppsala University, Uppsala, Sweden

Background: To present how research can inspire to further devel-

opment of educational material starting with a study evaluating an

intervention using the Toolkit among students with intellectual dis-

abilities in special schools.

Method: The material was evaluated in students (n=16) with mild or

moderate intellectual disabilities who participated in an intervention

model created to provide knowledge and experiences about future

parenting. The intervention included a combination of 13 weekly the-

oretical lessons using the Toolkit “Children—what does that involve?”
(ASVZ) and a three-day caring session with the RCB simulator. Individ-

ual interviews were done after the intervention was completed. Quali-

tative content analysis was used.

Results: The students with intellectual disabilities reported that the

intervention provided important thoughts and insights on future par-

enting, providing a basis for informed decisions. The ability to be

responsible and have autonomy in life and in caring for a future child

was described as important to the students.

Conclusions: The intervention could equip students with intellectual

disabilities with insights about future parenting. The adapted Toolkit

will be further developed in a new project “My Adult Life” that will

benefit practice in special schools. Short information about the new

project will be provided.
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Severe maternal morbidity among US women: Disparities at the

intersection of intellectual and developmental disabilities and race/

ethnicity

Ilhom Akobirshoev1, Monika Mitra2

1Brandeis University, Waltham, Massachusetts, USA; 2Lurie Institute,

Brandeis University, Waltham, Massachusetts, USA

Background: This study aimed to assess severe maternal morbidity

(SMM) risk at the intersection of intellectual and developmental dis-

ability and race or ethnicity.

Method: We analyzed data from the 2004-17 Healthcare Cost and

Utilization Project Nationwide Inpatient Sample. We used modified

Poisson regression to compare non-Hispanic White women with IDD

and women with and without intellectual and developmental disability

in three other race/ethnicity groups (non-Hispanic Black, Hispanic,

non-Hispanic other race) to a reference group of non-Hispanic White

women without intellectual and developmental disability.

Results: We found that the disparities in SMM for women with intel-

lectual and developmental disability who were Black, Hispanic and

from other race were additive, with the adjusted risk ratio (RR=2.51;

95%CI: 1.95-3.25 for Black women with intellectual and developmen-

tal disability, RR=2.42; 95%CI: 1.74-3.37 for Hispanic women with

intellectual and developmental disability, and RR=2.75; 95%CI:

1.86-4.08 for other race IDD women) equal to the sum of the risk

ratios for intellectual and developmental disability alone (RR=1.29;

95% CI: 1.35 - 2.06) and Black race alone (PR, 1.47; 95% CI, 1.36–

1.58) and respectively, Black race alone (RR=1.41;95% CI: 1.13-1.77),

Hispanic ethnicity alone (RR=1.31; 95%CI: 1.04-1.66), and other race

alone (RR=0.81; 95% CI: 0.57 - 1.17).

Conclusions: Targeted efforts are needed to prevent SMM risk in

women of reproductive age with intellectual and developmental dis-

ability in these minoritized racial and ethnic groups.

Israeli social workers' attitudes on parenting with an intellectual

disability

Ayelet Gur1

1Tel Hai Academic College, Upper Galilee, Israel

Background: Article 23 of the United Nations Convention on the Rights

of Persons with Disabilities aims to ensure that persons with disabilities

can create a family by providing adequate supports. Social workers are

required simultaneously to support parents' rights and to secure the

health and well-being of their children, a position fraught with chal-

lenges and complexities. This study aims to explore the experiences of

Israeli social workers relating to parenthood of persons with disabilities.

Method: A qualitative method using semi-structured interviews with

twenty-one social workers. A thematic analysis was used to identify

major themes.

Results: Social workers recognized the parental desires of adults with

intellectual disabilities. Furthermore, social workers acknowledge their

role to support parents in exercising their right to parent their chil-

dren, despite their own personal perceptions of their parental

capacity.

Conclusions: Social workers often feel conflicted regarding the capa-

bility of parents with intellectual disabilities, with a conscious desire

to honor their duty to support these clients. Social workers' training is

critical to ensure adequate support for these parents in Israel.

Parenting with intellectual disability and structural violence: A case

study approach from Iceland

James Rice1, Helga Baldvins Bjargard�ottir2, Hanna Björg

Sigurj�onsd�ottir1

1University of Iceland, Reykjavík, Iceland2; Helga Baldvins Bjargard�ottir

hdl, Reykjavík, Iceland

Background: This contribution is a collective re-analysis drawn from a

number of projects in Iceland focused on parenting with a disability

spanning a two-decade period. The core purpose of these projects is

to understand why parents with intellectual disabilities encounter

such difficulties with the child protection system. Our aim with this

contribution is to identify, through a longitudinal and comparative

framework, why these difficulties persist despite a changing disability

rights environment.

Method: A case study methodology has been employed, highlighting

cases from each research project that focus narrowly on the parents'

struggles with the child protection system in the context of the mater-

nity ward.

Results: The findings, framed in the concept of structural violence,

indicate poor working practices on the part of healthcare and child

protection, a lack of trust between parents and professionals, and that

context is still ignored in favour of disability as the explanatory frame-

work for the perceived inadequacies of the parents.

Conclusions: We contend that child protection authorities continue

to remain out of step with developments in disability and human

rights. The contribution concludes to make a case as to why the con-

cept of structural violence is a useful framework for criticism and

advocacy work in this area.

What are the experiences of professionals working with parents

with intellectual disabilities?

Agnieszka Anna Pytlowana1, Biza Stenfert Kroese2

1University of Birmingham, Wolverhampton, UK; 2University of

Birmingham, Birmingham, UK

Background: It has been recommended by the IASSIDD Special Inter-

est Research Group that social, health and other relevant profes-

sionals work collaboratively in order to support parents with

intellectual disability and their children. The aim of this meta-

ethnography was to review existing literature on how professionals
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experience working with parents with intellectual disability, in order

to inform practice guidelines on how parents with intellectual disabil-

ity should be supported.

Method: A systematic search took place using five databases and fif-

teen peer-reviewed papers were identified based on the relevant

inclusion and exclusion criteria. The quality of each included paper

was systematically evaluated. The method of meta-ethnography was

used in order to synthesise the qualitative data from the identified

studies.

Results: The synthesis offered six themes: Concerns about Knowledge

and Experience, Importance of and Difficulties with Available Support,

Importance of and Challenges with Liaison with and between Profes-

sionals, Differences in Power, Conflicting Priorities – parents or chil-

dren? and Personal Impact on Professionals.

Conclusions: The results are discussed in the context of two theories:

psychological safety and burnout. Aspects of each theme relating to

these theories are discussed, and recommendations for further

research and practice improvement are made.

Reproductive freedom for women with intellectual disability

Agnieszka Wołowicz1

1Warsaw University, Warszawa, Poland

Background: The aim is to widen a social reflection on the theme of

access to reproductive rights and the right to family life for women

with intellectual disabilities in Polish conditions, in which the adult-

hood of people with intellectual disabilities is a taboo subject and the

reproductive rights of women are limited.

Method: Intersectional qualitative research, 25 in-depth interviews

(with mothers with intellectual disabilities and their mothers), analysed

according to the procedures of Grounded Theory.

Results: The common understanding of reproductive freedom does

not include the intellectual disabilities variable. Women with intellec-

tual disabilities are discriminated in access to the above-mentioned

rights, both in social practice and legal regulations. It is visible in:

undermining the right to making procreative decisions; creating a

social image of women with intellectual disabilities as incompetent

mothers; limiting their influence on the child upbringing.

Conclusions: The area of the right to procreation is full of normative

cracks. Women with intellectual disabilities, due to their gender, dis-

ability and its type, belong to various discriminated groups at the same

time. This results in a specific experience of discrimination in the area

of reproductive freedom, which is further strengthened by the specific

context of the Central and Eastern European country.

How do fathers with intellectual disabilities who have had children

removed make sense of this?

Biza Stenfert Kroese1

1University of Birmingham, Birmingham, UK

Background: Experiences of fathers with intellectual disabilities

whose children have been removed from their care are under-

researched. The aim of this study was to provide insights into the

experiences of these fathers and those of professionals working with

them, to inform future practice and policy in this area.

Method: Template Analysis (TA) was used to make sense of data gath-

ered via individual semi-structured interviews with five professionals.

Interpretative Phenomenological Analysis (IPA) was used to analyse

interviews with five fathers.

Results: The TA resulted in first-level themes: Importance of and Diffi-

culties with Available Support, Differences in Power, Stigma of being

Male and Multiple Trauma. The IPA produced the following themes:

The Court as a Lion's Den, Fighting for my Role as a Father and The

Personal Cost of it All.

Conclusions: The findings highlight that fathers with intellectual dis-

abilities find the experience of their children being removed from their

care overwhelmingly painful. The processes by which these decisions

are made are seen as unfair by both professionals and fathers them-

selves. Recommendations for practice improvement and service deliv-

ery/innovation prior, during and after court involvement are offered.

Supporting parents with intellectual disabilities in child welfare: A

systematic review

Astraea Augsberger1, Wendy Zeitlin2, Sarah Lorr3, Noor Toraif4, Kira

Chontow2

1Boston University, Boston, Massachusetts, USA; 2Montclair State

University, Montclair, New Jersey, USA; 3Brooklyn Law School, New York,

USA; 4Boston University School of Social Work, Boston,

Massachusetts, USA

Background: Parents with intellectual disabilities are overrepresented

in child welfare. However, there is a lack of empirical research in the

U.S. to guide interventions. This study examines: 1) What are risk fac-

tors for child welfare involvement among parents with intellectual dis-

abilities? 2) What interventions exist to support parents with

intellectual disabilities? and 3) What are research recommendations to

advance the field?

Method: A systematic review was conducted on four databases: Goo-

gle Scholar, ProQuest Central, PsycINFO, and ERIC using key search

terms (e.g., intellectual disabilities, learning disabilities, child welfare).

Inclusion criteria included articles relevant to the US, in English, and

between the years 1987 to 2019. Data were analyzed using content

analysis.

Results: Fifty-four articles were identified. Risk factors included

parental race, poverty, housing instability, substance use, mental ill-

ness, interpersonal violence, and low levels of social support. Inter-

ventions included parent support groups, navigation services and

home visiting programs. Recommendations included developing and

validating intellectual disabilities assessment tools, offering targeted

and intensive parenting programs, and training child welfare

professionals.
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Conclusions: Results demonstrate the need for child welfare system-

level capacity building in order to identify parents with intellectual dis-

abilities, provide tailored parenting programs/services, and training/

support of professionals to meet the unique needs of this population.

Mothers with mild intellectual disabilities and child behavior

problems: The role of maternal sensitivity, trauma and IQ

Tommie Forslund1, Lene Lindberg2, Lydia Springer3, Pehr Granqvist1

1Department of Psychology, Stockholm University, Stockholm, Sweden;
2Karolinska Institute, Stockholm, Sweden; 3SUF Resource Center, Region

Uppsala, Uppsala, Sweden

Background: The research aim was to investigate if children of

mothers with mild intellectual disabilities display higher levels of

behavior problems than matched comparison children, and if prob-

lems are predicted by maternal sensitivity, maternal experiences of

abuse, trauma, and maltreatment (ATM), and/or intelligence.

Method: Participants were 23 mothers with mild intellectual disabil-

ities and their children (M age = 77 months, 58% boys), and 25 socio-

economically matched comparison mothers/children. Child behavior

problems (psychosomatic, anxiety, anger, hyperactivity, total) were

assessed with maternal ratings, maternal ATM, with semi-structured

interviews (Granqvist et al., 2014), maternal sensitivity with structured

observations (Lindberg et al., 2016), and maternal intelligence with a

subtest from WAIS-III.

Results: Children of mothers with intellectual disabilities were higher

in all problems but anxiety. Maternal sensitivity was associated with

anger (r = �.66), hyperactivity (r = �.51) and total problems (r =

�.53), and maternal ATM with anger (r = .58). Maternal intelligence

was unrelated to child behavior problems, all associations remained

with control for intelligence, and the association between sensitivity

and anger remained with control for child hyperactivity. Robust mea-

sures (bootstrapping, 1000 samples, BCa) were used.

Conclusions: Clinical practice must take into account the impact of

trauma on the capacity of mothers with intellectual disabilities to give

sensitive care and their children's behavioral development.

Screening for parental intellectual disability: A first step in delivering

inclusive services?

David McConnell1, Marjorie Aunos2, Laura Pacheco2, Maurice

Feldman3

1University of Alberta, Edmonton, Canada; 2Centre Intégré Universitaire

de Santé et de Services Sociaux de l'Ouest-de-l'Îl, Montreal, Canada;
3Brock University, St. Catharines, Canada

Background: Early identification of parental intellectual disability may

be key to the planning and delivery of appropriately adapted supports

and services. The purpose of this study was to investigate the perfor-

mance of a brief screener for parental intellectual disability.

Method: A total of 185 parents, including 91 parents in receipt of spe-

cialist intellectual disability services and 94 parents utilizing generic

family support services, completed an interview/survey which incor-

porated candidate screening questions.

Results: The results of logistic regression and ROC curve analysis

showed that a simple four-item screener performed well (accuracy

90.44%, sensitivity 92.31%, specificity 90.43%, AUC .96).

Conclusions: The potential benefits of screening have to be weighed

up against the risks of potential misuse. We therefore suggest that

screening be introduced in the context of continuing professional

education and initiatives to build system's capacity to support parents

with intellectual disability and their families.

Improving communication about “good parenting” between parents

with mild intellectual disabilities and professionals

Carola van Hof1

1Alliade Care Group, Beetsterzwaag, The Netherlands

Background: In care and support for parents with mild intellectual dis-

abilities, tools are available to determine the safety of the child and

risks. However, it remains unclear if these tools fit the needs of parents.

What is helpful for parents and care professionals when communicating

about (good enough) parenting in a supportive manner? This project

aims to gain insight in aspects and needs in communication about (good

enough) parenting between parents with mild intellectual disabilities

and care professionals. This leads to prerequisites for both parents and

care professionals for a (visual) tool to support communication about

parenting skills.

Method: This qualitative study follows the Adapted Intervention Map-

ping (AIM) protocol consisting of six steps: from needs assessment, to

specifying aims, selecting communication elements, leading to the

development of a tool, implementation and evaluation. All stake-

holders are involved: parents with mild intellectual disabilities, care

professionals, social services (practice) and scientists (theoretic evi-

dence and literature). Data of these four perspectives are gathered

through literature search, qualitative interviews and focus groups with

parents and care professionals.

Results: Results of analysed data, differences and matching needs in

communication will be analysed.

Conclusions: The developmental process and first results on prerequi-

sites for a visual tool will be presented at the congress.

Advice on navigating the child protection "bumpy road" by those

who have travelled it

Margaret Spencer1, Susan Collings1

1University of Sydney, Camperdown, Australia

Background: Parents with intellectual and developmental disabilities

who encounter child protection systems experience differential
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treatment and outcomes. These parents need reliable and accessible

information to enable them to assert their rights in decisions about

their child's best interests. This presentation reports on an evaluation

of Participatory Action Research (PAR) with a group of parents with

intellectual and developmental disabilities with lived experience of the

child protection system that was used to create a website for other

parents.

Method: Eight parents participated in facilitated workshops over

12 months. Parents and facilitators were interviewed prior to and at

the Conclusions of the project. Inductive thematic analysis was

conducted.

Results: Themes demonstrate the transformative impact of PAR on

project members. Parents were motivated to participate so the knowl-

edge they had gained through their painful experience could help

other parents. However, they did not anticipate that participation

would enhance their interpersonal skills and confidence. Workers

observed that the website became a physical manifestation of the

personal growth parents had undergone during the project.

Conclusions: This project demonstrates the efficacy of PAR as a

means of involving parents with IDD as experts and partners in

effecting change and the sensitivity and skilled facilitation needed to

achieve positive outcomes.

Love is not enough: Analyses of court reports on parents with

intellectual and developmental disabilities

Marjorie Aunos1, Rahel More2, Rachelle Rose3, Laura Pacheco3

1Brock University, Montreal, Canada; 2Alpen-Adria-Universität

Klagenfurt, Wörthersee, Austria; 3McGill University, Montreal, Canada

Background: Parents with intellectual and developmental disabilities face

disparities in the child welfare courts. However, little is known about the

data contained in court reports and how it is interpreted in cases of parents

with intellectual and developmental disabilities. The purpose of this study

was to survey child welfare court reports of parents with intellectual and

developmental disabilities to document the demographic data, decipher

how judgesmake their decisions and based onwhat evidence.

Methods: 119 reports concerning one or both parents with intellec-

tual and developmental disabilities, were found in an open-access site.

These reports include 128 children of 106 different families headed

by at least one parent with intellectual and developmental disabilities.

A grid was developed by the authors to analyze the court files, aiming

to provide descriptive statistics as well as a basis for further analysis.

Results: The parents' health and diagnosis, reason for referral, services

received, history of domestic violence, substance abuse and criminal

record will be presented. Parents' intellectual disability was often used

to substantiate claims of parental incapacity.

Conclusions: Parents with intellectual and developmental disabilities

are subject to injustice in the child welfare courts, as they experi-

ence higher rates of child removal, restricted access to their chil-

dren and a lack of services to support the identified issues

presented in court.

Track 2d Inclusion/Inclusive Research

WORKSHOPS

Experience experts and diversity: Contextual work with experience

experts in different fields

Kitty Jurris1, Gerard Nass2, Quinta Ansem1

1University Windesheim, Almere, The Netherlands; 2Gerard Nass,

Nijmegen, The Netherlands

Description: Collaboration with experience experts in various fields and

within different sectors is booming. We focus on the field of NAH (Non-

congenital brain injury), poverty policy and the support of people with mild

intellectual disabilities (LVG). Due to specific circumstances such as pov-

erty, limitations in cognition and other mental conditions, these people

usually have less access to the regular participation and training programs.

Contribution: We discuss how knowledge from these three sectors

can reinforce each other and look for general principles that are of

value for a greater diversity of experiential expertise. Extra attention

will be paid to the role of the (assistance) context and strategies to

prevent pitfalls and obstacles to the ownership of this diverse group

with a diversity of possibilities and limitations.

Doing inclusive mental health research with people with intellectual

and developmental disabilities in a Canadian mental health service

Nicole Bobbette1, Patrick Jachyra2, Muhammad Irfan Jiwa2, Yona

Lunsky2

1Queen's University, Kingston, Canada; 2Centre for Addiction and Mental

Health, Toronto, Canada

Description: The need for inclusive research and practice to support the

mental health of people with IDD is needed now, more than ever with

the onset of the global pandemic. Inclusive mental health research will

expand our understanding of the daily lives, needs, and abilities of this

group, and has potential to generate new insights to guide mental health

interventions, policies, and practices. In this workshop, presenters will

discuss innovative inclusive research practices and programs currently

being supported through the Azrieli Adult Neurodevelopmental Centre

at the Centre for Addiction and Mental Health in Ontario, Canada. Pre-

senters will share experiences with digital storytelling methods, as well

as the development and implementation of virtual peer support pro-

grams and an inclusive research training course. The workshop will con-

tribute to furthering our understanding of how to 1) implement inclusive

mental health research practices, 2) build capacity among self-advocates,

researchers and clinicians and 3) foster mental health.

Contribution: Through this workshop we will encourage sharing and

discussion of successful strategies and challenges in the implementa-

tion of inclusive mental health research and education. The aim will be

to build capacity amongst participants and encourage the uptake of

inclusive practices in mental health service research, and evaluation.
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ORAL PRESENTATIONS

We are now meeting online! Doing inclusive research during the

Covid-19 pandemic

Lisa Acheson1, Fionn Angus1, Jonathan Angus1, Christina Burke1,

Edurne García Iriarte2, Brian Hogan1, Rob Hopkins3, Nicola Maxwell4,

Orla McMahon1, Kathleen McMeel1, Helen O'Regan1, Pauline

Skehan1, Michael Sulllivan1

1Inclusive Research Network, Galway, Ireland; 2Trinity College Dublin,

The University of Dublin, Dublin, Ireland; 3Brothers of Charity Clare,

Ennis, Ireland; 4University College Cork, Cork, Ireland

Background: Inclusive research is about involving people with intellec-

tual disabilities in research, rather than doing research on them. Inclu-

sive research is supported by the Convention on the Rights of Persons

with Disabilities, which calls for active participation of disabled people

in all aspects important to them. Inclusive researchers learn about the

lives of people with intellectual disabilities, gain confidence, research

skills and new friends. Lockdown periods since March 2020 have meant

that much of the work, education, social relations and research have

happened online across the world. People with intellectual disabilities

do not have the same access to technology as non-disabled people and

they may not know how to use it. However, online meetings were the

only alternative for an Inclusive Research group to continue their

research during lockdown.

Methods: In this presentation, we reflect on the impact of living dur-

ing Covid-19, on the challenges and opportunities that this time had

in our research and in our lives. We looked at the research meetings

minutes from March 2020 to March 2021 and gathered personal

accounts of researchers at two focus groups.

Results/Conclusions: Using our findings, we make recommendations

about doing inclusive research online and about access and use of

technology.

How are individuals with intellectual disability Involved in program

evaluation? A scoping review

Golnaz Ghaderi1, Peter Milley1, Rosemary Lysaght2

1University of Ottawa, Ottawa, Canada; 2Queen's University, Kingston,

Canada

Background: In response to a lack of empirically informed guidance on

how to conduct participatory evaluations involving persons with intel-

lectual disabilities, we report findings from a scoping review that exam-

ined how persons with intellectual disabilities have been engaged as

active participants in evaluations and applied research.

Method: Following the PRISMA method, we conducted a search for

empirical studies in all relevant library databases and the major evalua-

tion journals. After title and abstract review of 6624 sources and then

a full-text review of 39 sources, we deemed a total of 34 articles met

our inclusion criteria. This sample was then coded and analyzed using

thematic analysis.

Results: The findings address four categories of interest: 1) philosoph-

ical underpinnings and practical justifications for using participatory

approaches based on study objectives, research contexts and ratio-

nales for inclusion, 2) specific approaches for including persons with

intellectual disabilities in various phases of the research cycle, 3)

reflections by researchers and persons with intellectual disabilities as

co-researchers regarding their relationships, the inclusion process, and

mutual learning, and 4) methodological considerations and limitations.

Conclusions: Findings provide conceptual and practical guidance for

evaluators and others engaged in applied research when designing par-

ticipatory methodologies involving persons with intellectual disabilities.

The ambitions, motivations and experiences of co-researchers in an

inclusive research project

Sue Caton1, Melanie Chapman1, Daniel Docherty2

1Manchester Metropolitan University, Manchester, UK; 2Spice,

Manchester, UK

Background: There is a long tradition of involving people with intellectual

disabilities in research. This presentation explores the ambitions, motiva-

tions and experiences of 15 co-researchers with intellectual disabilities

who were part of a research team exploring social isolation and ageing.

Method: The research draws on qualitative data collected from focus

groups with the co-researchers at the start and end of the project.

Results: The findings suggest that pre-project, the aspirations of the co-

researchers ranged from simply “being involved” to specific aspirations

such as asking interview questions, learning new skills and improving

the lives of people with intellectual disabilities. The main motivations for

wanting to be a co-researcher were to make new friends, sharing experi-

ences and becoming more confident. Post-project, the co-researchers'

aspirations for increasing confidence were met and they developed the

skills to speak up and make decisions.

Conclusions: The research highlighted possible differing agendas

between academic researchers and co-researchers with intellectual

disabilities. Strategies to ensure that both agendas can be accommo-

dated in inclusive research are discussed.

Reflections on conducting focus groups with people with intellectual

disabilities

Stacey Rees1, Edward Oloidi1, Ruth Northway1

1University of South Wales, Pontypridd, UK

Background: To examine the use of focus groups when undertak-

ing research with people with intellectual disabilities. This is pres-

ented within the context of a research project to identify the most

important areas of information to be included in a health communi-

cation tool.
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Method: Four focus groups involving 22 participants with intellectual

disabilities were held. Forty-one areas of information identified in

existing tools (Northway et al, 2017) were rephrased into “Easy
Read,” to make them accessible to people with intellectual disabilities

and transferred on to individual cards along with a relevant picture.

Each group was facilitated by two members of the research team and

involved discussion and prioritising the 41 areas of information.

Results: Participants were able to discuss the areas of information, to

prioritise them and to provide a rationale for their prioritisation. How-

ever, challenges were experienced in relation to group dynamics par-

ticularly in ensuring that the views of people with intellectual

disabilities were not influenced by their supporters who were present.

Conclusions: Focus groups can be a useful way of seeking the views

of people with intellectual disabilities, but careful planning and man-

agement are required. This session will explore practical strategies

that may assist others in addressing such issues.

Inclusive research on future teachers' perceptions of intellectual

disability

Carol Puyalt�o1, Judit Fullana2, Gemma Diaz-Garolera2, Ana Rey2

1Universitat de Girona, Girona, Spain; 2Institute of Educational Research,

University of Girona, Girona, Spain

Background: Society's perception of people with intellectual disabil-

ities can have a negative impact on their opportunities to exercise

their own rights. For this reason, a group of people with intellectual

disabilities decided to investigate the future teachers' perceptions of

intellectual disability, as they will soon become professionals who

might work with people with intellectual disabilities. This presentation

describes the inclusive research process developed.

Method: Sixteen people with intellectual disabilities and four

researchers participated in this inclusive research, which took place

between 2018 and 2020, following the next steps: research objectives

establishment, review of intellectual disability conceptions, explora-

tion of personal experiences, questionnaire design, data collection,

data analysis, and assessment of the research process.

Results: This research made it possible to analyse the future teachers'

beliefs regarding intellectual disability. It also allowed to put forward

some proposals to be considered in teacher training to promote that

future teachers are able to foster the right to inclusive education.

Conclusions: The inclusive research methodology is presented as a

source of learning and empowerment for people with intellectual dis-

abilities, while helping to move forward with the exercise of their rights.

Shadowing as a research method for intellectual disability research:

Opportunities & challenges

Simon van der Weele1, Femmianne Bredewold1

1University of Humanistic Studies, Utrecht, The Netherlands

Background: While qualitative research on intellectual disability is

on the rise, researchers have frequently reported that their

methods bring methodological and ethical challenges. The authors

advance shadowing as an alternative method to respond to these

concerns.

Method: The authors draw on their experiences with shadowing on

the basis of two separate studies, respectively involving 28 and

17 people with intellectual disabilities.

Results: Four distinct advantages of shadowing are presented: it is

flexible, gives unique insight in daily life experiences, can aid in giving

“voice” to people with intellectual disabilities, and can aid in the pur-

suit of inclusive research. Three challenges of shadowing research are

also identified, relating to ethical approval, privacy and role confusion.

Conclusions: Shadowing is a promising method for intellectual disabil-

ity research, as it allows researchers to garner data virtually inaccessi-

ble with other methods. It is particularly useful for research questions

about everyday life and interpersonal relationships.

Planning and implementing an inclusive research project: Reflections

on an evolving enterprise

Anne-Marie Callus1

1University of Malta, Msida, Malta

Background: This paper will discuss the implementation of an

inclusive research project and the steps taken to put into practice

the principles of this research approach, while attending to prag-

matic matters. The focus of the paper is an inclusive research pro-

ject that is currently under way.

Method: The project team is comprised of myself as the lead

researcher and three co-researchers, two of whom have intellectual

disabilities. The main aim of the project is to create an online resource

with video curriculum vitae of persons with intellectual disability to

showcase their achievements and skills.

Results: I will present a reflexive analysis on the work that has been

carried out so far, from designing the project, to seeking and obtaining

funding through to starting the implementation of the project. The

analysis will focus on putting together the research team, taking deci-

sions collaboratively, adapting the original concept to suit potential

funders' priorities without losing sight of the project aims, making

selection criteria for project participants inclusive, providing support,

and dealing with the difficulties brought on by the pandemic.

Conclusions: The reflection will highlight the steps taken to handle

the various issues encountered while remaining true to the aims of

the project and to the principles of inclusive research.

Inclusive research in Spain: Transforming our social environment

Susana Rojas1, Ignacio Haya1, Teresa Susinos1, Julia Ruiz1

1University of Cantabria, Santander, Spain

1288 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1288 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


Background: This work is part of projects coordinated by the

National Research Plan and Innovation Networks for Educational

and Social Inclusion, which aims to promote social justice in Spain.

Specifically, this contribution discusses an 18-month project devel-

oped by a team from the University of Cantabria composed of

eight young people with intellectual disabilities and two academic

researchers. Our project is recognized within the inclusive research

processes, a political approach that allows individuals with intellec-

tual disabilities to research on issues that affect them and influence

discourses and practices that undervalue them. The research group

explores the importance of social relationships and loneliness for

young people.

Method: From the methodological point of view, this project acknowl-

edges the qualitative research paradigm and uses an ethnographic

approach. Thus, relevant issues and social inequalities are analysed

through image theatre, personal objects, interviews, body maps, pho-

tographs, and video and audio recordings.

Results/Conclusions: The results demonstrate that inclusive research

should be a dialogical practice that addresses significant and relevant

issues concerning people with IDs serving as researchers.

Implementing an inclusive Community Living Model in MINDS

(Phases 1 and 2)

Kimberly Josephene Cheah1, Jeryl Ong1

1Movement for the Intellectually Disabled of Singapore (MINDS),

Singapore, Singapore

Background: MINDS seeks to implement a Community Living Model in

Singapore for persons with intellectual disabilities across five phases.

Research was conducted in phases 1 and 2. The first phase seeks to

understand the support needs for persons with intellectual disabilities to

live independently. The second phase examines the enablers and barriers

to implementing the Community Living Model, as well as referencing

three models for comparison.

Method: Phase 1 findings were obtained from two focus groups com-

prising of nine employees of MINDS and four caregivers of persons

with intellectual disabilities. In addition, a semi-structured interview

was conducted with a MINDS community facilitator. Phase 2 findings

were obtained from semi-structured interviews and focus groups with

four academics and 11 caregivers.

Results: Phase 1 identified structural difficulties with housing,

employment and finances, and the caregivers' doubts that persons

with intellectual disabilities could resolve daily issues autonomously

as the main reasons hindering PWIDs from living independently.

Phase 2 results suggested that persons with intellectual disabilities

had to be introduced to independent living incrementally via training

and assistive technologies, and supported by volunteers, allied health

professionals and the wider community.

Conclusions: This research informed the development of a hybrid

model, which would be uniquely tailored for the local context of

Singapore.

Inclusive research in people with profound intellectual and multiple

disabilities

Wietske Verhagen1

1Academic Collaborative Centre on people with PIMD, University of

Groningen, Groningen, The Netherlands

Background: The aim of this study was to explore how inclusive

research can be structurally and meaningfully embedded in the

research practice related to people with profound intellectual and

multiple disabilities by embedding the experiential expertise of differ-

ent stakeholders.

Method: A brief literature review and interviews with scientists and

relatives (n=7) affiliated with the Academic Collaborative Centre

(ACC) on people with profound intellectual and multiple disabilities

(PIMD) gained insight into practical and ethical challenges that arise

around this topic. The possible answers to raised questions that could

shed light on the ways in which experiential expertise could be

embedded were explored in open interviews (n=6) and a focus

group (n=7).

Results: The results could be arranged in four topics: defining the

used concepts, the utility and aim of the involvement of stakeholders,

competences needed to participate in research and how participation

could be structurally embedded within the research practice of the

ACC PIMD.

Conclusions: In order to find meaningful ways to structurally embed

experiential expertise in the ACC PIMD, the context of a given

research project and the various perspectives of stakeholders within

that project should be taken into account. An ongoing dialogue

between all involved is thereby essential.

Experiences of community participation identified by adults with

intellectual disabilities

Damian le Goullon1

1University of Queensland, Brisbane, Australia

Background: Community participation has increasingly become a

mainstay of policies and practices focused on people with a disability.

However, many studies with adults with intellectual disabilities sug-

gest they experience disabling community interactions in places

where they are not familiar and accommodated. The purpose of this

research is to investigate in depth the community participation experi-

ences of adults with intellectual disability.

Method: This study explores five case studies of adults with intellec-

tual disabilities identifying their individual community participation.

Self-photographed sites are used to prompt the telling of stories

through interviews and a focus group. Their place in community is

seen through their lens.

Results: These innovative methodologies elicit biography and give

adults with intellectual disability the opportunity to present their

understanding of community in places of their choosing.
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Conclusions: Case studies contribute an individual perspective on the

community participation of adults with intellectual disabilities. The

depth of exploration into the experiences of participants in this study

highlight the importance of creatively facilitating the voice of adults

with an intellectual disability who are infrequently heard on their

understandings of community participation.

Are we getting there yet?: The journey from institutions to

community-based services in the EU

Jan Šiška1, Julie Beadle-Brown2

1Charles University, Prague, Czech Republic; 2University of Kent,

Canterbury, UK

Background: Over the last five decades numerous stakeholders at

European and national level have been working on promoting social

inclusion, combating poverty and discrimination, and making the shift

from institutional to community-based care a reality for a variety of

target groups in European countries including persons with intellec-

tual disabilities.

Method: The aim of our study was to collate information about poli-

cies and plans, changes over time, strengths and areas of concerns rel-

evant to advancement tin deinstitutionalisation in 27 EU countries

and for six target groups: adults with disabilities, adults with mental

health problems, children (including children with disabilities), unac-

companied or separated migrant children, homeless persons and older

adults.

Results: The data reviewed showed that in all countries there are still

people living in residential care, although in a few countries this is pri-

marily small-scale and community-based.

Conclusions: In almost all countries, independent living through per-

sonal assistance is still a minority form of provision and large institu-

tions are still used. However, there is evidence of some progress,

especially for children, and in countries within the group of 12 where

deinstitutionalisation was one of the priority areas for investments for

2014-2020.

An exploration of online questionnaires as a method for including

autistic adults in qualitative health research

Rae Morris1

1University of British Columbia, Vancouver, Canada

Background: Autistic adults' perspectives and experiences in

healthcare systems are not well known, necessitating an exploratory

qualitative approach to research and best practice initiatives in this

area. Unfortunately, individuals with verbal communication challenges

or differences are often excluded from qualitative research where the

dominant methods of data collection include in-person or by-phone

verbal question and answer sessions. As a result, the research and

knowledge base relevant to autism is largely informed by non-autistic

participants, such as caregivers, professionals, and academics.

Healthcare researchers have been encouraged to consider ways to

better include the voices and perspectives of autistic adults. Accord-

ingly, this presentation will examine the use of online qualitative ques-

tionnaires as a means of increasing equitable access to participation in

research for this population.

Method: A comprehensive review of research to date was conducted

examining the benefits and challenges of utilizing online question-

naires in comparison to traditional data collection methods in qualita-

tive research. These findings were then analyzed through the lens of

considering implications as pertinent to research with autistic

participants.

Results: Research examining differences between online and in-

person data collection in qualitative research have shared mixed

results. Research on the use of online qualitative questionnaires with

autistic participants specifically is limited but suggest that an online

format may allow for better accessibility and inclusiveness of partici-

pants – especially autistic adults, who are more likely than neuro-

typical adults to experience barriers to in-person questioning

methods.

Conclusions: This presentation should generate discussions about

online questionnaires as a potential method of data collection to pro-

mote equitable access to participation in research and better inclusion

of autistic perspectives in healthcare best practice initiatives.

“They just listen but not well enough”

Jenny Rosendahl1, Jenny Wilder1, Mara Westling Allodi1

1Stockholm University, Department of Special Education, Stockholm,

Sweden

Background: The aim of this research was to increase the influence

and participation in the society for young people with intellectual

disabilities.

Method: Participatory action research together with young adults

with intellectual disabilities as co-researchers. An action was added to

try to find a method to let young people with intellectual disabilities

affect and develop municipal leisure, culture and democratic activities.

The co-researchers took part in two single interviews, three focus

group interviews and three actions. Staff from the municipality took

part in a focus group. A survey was also answered by the municipal

management.

Results: The research team found adjustments for better adaptations

of municipal activities. The co-researchers instructed staff from the

municipality to become better at listening to young people with intel-

lectual disabilities, and thereby staff in the municipality gained

increased knowledge about treatment and inclusion of young people

with intellectual disabilities. Young people with intellectual disabilities

received a higher level of influence and participation in the

municipality.

Conclusions: If staff in the municipality get opportunities to learn to

meet and listen to young people with intellectual disabilities, young
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people with intellectual disabilities can contribute to the development

of society in a more inclusive way. When young people with intellec-

tual disabilities teach staff, better working methods and municipal

activities for young people with intellectual disabilities materialize.

Does a dedicated training program increase nursing students'

knowledge on intellectual disabilities?

Séverine Lalive Raemy1, Saray Vega1

1Institute of Nursing, Geneva School of Health Sciences, HES-SO,

Geneva, Switzerland

Background: The 2011 World Health and Disability Report (WHO-

DR) recommends to “train all health care workers in disability issues

including rights.” A 30-hour program on disability issues was devel-

oped for Bachelor nursing students at the Geneva School of Health

Sciences to raise nurses' knowledge on issues regarding people with

intellectual disabilities. The study intends to describe students' knowl-

edge on the issues of people with intellectual disabilities across the

four years of training.

Method: The survey was conducted in 2020 with students from each

year of training who had benefited from the program. The question-

naire entailed 10 questions, covering intellectual disability, rights and

healthcare. A total of 496 questionnaires were collected (response rate

of 53,4%). A descriptive analysis was conducted on the responses.

Results: The results point out the situational nature of the concept of

intellectual disabilities as reported by the students, as well as the

importance of self-determination regarding health conditions of peo-

ple with intellectual disabilities.

Conclusions: The findings highlight the importance of a dedicated

nursing program to raise awareness on intellectual disabilities, rights

and self-determination, and healthcare for PWID. The program con-

tributes to responding to the WHO-DR guidelines in nurses training.

An inclusive research methodology using collaborative inquiry circles

Sadhbh O'Dwyer1, Stella Klein2

1University of Southampton, Southampton, UK; 2Specific Learning

Difficulties Tutor, London, UK

Background: This research report draws on inclusive PhD research

conducted with: Specific Learning Difficulties (SpLD) tutors in UK uni-

versities using Collaborative Inquiry Circles (CICs). CICs “continue dia-

logue with colleagues who share similar experiences and challenges”
with a particular emphasis on “what it means for inclusive educators

to teach for social justice” (Broderick et al., 2012: pp. 827–828). As

SpLD tutors, we know we receive little to no training on theories of

social justice and inclusion, despite working with learners who experi-

ence exclusion and social injustice.

Method: In the CICs, we discuss theories of social justice and critical

pedagogy, including work by Ahmed, Bourdieu, Freire, Giroux, hooks

and Sen. CICs enable SpLD tutors to work collaboratively together on

theories and affords free dialogue, which is particularly beneficial to

neurodiverse SpLD tutors. Inclusion and social justice are central to

the theories discussed in the CICs and inclusion is enacted in the

research methodology itself. In this project, each SpLD tutor is a

research colleague, a co-researcher to be involved in all stages of the

research including the data analysis.

Results/Conclusions: This is a “democratization of the research pro-

cess” (Nind, 2014: p.1).

Developing meaningful accessible information for diverse

communities

Cathy Basterfield1, Heidi la Paglia2

1Access Easy English, Mentone East, Australia; 2Women with Disabilities

Australia, Lenah Valley, Tasmania, Australia

Background: This paper will present outcomes from a collaboration

between Women with Disabilities Australia (WWDA) and Access Easy

English (AEE), culminating in 27 Easy English factsheets on WWDA's

website designed by and for women and girls with disability (https://

oursite.wwda.org.au/).

Method: The collaboration involved building capacity at WWDA to

engage with women with intellectual disability and low literacy.

Results: Three staff attended Easy English training. The new website

has 27 Easy English factsheets. Five of these factsheets translated

into 15 community languages and into three Australian indigenous

languages. The factsheets were used to create Auslan videos. New

content in Easy English was developed by WWDA. Personal stories

from women who need information in Easy English indicate the

resources filled a gap in accessible information on topics vital to

women's well-being, including their rights, sexuality, health and safety.

Conclusions: Having Easy English as part of the suite of publications

has wide ranging benefits for women with disabilities for their health,

agency to make choices and ability to advocate for their rights. It

takes time for staff to learn the skills, be competent and confident

Easy English developers. Now developed, WWDA can incorporate

Easy English versions of content for their publications for their diverse

audiences.

Learnings from co-researching: Views of assessors with intellectual

disabilities

Maria Pallisera1, Judit Fullana1, Carolina Puyalt�o1, Gemma Diaz-

Garolera1, Montserrat Vilà1, Ana Rey1

1University of Girona, Girona, Spain

Background: This study aims to investigate the perspectives of people

with intellectual disabilities who are part of an advisory committee

that has been collaborating in research for nine years on what they

learnt and what the research experience means to them.
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Method: The opinion of the advisory committee members has been

analysed through individual interviews, focus groups, and the analysis

of written and visual documents produced during the last nine years.

Results: Regardless of how long participants have been part of the

advisory committee, they all report significant learning related to the

research process, as well as socio-personal learning. Moreover, they

state their gain of knowledge regarding their own rights. The sense of

belonging to a socially valued group reported by the participants is

also significant, as is their personal well-being, which they relate to

the social recognition they get.

Conclusions: Beyond contributing to conduct research based on the

people's needs, inclusive research brings well-being to the participants,

enriches their social networks, and contributes to their recognition

Understanding the rights is the way to improve our lives: An

inclusive research project

Gemma Diaz-Garolera1, Maria Pallisera1, Carolina Puyalt�o1, Judit

Fullana1

1University of Girona, Girona, Spain

Background: The aim of this research project is to design, in a col-

laborative and inclusive way with people with intellectual disabil-

ities, a training programme on rights aimed at people with

intellectual disabilities.

Method: Focus groups and co-design strategies were developed with

the support of visual techniques with people with intellectual disabil-

ities who are members of an advisory committee with experience in

research on their rights.

Results: Based on their own experiences, the participants suggested

and prioritised some training topics and activities regarding their

rights. Then, the design of a training programme on rights addressed

to people with intellectual disabilities will be obtained. Such training

programme will be implemented at the university through co-lectur-

ing, with people with intellectual disabilities participating as trainers.

Conclusions: Knowing one's own rights is crucial to fight for them and

to know how to advocate for them. Therefore, accessible training on

rights aimed at promoting social inclusion at all levels is essential.

POSTER PRESENTATIONS

Pre-registered student nurses' experiences and perceptions of

service user involvement in their education

Chiedza Kudita1, Kudzai Mafuba1, Dorothy Kupara1

1University of West London, Brentford, UK

Background: In the UK there has been a growing recognition of a

need for the service users to be involved in the education of health

care professionals (Masters et al., 2002; Keogh, 2013). Such

recognition has also been acknowledged by the World Health Organi-

sation (2005), which has emphasised the importance of collaborating

with service users in improving patient safety as well as service deliv-

ery. We report on phases one and two a three-phase study which

explored pre-registration intellectual disability nursing students' expe-

riences and perceptions of the contribution of people with intellectual

disabilities in their education.

Methods: The study adopted a three-phase sequential multiple

method longitudinal study. Phases 1 and 2 were informed by

Grounded Theory and located within the interpretivist paradigm, and

data was collected through interviews. The study lasted for the three-

year duration of the pre-registration BSc (Hons) Nursing programme

at a university in London, with each phase occurring in each year of

the programme. 11 and 25 students participated in Phases 1 and

2, respectively.

Results: Propositional attitudes, personal construct, students as stake-

holders, students' framing of purpose, value judgments, role perception,

partnership, and knowledge and skills emerged as the key themes of

students' perceptions of public involvement in their education.

Conclusions: Involving people with intellectual disabilities in pre-

registration education of healthcare professionals prompts a much-

needed reflection on practice, challenges attitudes, stereotypes and

prejudice. This is fundamental to the development of a workforce that

is sensitive to the complex health and social care needs of people with

intellectual disabilities. People with intellectual disabilities depend on

others for their safety, health, and healthcare outcomes. Professional

health and social care regulators need to require involvement of peo-

ple with intellectual disabilities in pre-registration education.

The role of Intellectual Disabilities Acute Liaison Nurses:

Documentary analysis of job descriptions

Dorothy Kupara1, Kudzai Mafuba1, Chiedza Kudita1

1University of West London, Brentford, UK

Background: To explore what is expected of Intellectual Disabilities

(ID) Acute Liaison Nurses as articulated in their job descriptions

and person specifications in order to define their role in the con-

text of role theory.

Methods: This is part of a three-stage exploratory mixed methods

design study. Stage 1 used qualitative approach to research by adopting

documentary analysis methodology. Job descriptions and person speci-

fications of ID Acute Liaison Nurses in England were analysed using

thematic analysis to identify patterns in how they enact their roles.

Results: Different ID Acute Liaison Nurses enact the role differently

depending on their level of employment and where they work or type

of setting. The role includes direct and indirect clinical activities,

education and practice development activities, and strategic

organisational development. Most importantly what was seen was

that the ID Acute Liaison Nurses are considered as reasonable adjust-

ment in acute healthcare to address some of the health inequalities

experienced by people ID. The nurses are also seen as safeguarding
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nurses for people with intellectual disabilities when accessing acute

healthcare services.

Conclusions: The role of ID Acute Liaison Nurses in acute healthcare

services was defined in the context of role theory. This contributed to

the body of knowledge and evidence base in ID nursing. The findings

will help to improve the hospital experience and safety of people with

intellectual disabilities when they access acute healthcare services.

Taking steps towards the measurement of the Convention on the

Rights of Persons with Disabilities

Laura E. G�omez1, Mª Lucía Mor�an2, Asuncion Monsalve2, Marco

Lombardi3, Chris Swerts3, Susana Al-Halabí2, Robert L. Schalock4

1INICO. University of Oviedo, Oviedo, Spain; 2University of Oviedo,

Oviedo, Spain; 3HOGENT University of Applied Sciences and Arts, Gent,

Belarus; 4Hastings College, University of Nebraska, Chewelah, USA

Background: The intangible nature and the context-based expression

of the United Nations Convention on the Rights of Persons with Dis-

abilities (UN CRPD) pose a challenge for its evaluation and implemen-

tation. The aim of this study is to identify conceptual frameworks and

assessment instruments that have been proposed in scientific litera-

ture to monitor the implementation of the UN CRPD for people with

intellectual and developmental disabilities.

Method: Following the PRISMA guidelines, a systematic review of

articles published from 2008 was conducted across the Web of Sci-

ence Core Collection, Current Contents Connect, MEDLINE and

SciELO Citation Index.

Results: Eight studies used or proposed conceptual frameworks to

monitor the implementation of the UN CRPD. All papers pointed to

the individual quality of life (QoL) framework and QoL indicators that

must be incorporated into comprehensive instruments to assess pro-

gress and identify needs and gaps in implementation. Five of the stud-

ies named specific measurement tools.

Conclusions: The individual QoL construct provides a promising con-

ceptual framework to operationalize the UN CRPD, and to develop

and apply reliable and valid instruments that not only allow countries

to monitor the fulfillment of the rights set out in the UN CRPD in the

macrosystem, but especially in the microsystem and the mesosystem.

Track 3: Health Issues

PRESENTATIONS IN A SYMPOSIUM

Primary care for people with intellectual
disabilities

Context, content and concerns of out-of-hours primary care for

people with intellectual disabilities

Marloes Heutmekers1, Jenneken Naaldenberg1, Willem Assendelft1,

Henny van Schrojenstein Lantman-de Valk1, Geraline Leusink1

1Department of Primary and Community Care, Radboud Institute for

Health Sciences, Nijmegen, The Netherlands

Background: Out-of-hours primary care for people with intellectual

disabilities is an vulnerable setting and little is known about the acces-

sibility and quality of care. This presentation aims to explore its cur-

rent state in terms of organisational context, medical content, and

professionals' concerns.

Method: This presentation is a synthesis of three studies that comple-

ment each other: 1) Telephone survey on current out-of-hours organi-

zational arrangements at care provider services for people with

intellectual disabilities in the Netherlands; 2) Routine data from GP

out-of-hours services on the risk of requesting care, level of urgency,

and commonly presented health problems of people with intellectual

disabilities compared with the general population; and 3) Interviews

with GPs, triage nurses and daily care professionals involved in this

care regarding their concerns on the context and content of this care.

Results: The findings on context, content, and concerns of the out-of-

hours primary care for people with ID will be presented. Overviewing

all findings shows that they are interconnected, with all findings being

related to all three fields.

Conclusions: The only way to improve the accessibility and quality of

out-of-hours primary care for people with intellectual disabilities is to

look at it as a whole and respect its interconnectedness.

Exploring chronic disease prevalence in people with intellectual

disabilities

Milou van den Bemd1, Maarten Cuypers1, Erik Bischoff1, Marloes

Heutmekers1, Bianca Schalk1, Geraline Leusink1

1Radboud University Medical Center, Nijmegen, The Netherlands

Background: Primary care providers require accurate evidence on

chronic disease prevalence in people with intellectual disabilities in

order to apply this information into practice. However, inconsistencies

in the scientific literature hamper correct interpretation. To provide

guidance for interpreting prevalence reports, this study aimed to iden-

tify how prevalence estimates have been established in the context of

primary care.

Methods: A scoping review of peer-reviewed literature was con-

ducted, covering 2000 to February 2020.

Results: The final sample included 19 studies. Chronic disease preva-

lence varied considerably between people with and without intellec-

tual disabilities. In general, studies focusing on larger age groups

reported lower diabetes and COPD prevalence, whereas a focus on

older adults resulted in a higher prevalence of cardiovascular disease

among people with and without intellectual disabilities. Organisation

of primary care seemed to be relevant in chronic disease prevalence,

as US-based studies often reported the highest chronic disease preva-

lence compared to other studies.

Conclusions: Primary care providers should interpret results on

chronic disease prevalence among people with intellectual disabilities
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in light of the study characteristics. Researchers should be aware of

the influence that study characteristics may have on generalisability.

Prevalence rates should therefore always be interpreted in the con-

text of methodology.

Towards a shared conceptualization of medical care for people with

intellectual and developmental disabilities: A concept mapping study

Marian Breuer1, Esther Bakker-van Gijssel1, Kristel Vlot-van Anrooij1,

Geraline Leusink1, Jenneken Naaldenberg1

1Radboud University Medical Center, Nijmegen, The Netherlands

Background: Medical care for people with intellectual and develop-

mental disabilities is organized differently internationally, resulting in

ambiguity around this care. This complicates reporting on and com-

paring medical care research, policy and practices for people with

intellectual and developmental disabilities worldwide. This study

aimed to develop an internationally shared conceptualization of medi-

cal care for people with intellectual and developmental disabilities to

facilitate international learning.

Method: Twenty-five experts on medical care for people with intellec-

tual and developmental disabilities from 17 different countries partici-

pated. In phase one, participants described medical care for people

with intellectual and developmental disabilities in their country in as

many ways as possible. In phase two, participants sorted all generated

descriptions into piles of conceptual similarity. Data was analyzed

using multidimensional scaling and hierarchical cluster analysis.

Results: A concept map with 13 clusters was formed, representing the

central aspects of medical care for people with intellectual and devel-

opmental disabilities. The map includes themes such as heterogeneity,

access, and specific knowledge.

Conclusions: The concept map is helpful as a framework about what

medical care for people with intellectual and developmental disabil-

ities entails. It can be used to describe the context in which intellec-

tual and developmental disabilities research on medical care services

took place. This conceptualization contributes to a better understand-

ing of medical care research, policy, and practices around the world.

Interprofessional primary care for adults with intellectual and

developmental disabilities in Ontario, Canada

Nicole Bobbette1, Catherine Donnelly1, Rosemary Lysaght1, Joan

Tranmer1, Hélène Ouellette-Kuntz1

1Queen's University, Kingston, Canada

Background: High-quality primary care has been identified as a press-

ing need for adults with intellectual and developmental disabilities.

Interprofessional primary care teams have been recommended to

improve care and health outcomes however, little is known about this

approach to care in Canada. This research aimed to describe the cur-

rent provision of interprofessional primary care for this population in

the province of Ontario.

Method: Multiple case study of five primary care teams. Data collec-

tion involved document reviews, a practice report, an organizational

attribute survey, patient and provider interviews. Pattern matching

was the main analytic approach.

Results: Adults with intellectual and developmental disabilities were a

small part of the patient population served and overall, were poorly

identified in four of five teams. Organizational structures and pro-

cesses that facilitate care were reported and supported by patient and

provider experiences. Despite the presence of a team, there were

challenges engaging interprofessional services, and there were no pro-

cesses in place to measure the impact of interprofessional primary

care for this population.

Conclusions: To ensure access to appropriate and equitable care,

organizational structures and processes are needed to engage a team

and further work is required to demonstrate the value of the approach

for adults with intellectual and developmental disabilities.

COVID-19 in intellectual disability: Data, care and infor-
mation exchange

Results from COVID-19 registration in long-term intellectual

disabilities care in the Netherlands

Monique Koks-Leensen1, Bianca Schalk1, Esther Bakker-van Gijssel1,

Maarten Cuypers1, Masha Nägele1, Jenneken Naaldenberg1, Geraline

Leusink1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands

Background: People with intellectual disabilities may be at increased risk

for COVID-19 infection. However, data on the incidence and develop-

ment of Covid-19 among people with intellectual disabilities are scarce

and it is unknown to what extent general population data applies to peo-

ple with intellectual disabilities. Our registration aims to provide insight

into the impact of COVID-19 on people with intellectual disabilities, in

Dutch long term care facilities.

Method: As of March 24 a multicenter online registration base was

made available to long term intellectual disabilities care organizations

in the Netherlands. Organizations registered data of their patients

with either suspected or confirmed COVID-19 infection, regarding

sociodemographics, medical history and COVID-19 infection

characteristics.

Results: Through the year 2020, intellectual disabilities care organiza-

tions of over 75% of clients with intellectual disabilities participated

and registered 5878 patients. In 23% of the patients suspected for

COVID-19, the infection was confirmed by a test. This presentation

focuses on current incidence and case fatality rates, as well as charac-

teristics of the patients with intellectual disabilities and COVID-19

infection.

Conclusions: According to our findings, people with intellectual dis-

abilities proved to be vulnerable for COVID-19. Our findings inform

policy makers and care providers on specific risks and consequences

of the COVID-19 pandemic in this special population.
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Differences between first and second wave COVID-19 infections in

persons with intellectual disabilities in the Netherlands

Bianca Schalk1, Monique Koks-Leensen1, Esther Bakker-van Gijssel1,

Maarten Cuypers1, Masha Nägele1, Jenneken Naaldenberg1, Geraline

Leusink1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands

Background: This research aims to examine the differences between

the first and second wave on COVID-19 infected persons with intel-

lectual disabilities in long-term intellectual disabilities care in the

Netherlands.

Method: Data were retrieved from a multicenter observational study on

patients in long-term intellectual disabilities care with suspected or con-

firmed COVID infection and is originally initiated as a registration study.

Only persons infected with COVID-19 were included in these analyses.

Person-related characteristics, COVID-19 related factors and medical

history were compared between the two waves. Additionally, sensitivity

analyses on persons infected and deceased with COVID-19 were done.

Results: The results presented will show the differences between the

two waves of COVID-19 with more than 1500 persons with intellectual

disabilities who were infected. This study showed that age at COVID-

19 infection was higher in the first wave compared to the second wave.

For gender no differences were found. Also, a first peak will be shown

for patients infected and deceased regarding the included factors.

Conclusions: Although more tests were available, this will not explain

the differences found between the first and second wave. Is the virus

growing milder? Findings provide insight into needs and characteris-

tics of people with intellectual disabilities with a COVID-19 infection.

Practical implications of a COVID-19 database study in medical care

to people with intellectual disabilities (ID)

Esther Bakker-van Gijssel1, Monique Koks-Leensen1, Bianca Schalk1,

Maarten Cuypers1, Masha Nägele1, Jenneken Naaldenberg1, Geraline

Leusink1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands

Background: The aim was to find out what medical doctors could

learn from a COVID-19 database study.

Method: From the very beginning of the Corona pandemic, medical

doctors, most often intellectual disabilities physicians, from over

72 service care providers for people with intellectual disabilities in the

Netherlands collected data in a secure (Castor) database. For every

patient with intellectual disabilities suspected of having COVID-19,

they filled in a questionnaire. Information was received on age, sex,

living circumstances, COVID-19 PCR test, hospital admissions, com-

plaints, comorbidities, level of intellectual disabilities, aetiology of

intellectual disabilities, deaths, etc.

Results: People with intellectual disabilities are vulnerable to COVID-

19 at a younger age compared to people in the general population.

Their living circumstances matter: in group home living circumstances

we saw more infected people with intellectual disabilities. The

aetiology of the intellectual disability, especially Down syndrome, is

an unfavorable predictor. As in the general population, obesity is a

very important co-morbidity in relation to COVID-19. The two alert

symptoms of COVID-19 were fever together with breathing difficulty.

Conclusions: The results of this database study help physicians to

make a timely diagnosis of COVID-19 and establish appropriate care.

Information exchange between research-practice in intellectual

disabilities (ID) health care during the COVID-19 pandemic

Masha Nägele1, Jenneken Naaldenberg1, Kirsten Bevelander1,

Monique Koks-Leensen1, Bianca Schalk1, Esther Bakker-van Gijssel1,

Maarten Cuypers1, Geraline Leusink1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands

Background: The COVID-19 pandemic poses unknown challenges to

healthcare for people with intellectual disabilities. Having up-to-date

and accurate knowledge quickly available has proven to be of great

importance. This study explores how various actors in Dutch intellec-

tual disabilities healthcare joined forces and exchanged information.

Method: Semi-structured interviews were conducted with 25 actors affili-

ated with intellectual disabilities care working in scientific research, knowl-

edge institutes, policy or intermediary organizations and end users.

Interviews focused on participants experiences with information

exchanges during the COVID-19 pandemic, most common used resources

and interactions between knowledge users and producers. The interviews

were analyzed for the purpose of creating insight in the characteristics of

knowledge management in intellectual disabilities healthcare.

Results: Results focus on the characterization of roles in the infra-

structure of intellectual disabilities healthcare, and provide insight into

whether the information exchange is in line with the needs.

Conclusions: Knowledge about the general population does not

always apply to people with intellectual disabilities and often needs a

translation. To support care organizations during the COVID-19 pan-

demic, various actors in intellectual disabilities healthcare are at work,

but often without a concrete division of roles. There is a clear need

for starting points and division of roles in the knowledge infrastruc-

ture of intellectual disabilities healthcare.

Pandemic experiences: Not good, just bad and ugly

Pandemic experiences of family members supporting persons with

and without epilepsy who have intellectual and developmental

disabilities

Christine Linehan1, Gail Birkbeck2, Adam Nolan1

1UCD Centre for Disability Studies, Dublin, Ireland; 2Business Information

Systems, University College Cork, Cork, Ireland
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Background: To explore the global experiences of family members

supporting a person with IDD during the COVID-19 pandemic with

a particular focus on the impact of epilepsy.

Method: 1906 family members who took part in a large anonymous

online survey in 12 countries reported on the epilepsy status of the

person(s) they supported during the pandemic in August and

September 2020. All questions were closed items and included two

standardised scales examining mood.

Results: Individuals with intellectual disabilities who have epilepsy

were more likely to be supported in services, notably community

group homes and residential centres than in independent living or in

the family home. No differences were observed in the support of

those who had epilepsy when compared with those who did not

across a range of issues including access to health care and medica-

tion, restrictions and general satisfaction levels. Differences were,

however, observed in the use of casual staff to replace existing staff

during the pandemic, a practice which was less likely to occur for per-

sons with intellectual disabilities and epilepsy.

Conclusions: These preliminary data indicate similar experiences for

family members supporting people with and without epilepsy during

the pandemic.

Priority concerns for people with developmental disabilities during

the pandemic

Rohit Shankar1, Sam Tromans2, Michael Kinney3, Verity Chester4,

Regi Alexander4, Ashok Roy5

1CIDER, University of Plymouth, Truro, UK; 2Leicestershire Partnership

NHS Trust, Leicester, UK; 3Belfast Health and Social Care, Belfast, UK;
4Hertfordshire Partnership University NHS Foundation Trust, St Albans,

UK; 5Coventry and Warwickshire Partnership NHS Trust,

Birmingham, UK

Background: The aim was to provide systemised evidence-based

information of the priority concerns for people with developmental

disabilities regarding the pandemic.

Method: Senior representatives of major UK-based professional and

service-user representative organisations with a stake in the care of peo-

ple with developmental disabilities were contacted. They were asked to

liaise with their membership and report the five highest ranking concerns

pertaining to the COVID-19 pandemic in each of the following three

domains: “mental health and challenging behaviour,” “physical health and

epilepsy” and “social circumstances and support.” Ten statements relating

to the most frequently occurring priorities were formulated for each of

the domains. These priorities were then rated blindly by the authors on a

scale of –10 (strongly disagree) to +10 (strongly agree). A meeting to rec-

oncile outliers and generate a consensus statement list was held.

Results: Thirty-two organisations were contacted, of which 26 (81%)

replied. From respondent's data, 30 draft consensus statements were

generated. Following rating, there was initially strong consensus for

seven statements (23%), increasing to 27 statements (90%) following

video conferencing.

Conclusions: These recommendations (DOI: 10.1192/bjo.2020.122 –

will be presented) highlight expectations of people with developmental

disabilities in the current pandemic. This could support policymakers

and professionals' deliver and evidence person-centred care

Seizure frequency and changes in daily life: What can we learn from

the pandemic?

Francesca Snoeijen-Schouwenaars1, Jans van Ool1, Alexandra

Haenen1

1Kempenhaeghe Epilepsy Center, Heeze, The Netherlands

Background: The response measures due to the COVID-19 pandemic

have affected the daily lives of people with intellectual disabilities

severely. They include various restrictions to cope with, but also pro-

vide a more transparent and predictable daily routine and therefore

might reduce the risk of overstimulation. For people with intellectual

disabilities and epilepsy, these response measures might indirectly

result in changes in seizure frequency. The aim of this study was to

provides systematic information regarding the (indirect) effects of

specific response measures on the occurrence of epileptic seizures.

Method: Approximately 250 individuals with developmental disabil-

ities and epilepsy using the residential care facilities of Kempenhaeghe

in the Netherlands, are included. Alterations in patient records of sei-

zures during the pandemic are analysed. Intra-individual comparisons

are performed with a specific focus on pandemic response measures

that are expected to affect daily life routines considerably.

Results: The analyses are ongoing, results are to be expected in Q1

of 2021.

Conclusions: The results contribute to a better understanding of the

relationship between seizure frequency and sudden changes in daily

life of people with intellectual disabilities, which can be used for

evidence-based policy-making and person-centered care plans.

Cardiovascular disease in intellectual disability (ID)

(Hidden) heart conditions in older adults with intellectual disabilities

Marleen de Leeuw1, Alyt Oppewal1, Roy Elbers1, Patrick Bindels1,

Dederieke Maes-Festen1

1Erasmus Medical Center, University Medical Center Rotterdam,

Rotterdam, The Netherlands

Background: To gain more insight into the prevalence and degree of

possible underdiagnosis of heart conditions in older adults with intel-

lectual disabilities and possible explanations for missed diagnoses in

clinical practice.

Method: Cross-sectional cohort study in older adults (≥60 years) with

intellectual disabilities as part of the HA-ID study. We will review

medical files and perform electrocardiograms to examine the preva-

lence of cardiac arrhythmias, second- and third-degree heart block,

left bundle branch block, old myocardial infarctions, and other
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clinically relevant conditions that require treatment based on electro-

cardiogram findings. The results of the electrocardiograms will be

used as a reference standard to investigate the presence of underdi-

agnosis in the medical files. If the electrocardiogram indicates a heart

condition that is not reported in the medical file, interviews will take

place with a random sample of involved physicians to explore explana-

tions for missed diagnoses.

Results: As the data collection is still ongoing in July 2021, preliminary

results of approximately 40 to 50 participants will be presented.

Conclusions: This study can provide new insights into the prevalence

and degree of possible underdiagnosis in clinical practice and can con-

tribute to screening and diagnostic protocols to improve cardiovascu-

lar health of adults with intellectual disabilities.

Effects of resistance training on cardiovascular risk in adults with

intellectual disabilities

Kirsten de Oude1, Roy Elbers1, Theodore Kastanidis1, Alyt Oppewal1

1Erasmus Medical Center, Rotterdam, The Netherlands

Background: Cardiovascular risk factors (CVRF) such as, diabetes,

hypertension, hypercholesterolemia, obesity and metabolic syndrome,

are highly prevalent in adults with intellectual disabilities. Progressive

resistance training (PRET) reduces CVRF in the general population.

We aim to briefly summarize the effects of PRET in the general popu-

lation, and second present the study protocol of our study, investigat-

ing the effects of PRET on CVRF in adults with intellectual disabilities.

Method: We will use a before-after design. Adults with mild to mod-

erate intellectual disabilities and having at least two CVRF will be

followed over a one-year period consisting of a three-month baseline

period, six-month intervention period, and a three-month follow-up

period. Blood pressure, cholesterol, diabetes, and obesity will be mea-

sured repeatedly. Results will be analysed with a hierarchical multi-

level regression model accounting for repeated measures and trainer

delivering the program. Recruitment of participants starts in January

2021.

Results: Results are expected in spring 2022.

Conclusions: PRET is promising to reduce CVRF. However, the effects

of PRET in adults with intellectual disabilities has not been investi-

gated yet. If PRET has an effect, it can be used as an intervention to

reduce CVRF in adults with intellectual disabilities.

Prevalence of cardiovascular and other chronic diseases in Dutch

inhabitants with and without ID

Milou van den Bemd1, Maarten Cuypers1, Bianca Schalk1, Erik

Bischoff1, Geraline Leusink1

1Radboud University Medical Center, Nijmegen, The Netherlands

Background: Cardiovascular disease (CVD) and other chronic diseases

are of high impact, but perhaps even higher for people with

intellectual disabilities. Adequate information on the prevalence of

these health conditions is therefore important. The aim is to compare

prevalence of CVD and related comorbidities between people with

and without intellectual disabilities in primary care settings in the

Netherlands.

Method: Cross-sectional population-based observational study, in

which population data form Statistics Netherlands is used to identify

intellectual disabilities and Nivel Primary Care Database to identify

medical diagnoses (by ICPC-codes).

Results: CVD prevalence differs between people with and without

intellectual disabilities. In addition, age and sex seem to be important

interacting factors in prevalence rates of chronic diseases. The preva-

lence of chronic comorbidities in CVD is different among people with

intellectual disabilities compared to people without intellectual disabil-

ities, while the nature of comorbidities is largely similar between peo-

ple with and without intellectual disabilities.

Conclusions: CVD prevalence and prevalence of comorbidities vary

between people with and without intellectual disabilities. Age and sex

differences need to be acknowledged. When providing primary care

to people with intellectual disabilities, general practitioners should be

considerate of such differences. More research into chronic disease

prevalence is needed to establish optimally tailored chronic care.

Cardiovascular-related mortality among people with intellectual

disabilities

Maarten Cuypers1, Hilde Tobi1, Jenneken Naaldenberg1, Geraline

Leusink1

1Radboud University Medical Center, Nijmegen, The Netherlands

Background: Earlier studies showed that in case of acute cardiovascular

complications, people with intellectual disabilities may visit the hospital

less often than people without with intellectual disabilities. This study

investigated if this has implications for cardiovascular diseases (CVD)

being reported as cause of death among adults with and without with

intellectual disabilities.

Method: A population-based cohort study in the Netherlands with

five-year follow-up and a 1.45% with intellectual disabilities

prevalence.

Results: Overall mortality was higher among people with intellectual

disabilities, and they died on average 15 years younger than people

without with intellectual disabilities. CVD were the primary cause of

death among people with intellectual disabilities, with heart failure

being reported most frequently. At all ages, people with intellectual

disabilities had a higher risk for CVD-related mortality than their com-

parator groups without intellectual disabilities, and was labelled as

potentially avoidable up to four times as often. The highest proportion

of avoidable CVD-related deaths were among people with a mild with

intellectual disabilities.

Conclusions: Despite an underrepresentation of acute cardiovascular

complications in routine healthcare, CVD are a prominent cause of

death for people with intellectual disabilities. With relatively many
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avoidable CVD-related deaths, our results suggest that urgent cardio-

vascular problems among people with intellectual disabilities may not

be recognized and treated adequately.

Accessible technology and innovation

Integrated framework for developing, implementing and evaluating

eHealth for people with intellectual disabilities

Julia van Calis1, Kris Bevelander1, Jenneken Naaldenberg1, Geraline

Leusink1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands

Background: The use of eHealth by people with intellectual disabil-

ities is increasing. Despite the promising eHealth applications that are

being introduced, their implementation is challenging and often can-

not be maintained over time. This could be explained by the fact that

eHealth is often developed without the involvement of key stake-

holders, such as the target group, their caretaker and supervisors and

organizations that have to work with the eHealth applications. A bet-

ter fit between the users, the eHealth technology and context can be

made by creating a framework for organizing development and imple-

mentation together.

Method: The CeHRes Roadmap and the NASSS framework are inte-

grated to guide development, implementation and evaluation of

eHealth for people with intellectual disabilities. By applying inclusive

research, all stakeholders can contribute throughout the whole pro-

cess of creating an appropriate eHealth application.

Results: This presentation shows how different frameworks for the

creation of eHealth can be integrated and whether it enhance the

chance of eHealth for people with intellectual disabilities succeeding

in practice.

Conclusions: eHealth presents a wide range of applications people

with intellectual disabilities can benefit from. By providing guidelines

for development, implementation and evaluation, eHealth can be

made more accessible for people with intellectual disabilities.

The value of inclusive design in eHealth development for people

with intellectual disabilities

Kirsten Bevelander1, Merle Borremans2, Julia van Calis1, Geraline

Leusink1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands; 2Department of Primary and Community

Care, Radboud University Medical Center, Nijmegen, The Netherlands

Background: The accessibility to and use of eHealth technology for

people with disabilities is challenging due to the variety of needs.

Despite general recommendations for eHealth users with intellectual

disabilities, it is important to include users with intellectual disabilities

in the (re-)design, implementation and evaluation of eHealth

applications. This study examined the value of inclusive research for

the re-design of the research web application “Crowdience”
(in Dutch: “Ik onderzoek mee”), which is used for crowdsourcing

health-related experiences and knowledge.

Method: An interdisciplinary team of researchers, designers and indi-

viduals with intellectual disabilities re-designed the intellectual

disabilities-friendly web application. The study included a literature

review and followed a participatory-action model conducting inclusive

research. A mixed methods design was used to collect quantitative

and qualitative data on the re-design and implementation process of

the application among fifteen participants with intellectual disabilities.

Results: An iterative process with multiple feedback loops is neces-

sary during design and implementation phase. Among the identified

design elements were visually and linguistically simplified layout, navi-

gation paths and step by step instructions.

Conclusions: It is discouraged to develop eHealth technology based

on literature recommendations and evaluate only after implementa-

tion, because individuals with intellectual disabilities provide detailed

crucial feedback during the entire design and implementation process.

Online survey on mental health of illiterates and people with mild

intellectual disabilities during the COVID-19 pandemic

Anouk Menko1, Monique Koks-Leensen2, Fieke Raaijmakers3, Anneke

van der Cruijsen2, Kirsten Bevelander2

1Academic Collaborative AMPHI, Radboud University Medical Center,

Nijmegen, The Netherlands; 2Intellectual Disabilities and Health, Radboud

University Medical Center, Nijmegen, The Netherlands; 3Municipal Health

Services (GGD) Gelderland-Midden, Arnhem, The Netherlands

Background: Illiterates and people with mild intellectual disabilities

are at greater risk of developing mental diseases as they have small

social networks, depend on daily activities for daily structure and are

in a vulnerable position on the labor market (Foundation for People

with Learning Disabilities, 2001; Hastings et al., 2004). The COVID-19

pandemic has an impact on these factors and is therefore expected to

substantially affect mental health of this group. This research aims to

measure the impact of COVID-19 on mental health of illiterates and

people with mild intellectual disabilities during the COVID-19 pan-

demic in the Netherlands, and to determine which subgroups are hit

hardest.

Method: In collaboration with the target group, a survey that suits

their needs in terms of languages level, relevancy of topics and suit-

able examples was developed and tested. Over 400 participants com-

pleted the online questionnaire via a special developed platform

named Crowdience.

Results: The results give an overview of the survey outcomes, show-

ing the impact of COVID-19 on different factors such as change in

daily structure, social network and mental health.

Conclusions: Results will be shared and discussed with healthcare

professionals and policymakers to improve policy and support for illit-

erates and people with mild intellectual disabilities.
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Inclusive science communication for people with intellectual

disabilities: Co-designing accessible Easy Read material

Masha Nägele1, Kirsten Bevelander1, Monique Koks-Leensen1, Julia

Analis1, Anouk Menko2, Anneke van der Cruijsen1, Geraline Leusink1,

Jenneken Naaldenberg1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands; 2Academic Collaborative AMPHI, Radboud

University Medical Center, Nijmegen, The Netherlands

Background: Scientific processes and output are not always accessible

to people with intellectual disabilities. Inclusive design and technology

play an important role in the development and dissemination of acces-

sible information and research results. In inclusive science communi-

cation it is important that the target group is involved in all stages of

the research process. The aim of this presentation is to give practical

tips, applications and more insight into the process of inclusive sci-

ence communication for people with intellectual disabilities.

Method: Two ways to achieve inclusive science communication for

people with intellectual disabilities will be discussed as well as how to

include them during the research process.

Results: There are several examples of inclusive science communica-

tion, such as co-designing an easy read poster or a website as well as

establishing and discussing research results in consultative groups

including co-researchers and experts with intellectual disabilities.

Conclusions: Co-designing accessible easy read material supports the

dissemination of research findings and their practical implications. This

increases access to information among people with intellectual disabil-

ities. In addition, the collaboration between the target group, researchers

and communication professionals raises awareness about the perception

of people with intellectual disabilities. This awareness in of itself creates

a more inclusive society for people with intellectual disabilities.

Supporting a healthy lifestyle of people with intellectual
disability

A program for direct support professionals to promote a

healthy lifestyle

Annelies Overwijk1, Annette van der Putten2, Cees van der Schans1,

Kristel Vlot-van Anrooij3, Thessa Hilgenkamp4, Aly Waninge1

1Hanze University of Applied Sciences, Groningen, The Netherlands;
2University of Groningen, Groningen, The Netherlands; 3Radboud

University Medical Center, Nijmegen, The Netherlands; 4University of

Nevada, Las Vegas, USA

Background: A healthy lifestyle is not obvious for people with mod-

erate, severe and profound intellectual disabilities. Direct support

professionals (DSPs) can provide support but need knowledge and

skills to support healthy living. Therefore, the aim was to develop a

theory-based intervention for DSPs to promote a healthy lifestyle

for people with moderate, severe and profound intellectual disabil-

ities and evaluate the implementation process.

Method: Intervention Mapping was used to develop the program,

then a mixed method design was used to evaluate the implementa-

tion process and to show preliminary results. In this implementation

study, 32 DSPs and 24 people with moderate, severe and profound

intellectual disabilities from four care provider organizations

participated.

Results: First results show some barriers in the implementation of the

program in daily practice, such as alignment of mutual expectations.

The preliminary results show the attitude of DSPs improves after

three months. The final results will be shared at the IASSIDD

conference.

Conclusions: Although the implementation in daily practice faced

some barriers, the first results of the evaluation indicate the interven-

tion is promising for supporting DSPs to promote a healthy lifestyle

for people with moderate, severe and profound intellectual

disabilities.

Improving health-promoting capacities in care settings for people

with intellectual disabilities

Kristel Vlot-van Anrooij1, Jenneken Naaldenberg1, Thessa

Hilgenkamp2, Annelies Overwijk3, Koos van der Velden1, Geraline

Leusink1

1Radboud University Medical Center, Nijmegen, The Netherlands;
2University of Nevada, Las Vegas, USA; 3Hanze University of Applied

Sciences, Groningen, The Netherlands

Background: To live healthily, people with intellectual disabilities are

largely dependent on their environment. Intellectual disabilities sup-

port organizations play a vital role to create a health-promoting envi-

ronment. An environmental asset mapping tool for intellectual

disabilities support settings has been developed. This study aims to

provide insight into whether or not the tool can provide a compre-

hensive view on assets in the system and actionable knowledge to

improve health-promoting capacities in intellectual disabilities sup-

port settings.

Methods: Fifty-seven users from four settings participated and com-

pleted the tool on availability, user satisfaction, and dreams regarding

social, physical, organizational, and financial assets.

Results: The findings provide an overview of available assets, user

satisfaction and dreams for improvements for the four locations.

Combining this information provides actionable knowledge for

improving the health-promoting capacities of the settings, including:

1) how use of available assets can be improved, 2) the type of assets

that should be enriched, and 3) the assets that can be added to the

system.

Conclusions: The asset mapping tool provides a comprehensive view

on assets in the system and actionable knowledge to improve health-

promoting capacities in intellectual disabilities support settings. Intel-

lectual disabilities support organizations can use this actionable

bottom-up knowledge for priority setting and implementing interven-

tions to improve their health-promoting capacities.
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Supporting healthy lifestyle of people with intellectual disabilities –

The next step

Aly Waninge1, Annelies Overwijk1, Peter Weijs2, Josje Schoufour2,

Jenneken Naaldenberg3, Kristel Vlot-van Anrooij3, Gineke Hanzen4,

Martin Fluit5, Bas Valentin2, Alyt Oppewal6

1Hanze University of Applied Sciences Groningen, Groningen, The

Netherlands; 2University of Applied Sciences of Amsterdam, Amsterdam,

The Netherlands; 3Radboud University Medical Center, Nijmegen, The

Netherlands; 4University of Groningen, Groningen, The Netherlands;
5Special Heroes, Amsterdam, The Netherlands; 6Erasmus University

Medical Center, Rotterdam, The Netherlands

Background: Professionals supporting people with intellectual disabil-

ities face difficulties in supporting them in having a healthy lifestyle.

The aim of this study is to design, implement, and evaluate an Integral

Lifestyle Approach for professionals to support people with intellec-

tual disabilities, and their environment, in achieving and maintaining a

healthy lifestyle, with a focus on physical activity and nutrition.

Method: An integral Healthy Lifestyle Approach for people with intel-

lectual disabilities (HLA-ID) will be composed consisting of a tool to

support professionals in choosing the most suitable lifestyle approach.

The approach can be individually tailored to the wishes of the person

with intellectual disabilities and his/her environment, and digital tools

will be integrated to support professionals with implementation. Fea-

sibility for both professionals and people with intellectual disabilities

will be evaluated. Implementation process will be examined using a

Plan-Do-Check-Act cycle. Effectiveness of the HLA-ID will be deter-

mined regarding healthy lifestyle outcomes, i.e., physical activity

levels, healthy nutrition, and achievement of personal goals.

Results: The design of this proposed next step and its intended goals

will be discussed during this presentation.

Conclusions: The intended goal of the HLA-ID is to support people

with intellectual disabilities, and their professional, social, and physical

environment in achieving a healthier lifestyle.

From big data to small data and back

Differences in primary care use and chronic disease

management between people with and without intellectual

disabilities

Milou van den Bemd1, Maarten Cuypers1, Bianca Schalk1, Erik

Bischoff1, Geraline Leusink1

1Radboud University Medical Center, Nijmegen, The Netherlands

Background: To explore the value of a multi-regional primary care-

database in examining management of chronic diseases in people

with intellectual disabilities as compared to people without intellec-

tual disabilities in the Netherlands.

Method: Cross-sectional population-based observational study, in

which population data from Statistics Netherlands were linked to the

Nivel Primary Care Database. People with and without intellectual dis-

abilities who have chronic diseases were compared in primary care

use regarding their chronic diseases.

Results: Out of the 1.2 million people in the Nivel Primary Care Data-

base, 30,000 individuals were identified with intellectual disabilities,

of whom 18,000 had one or more chronic diseases in 2018. Most

common were cardiovascular diseases, diabetes, and chronic obstruc-

tive pulmonary disease, but prevalence varied between people with

and without intellectual disabilities. The database provides insight in

other medical diagnoses, use of primary care, and management of

chronic diseases.

Conclusions: Linking several population-based datasets resulted in a

large dataset containing valuable information on primary care use of

people with intellectual disabilities. By comparing people with and

without intellectual disabilities, this study provides insight in potential

disparities between both groups. Moreover, this study identifies

opportunities to optimize chronic care for people with intellectual

disabilities.

From outpatient care for persons with intellectual disabilities to

outpatient health data results: A promising initiative

Bianca Schalk1, Esther Bakker-van Gijssel1, Jenneken Naaldenberg1,

Geraline Leusink1

1Radboud University Medical Center, Nijmegen, The Netherlands

Background: When specialised medical care is needed for persons

with intellectual disabilities who live in the community, the general

practitioner in the Netherlands can refer to an intellectual disabil-

ities (ID) physician. By using electronic health records (EHR) from

these outpatient intellectual disabilities clinics for scientific

research, essential aspects of patient care can be investigated. This

study describes the procedures required for using EHR of persons

with intellectual disabilities in the outpatient clinic for scientific

research.

Method: The process of using EHR for research and setup of

data extraction according to legal and scientific rules is described.

The outpatient clinic started in 2013 and covers >400 EHR.

Explorative results from the first data extraction will be

presented.

Results: Procedures for access, permission and sharing of EHR are

essential in obtaining health care data. We will explain how proce-

dures complied with legal frameworks, but at the same time remained

understandable for persons with intellectual disabilities. The most

prevalent health problems treated at the outpatient clinic will be

shown.

Conclusions: Future researchers will benefit from our clear overview

of the procedures for working with EHR data from outpatient intel-

lectual disabilities clinics. This initiative will also give insight into dif-

ferent aspects of patient care in the outpatient intellectual

disabilities clinic.
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Big data: An inclusive science platform to improve health and

health care

Joep Tummers1, Bianca Schalk2, Hilde Tobi1, Geraline Leusink2, Bedir

Tekinerdogan1

1Wageningen University & Research, Wageningen, The Netherlands;
2Radboud University Medical Center, Nijmegen, The Netherlands

Background: Routine (medical) care data has tremendous potential to

improve the health of people with an intellectual disability using

state-of-the-art analytic techniques. This study presents the first steps

in the inclusive development and possible applications of a data

platform.

Methods: A platform with routine health data from multiple Dutch

intellectual disabilities care institutions is being developed, via our

academic collaborative “Stronger on your own feet” with Dutch care

organizations.

Results: Privacy and security are important topics in the development

of the platform, as we deal with data from a vulnerable population.

We will show possible applications for the platform to improve the

health and health care of people with an intellectual disability without

compromising privacy and security. In the future, the platform should

answer research questions coming from care providers, managers, cli-

ents and their representatives by means of machine learning

approaches.

Conclusions: With the help of state-of-the-art techniques, we can

transform routine data into information that should eventually lead to

more knowledge about people with intellectual disabilities and their

health. Although most data has initially not been collected for

research purposes, current analysis techniques support the develop-

ment of a structural monitoring platform.

Using administrative population data to identify people with

intellectual disabilities and study mortality

Maarten Cuypers1, Hilde Tobi2, Jenneken Naaldenberg1, Geraline

Leusink1

1Radboud University Medical Center, Nijmegen, The Netherlands;
2Wageningen University & Research, Wageningen, The Netherlands

Background: The aim was to estimate the prevalence of intellectual

disabilities in Dutch population datasets and to pilot-test this iden-

tification method with an analysis of mortality data.

Method: National datasets on chronic care and social support were

linked with the population register to identify individuals with intellec-

tual disabilities. The identification method was then applied to the

mortality register to study overall mortality, avoidable mortality, and

excess mortality patterns.

Results: Linking national databases resulted in a 1.45% intellectual

disabilities prevalence. People with intellectual disabilities receiving

residential care were better identifiable than those supported through

other systems. Intellectual disability-related causes of mortality

appeared almost exclusively in people who were previously identified

with intellectual disabilities, confirming correct classification of people

with intellectual disabilities. Overall mortality among people with

intellectual disabilities was higher, and so was avoidable mortality.

During an identified influenza epidemic, excess deaths among people

with intellectual disabilities were three times higher than among peo-

ple without intellectual disabilities, with a broader range of underlying

causes.

Conclusions: The intellectual disabilities prevalence based on

population-based administrative datasets in the Netherlands aligned

with international estimates. Analysis of mortality data showed the

identification method was useful and can be applied to other

(national) data as well.

WORKSHOPS

VGN Academy, a co-creative collaboration on e-learning for

healthcare professionals in intellectual disabilities care

Paul Westmeijer1

1VGN Academie, Utrecht, The Netherlands

Description: Learning on the job supported by e-learning is a

proven method for making knowledge from research and experi-

ence accessible to healthcare workers. The VGN Academy develops

innovative e-learning on the basis of evidence-based knowledge

and healthcare practice. Behavioral experts from different organisa-

tions meet in editorial boards to assess knowledge and research

results. In close collaboration with educationalists, this leads to the

embedding of that knowledge in online practice-oriented learning

content. The healthcare institutions then make the e-learning

accessible via their own learning environment. About 200 experts

in 15 editorial boards have now converted knowledge into practical

learning tools. The e-learning is available to 120.000 healthcare

professionals in the care of people with intellectual disabilities.

Contribution: In the workshop we demonstrate our method for

embedding evidence-based knowledge in e-learning and how to use it

in the workplace. We will show an example of a quality guide on

person-centered care, which is embedded in an e-learning for clients

with severe intellectual disabilities. The participants will get to know

the method, the learning content and are challenged to get started

with it themselves.

Adapting HealthMatters Program intervention for new contexts: A

US and Swedish experience

Eva Flygare Wallén1, Jasmina Sisirak2, Beth Marks2

1Academic Primary Health Care Center, Stockholm, Sweden; 2University

of Illinois at Chicago, Department of Disability and Human Development,

Chicago, Illinois, USA
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Description: This workshop will present and discuss Swedish experi-

ences of translating, performing content, and cultural adaptations,

updating and implementing HealthMatters Program, an evidence-

based training for staff and a 12-week health promotion program for

people with intellectual and developmental disabilities. We will dis-

cuss core and discretionary components, drift, fidelity, program the-

ory, reinvention, reapplication, transcreation, scale-out, scale-up,

social validity, and capacity building of the HealthMatters Program

and provide global adaptation guidance. In addition, the development

of a web-based version in Sweden will be discussed. The

HealthMatters™ Program was founded in 2008 as one of the first

community-translated research-to-practice health promotion pro-

grams for people with intellectual and developmental disabilities and

their support staff. Since then, the Program has reached over 10,000

people with intellectual and developmental disabilities and certified

2,650 instructors in 210 community-based organizations in seven

countries and resulted in significant improvements in health status

and organizational support.

Contribution: Workshop participants will use Intervention Mapping

Adapt 6-step process and workshop recommendations to plan an imple-

mentation of the HealthMatters Program to the setting and population

of their choice. People with intellectual and developmental disabilities in

Sweden and the US experience considerable health inequalities relative

to the general population, such as, poor nutrition, low physical activity,

obesity and diabetes. Having access to health promotion programs in

community settings is imperative. In Sweden, similar to the US, support

staff have an opportunity to be role models, provide social support, and

to create a health promoting environment for people with intellectual

and developmental disabilities. However, studies have shown that staff

are often insufficiently trained regarding health and health promotion,

often have poor health-related behaviors, and can benefit from health

promotion education. The aim of this international collaboration is to

extend the scale-up research initiatives from the US internationally.

HealthIDea: Connect, share and learn about health and medical care

for people with intellectual and developmental disabilities

worldwide

Marian Breuer1, Geraline Leusink1, Jenneken Naaldenberg1, Esther

Bakker-van Gijssel1, Carlo Schuengel2

1Radboud University Medical Center, Nijmegen, The Netherlands;
2Academic Collaborative Center 's Heeren loo/Vrije Universiteit,

Amsterdam, The Netherlands

Description: The organization of healthcare and medical care for peo-

ple with intellectual and developmental disabilities varies worldwide.

This complicates reporting on and publishing research results and the

ability to understand and compare medical care policy, practice and

research from different contexts. With HealthIDea (www.HealthIDea.

nl) we aim to create an international online platform to share, learn,

connect and crowdsource beyond scientific journals and conferences.

This workshop will present the first version of the platform and the

first pilot project on international COVID-19 responses and the

impact on people with intellectual and developmental disabilities. Fur-

thermore, we will collaboratively reflect on the positioning of

HealthIDea in the field of comparable platforms (for example

LTCcovid). The workshop aims to create a network of HealthIDea cor-

respondents interested in connecting and contributing to the plat-

form. We will discuss opportunities for shared projects, funding

applications and increasing visibility. Participants can actively contrib-

ute to the project and network.

Contribution: This workshop aims to achieve: 1) Starting an interna-

tional HealthIDea network, 2) Share experiences about the organiza-

tion of health and medical care worldwide, 3) Reflect on the

positioning on HealthIDea in the field of comparable platforms, 4) Dis-

cuss opportunities for connecting and collaborating, 5) Discuss rele-

vant topics to share with regard to healthcare and medical care

Building capacity to participate in bike riding using virtual reality

Caroline Ellison1, Patrick Faulkner1, Ancret Szpak1

1University of South Australia, Magill, Australia

Description: People living with intellectual disability are often less

active than others and experience the negative consequences around

reduced mental health, physical well-being, fitness and life satisfaction.

Evidence shows that participation rates of engagement in bike riding

are reduced for individuals living with intellectual disability and a signifi-

cant barrier is the lack of capacity to ride a bike safely in the commu-

nity. Research reports that learning to ride a bike is considered by

significant others as a risk, and therefore opportunities to ride a bike

and learn road safety are often limited.

Contribution: This workshop will outline a project that aims to increase

capacity to safely learn to ride a bike and access community bike riding

to increase fitness and well-being as well as life satisfaction and inde-

pendence. Using indoor cycling technology that allows participants to

use their actual bike to learn and practice along with virtual reality 3D

movie technology to gain confidence, orientation and practice on the

bike trails and road in their local context; this project is developing

shareable resources and how to information to be implemented more

broadly. This workshop will present early results and engage attendees

in discussion that could see outcomes shared internationally.

ORAL PRESENTATIONS

Sleep problems in people with intellectual disability: Diagnosis and

treatment

Annelies Smits1

1Sleep Wake Centre SEIN, Zwolle, The Netherlands

1302 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1302 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://www.healthidea.nl
http://www.healthidea.nl
http://wileyonlinelibrary.com/journal/jar


Background: People with intellectual disabilities are prone to sleep

problems. Our aim was to elucidate the prevalence, diagnoses and

feasibility of treatment of those sleep problems.

Method: Questionnaires, clinical interviews, actigraphy and poly-

somnography (PSG) were performed in 143 patients. Insomnia was

defined as a sleep complaint of the patient and or caregiver. Other

sleep disorders were diagnosed and treated according to international

guidelines. Effect of the treatment was evaluated by clinical inter-

views, actigraphy and/ or PSG.

Results: The most frequent reasons for referral were sleep main-

tenance difficulties, 58% of the patients had more than one rea-

son. 94% of the patients underwent actigraphy successfully, 90%

eligible for polysomnography underwent PSG successfully. 64% of

the patients had insomnia and 32% sleep disordered breathing

(SDB). Insomnia was comorbid in all patients with other sleep dis-

orders. Insomnia was successfully treated in 68% of the patients,

SDB treatment was up to 42% successful. When insomnia was

co-treated in SDB, the success rate went up to 80%. Crucial

determinant for success for both diagnostic and therapeutic pro-

cedures was the matching to the patients level of emotional

functioning.

Conclusions: Insomnia and SDB are common in people with intellec-

tual disabilities. Diagnostic procedures and treatment are feasible

when personalized.

Digi-ID: Accessible digital skills education to enhance health and

inclusion of adults with intellectual disabilities

Esther Murphy1, Darren McCausland1, Ida Korfage2, Alyt Oppewal2,

Eva Flygare-Wallen3, Raphael Koster4, Mary McCarron1, Philip

McCallion5

1Trinity College Dublin, Dublin, Ireland; 2Erasmus Medical Center,

Rotterdam, The Netherlands; 3Karolinska Institute, Stockholm, Sweden;
4MADoPA, Paris, France; 5Temple University, Philadelphia, USA

Background: This paper is based on our EIT Health-funded project

“Digi-ID: Digital skills education to support health and social inclusion

for adults with intellectual disabilities.”
Our two large national longitudinal studies (IDS-TILDA and HA-ID),

paucity of digital access and use to support health and social inclu-

sion is recognised. To address the issue of very low usage of technol-

ogy amongst people with intellectual disabilities, we are co-creating

accessible digital skills education programme via an accessible solu-

tion. We aim to empower people with intellectual disabilities the

knowledge skills and confidence to manage their health and

wellbeing digitally. Ethical approval sought from institutions' Ethics

Committees.

Methods: Digi-ID adopts a citizen co-creation methodology; focus

groups with people with intellectual disabilities in Ireland, the Nether-

lands, Sweden and France (n-240). Engagement with our collaborator

intellectual disability services and advisory panel with paid co-

researchers with intellectual disabilities will shape the digital skills

education content and digital learning activities.

Results: We will present preliminary results from first round of focus

groups cocreating content for core digital skills module develop-

ment work.

Conclusions: Co-creating with people with intellectual disabilities will

highlight precise skills knowledge and gaps to ensure core topics for

digital skills education development, barriers and facilitators to

enhance digital access and engagement.

A longitudinal exploration of the foot health status of older adults

with intellectual disability

Rita Molloy1, Mary McCarron1, Philip McCallion2, Eilish Burke1

1Trinity College, University of Dublin, Dublin, Ireland; 2Temple University,

Philadelphia, Pennsylvania, USA

Background: This study aimed to explore the factors impacting on

foot health in this group in order to maintain pain-free independent

mobilisation and continued social participation.

Methods: Data on foot health was extracted over a 10-year period

from the Intellectual Disability Supplement to the Irish Longitudinal

Study on Ageing. Overall, 753 adults >40yrs were included. Retention

rates remained high over the 10 years. Full ethical approval was

granted by service providers and the university.

Results: 14.3% consistently reported fair/poor foot health. There

was a statistically significant association between foot pain and

female gender (p=0.025) and one tenth of the sample experienced

hidden/unreported pain. Good foot health was significantly associ-

ated with good overall health (p>0.001) and better functional ability

(p>0.001). Poor foot health was significantly associated with

arthritis(p=0.012). Foot health deteriorated with age and those with

a severe/profound intellectual disabilities had poorer foot health, as

did those living in residential settings.

Conclusions: Despite a 76% attendance at chiropody, poor foot

health remained static, 14.3% over 10-year period. Hidden pain and

higher prevalence of female foot pain was noted, supporting the need

for robust screening and foot health promotion.

Hospital admission rates among children and young people with

intellectual disabilities in Scotland

Gillian Smith1, Michael Fleming1, Deborah Kinnear1, Angela

Henderson1, Jill Pell1, Craig Melville1, Sally-Ann Cooper1

1Institute of Health and Wellbeing, University of Glasgow, Glasgow, UK

Background:We investigated hospital admissions for children and young

people with, versus without, intellectual disabilities across Scotland.

Methods: We used record-linkage between Scotland's Pupil Census,

2008-2013 (to identify intellectual disabilities) and acute hospital
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admissions from the Scottish Morbidity Records, up to 2015. Cox

proportional-hazards models investigated admission risk for pupils

with, versus without, intellectual disabilities.

Results: 18,278 pupils with intellectual disabilities and 777,912 con-

trols were identified. 5,089 (28%) pupils with intellectual disabilities

had 17,051 admissions, compared to 157,565 (20%) controls with

277,012 admissions. Pupils with intellectual disabilities had increased

risk of planned hospital admission (adjusted HR=2.21 {95% CI 2.14,

2.29}) and emergency admission (aHR=1.61, {95% CI 1.55, 1.67}), sex

interaction p<0.001). Emergency and planned admissions were higher

for pupils with intellectual disabilities across all ICD-10 chapters,

except “pregnancy, childbirth, and puerperium”. Female pupils with

intellectual disabilities had additional admission risk (p<0.001).

Planned admissions (IRR=3.98, {95% CI 3.62, 4.37}), and emergency

admissions (IRR=2.73 {95% CI 2.53, 2.94}) were longer for pupils with

intellectual disabilities. Most common emergency admissions were

due to seizures and respiratory infections.

Conclusions: Admissions are more common and longer for pupils with

intellectual disabilities. This may reflect routine health-care manage-

ment they receive but requires further investigation.

Ambulatory-care-sensitive conditions among children/youth with

intellectual disabilities in Scotland

Gillian Smith1, Michael Fleming1, Deborah Kinnear1, Angela

Henderson1, Jill Pell1, Craig Melville1, Sally-Ann Cooper1

1Institute of Health and Wellbeing, University of Glasgow, Glasgow, UK

Background: We investigated the prevalence of ambulatory-care-

sensitive conditions and hospital admission rates for children/young

people with, versus without, intellectual disabilities across Scotland.

Method: We used record-linkage between Scotland's Pupil Census,

2008-2013 (to identify intellectual disabilities) and prescribing infor-

mation to report prevalence of epilepsy, asthma, diabetes and depres-

sion, 2009-2013. Hospital admissions were extracted from the

Scottish Morbidity Records, up to 2015. Cox models were used to

investigate prospective admission risk for pupils with, versus without,

intellectual disabilities.

Results: There were 18,278 pupils with intellectual disabilities, and

777,912 controls. Prevalence was higher among the intellectual dis-

abilities group for epilepsy; 8.8% versus 0.8% and asthma; 8.9% ver-

sus 6.9% (p<0.001). No differences were detected for diabetes or

depression; 0.5% versus 3.0%, (p=0.841), and 3.8% versus 2.3%

(p=0.717), respectively. Admission risk for epilepsy was 2.24 times

higher for pupils with epilepsy and intellectual disabilities versus epi-

lepsy alone (adjusted HR=2.24 (95% CI 1.97, 2.55). Length of stay

also increased (IRR=2.21 (95% CI 1.82, 2.68). Acute admission risks

for the other conditions were not significant.

Conclusions: Pupils with epilepsy and intellectual disabilities had a

higher risk of epilepsy-related hospital admission and longer stays ver-

sus pupils with epilepsy alone. Management outside an acute-care

setting should be further investigated.

Support a healthy lifestyle for people with moderate to profound

intellectual disabilities with behaviour change techniques

Annelies Overwijk1, Annette van der Putten2, Cees van der Schans1,

Mariël Willems1, Thessa Hilgenkamp3, Aly Waninge1

1Hanze University of Applied Sciences, Groningen, The Netherlands;
2University of Groningen, Groningen, The Netherlands; 3University of

Nevada, Las Vegas, USA

Background: Direct Support Professionals (DSPs) provide important

lifestyle behaviour support for people with intellectual disabilities.

They can use behaviour change techniques (BCTs) to do this. We

aimed to evaluate which BCTs are used for supporting healthy life-

style behaviour of people with moderate to profound ID by DSPs.

Method: 18 DSPs were observed in their daily work with audio-visual

recordings. The Coventry Aberdeen London Refined (CALO-RE-NL)

taxonomy was used for coding BCTs. Differences in the characteris-

tics of people with intellectual disabilities and DSPs in relation to the

BCTs used were evaluated.

Results: Most of the coded BCTs were used by DSPs (33 BCTs out of

42), but they rely heavily on nine of them. DSPs mostly used “feed-
back on performance,” “instructions on how to perform the behav-

iour” and “doing together.” No statistical differences were found for

the characteristics of people with intellectual disabilities or DSPs for

the top nine BCTs used.

Conclusions: DSPs mostly rely on nine BCTs. Although no statistical

differences were found, DSPs use more BCTs for people with more

severe intellectual disabilities. DSPs who support people with severe

or profound intellectual disabilities are more aware of demonstrating,

setting graded tasks and encouraging people with intellectual disabil-

ities to practice healthy lifestyles.

Life expectancy and severe health needs in people with and without

intellectual disabilities

Freya Tyrer1, Panos Vostanis1, Mark Rutherford1

1University of Leicester, Leicester, UK

Background: To quantify and compare life expectancy of people with

and without intellectual disabilities by presence of severe health

needs.

Method: An electronic health record study of linked primary and sec-

ondary care data on 1.4 million individuals (~35,000 with intellectual

disabilities) from 2000–2019. Life expectancy from age 10 years was

estimated using Chiang's and flexible parametric approaches using age

as the time scale. Severe health needs were modelled as presence of

≥2 specific health conditions (epilepsy, incontinence, percutaneous

endoscopic gastrostomy, severe visual loss, severe hearing impair-

ment, cerebral palsy, severe mobility difficulties) at baseline or during

follow up.

Results: People with intellectual disabilities and severe health needs

had substantially worse life expectancy than those without intellectual
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disabilities. For example, in 2010–2019, proportions of life years lost

due to severe health needs were 36.7% and 32.7% for males and

females with ID compared to 24.0% and 21.3% for those without. For

those without severe health needs, proportion of life years lost due to

intellectual disabilities was 9.2% and 7.8% for males and females

respectively.

Conclusions: Mortality disparities between people with and without

intellectual disabilities can only partially be explained by increased

prevalence of severe health needs.

Examining the sedentary behaviour levels among older adults with

intellectual disability

Louise Lynch1, Philip McCallion2, Mary McCarron1, Eilish Burke1

1Trinity College Dublin, Dublin, Ireland; 2Temple University, Philadelphia,

Pennsylvania, USA

Background: To determine the prevalence of sedentary behaviour in

older adults with an intellectual disability.

Method: Sedentary behaviour, for this study, is defined as “low
physical activity as identified by MET or step levels or as measured

by RAPA or IPAQ or sitting for more than three hours per day.” A

search was conducted across four databases and grey literature

sources. PRISMA-P was applied to article selection. All articles

were quality assessed and independently reviewed by two

reviewers, a third adjudicated disputes. 1729 articles were identi-

fied. Using inclusion criteria, 49 full text articles were selected,

extracted and summarised using a tabular format. GRADE was

used to assess the quality of the evidence. Due to variability in

measurement overall prevalence was not determined. Final data

selected were thematically analysed.

Results: Sedentary behaviour was linked to adverse health conditions,

increased cardio-metabolic risks, increased obesity and mortality in

both men and women. Older adults with an intellectual disability have

higher rates of obesity, inactivity and multi-morbidity than their non-

disabled counterparts.

Conclusions: Sedentary behaviour is prevalent among those with

intellectual disability, however, it is not well defined. This systematic

review provides a critical insight into how sedentary behaviour could

have health implications.

Prevalence of dementia in people with intellectual disabilities

without Down syndrome in Japan

Shintaro Takenoshita1, Ryozo Kuwano2, Tomokazu Inoue2, Taku

Kurozumi2, Seishi Terada1, Norihito Yamada1, Shigeru Suemitsu2

1Okayama University, Okayama, Japan; 2Asahigawa Medical Welfare

Center, Okayama, Japan

Background: There are few large-scale studies of the prevalence of

dementia in people with intellectual disabilities who do not have

Down syndrome, although Down syndrome is well known to be

related with Alzheimer's disease.

Method: We investigated 1831 adults with intellectual disabilities but

without Down syndrome who were residents of a facility for people

with intellectual disabilities in Japan. The caregivers answered a ques-

tionnaire, and physicians directly examined the participants suspected

of cognitive decline.

Results: Of the 1831 patients, 118 were diagnosed with dementia

and 51 with mild cognitive impairment (MCI). The prevalence of

dementia was 5.6% for the 55 to 64 age group, 13.2% for the 65 to

74 age group, 22.2% for the 75 to 84 age group, and 42.3% for the

85 to 94 age group. The prevalence of MCI was 2.1% for the 55 to

64 age group, 7.4% for the 65 to 74 age group, and 11.5% for the

85 to 94 age group. Sixty-five patients (55.1%) had not been diag-

nosed with dementia before the survey.

Conclusions: People with intellectual disabilities without Down syn-

drome may develop dementia at an earlier age than those without

intellectual disabilities. Our nationwide survey suggested there are

many undiagnosed dementia patients in the community of people

with intellectual disabilities.

Developing a biopsychosocial model of cognitive decline in people

aging with intellectual disability

Marianne Fallon1, Eimear McGlinchey1, Philip McCallion2, Mary

McCarron1

1School of Nursing and Midwifery, Trinity College Dublin, Dublin, Ireland;
3School of Social Work, Temple University, Philadelphia,

Pennsylvania, USA

Background: The aim of the study is to develop an initial biopsycho-

social (BPS) model to longitudinally investigate the relative impact of

various BPS constructs on cognitive decline in people ageing with

intellectual disability.

Method: Data gathered from the four waves of IDS-TILDA will be used

for the longitudinal analysis. IDS-TILDA is an Irish nationally representa-

tive longitudinal study that collects information on a variety of biologi-

cal, psychological and social indicators in people ageing with intellectual

disability. Structural equation modelling will be used to analyse the com-

plex causal pathways of how BPS constructs may influence cognitive

decline over time. Prior ethical approval by Trinity College, Dublin was

granted for the IDS-TILDA study data gathering.

Results: An exploratory SEM model will be proposed to show the com-

plex and bi-directional relationships between factors in the BPS model,

including the potentially mediating effects of subjective wellbeing.

Conclusions: Findings from this exploratory modelling will provide an

initial framework to assess the relative influence of various biological,

psychological and social indicators on subsequent cognitive decline in

people ageing with intellectual disability. Building such an evidence-

based framework will support targeted interventions to improve the

cognitive health of those with intellectual disability across the

life span.
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Detecting sleep apnea in adults with Down syndrome using the

WatchPAT: A feasibility study

Rixt Nijenhuis-Huls1, Manna Alma1, Alain Dekker2

1Department of Practice-oriented Scientific Research (PWO), Alliade Care

Group, Stiens, The Netherlands; 2Department of Practice-oriented

Scientific Research (PWO), Alliade Care Group, Heerenveen, The

Netherlands

Background: In daily practice, sleep apnea is underdiagnosed in peo-

ple with Down syndrome. The WatchPAT, a finger-probe watch that

detects apnea indirectly by measuring sympathetic arousal, can diag-

nose sleep apnea in an accessible way. This research aims to study

feasibility of the WatchPAT for diagnosing sleep apnea in persons

with Down syndrome.

Method: Thirty clients (aged 18+) with Down syndrome were

included. Sleep apnea was assessed by the Stop-Bang sleep apnea

questionnaire (current practice) and compared to results after one

night wearing the WatchPAT. Two medical doctors independently

draw a diagnosis based on the report that is generated by the

WatchPAT. Experiences of clients and caregivers involved were stud-

ied as well by using questionnaires and semi-structured interviews.

Results: Data collection is ongoing. We will present feasibility results

of WatchPAT in this population. In addition, results of the apnea diag-

nosis obtained with the WatchPAT will be compared with result of

the Stop-Bang questionnaire, incl. interrater reliability. Furthermore,

promoting and hampering factors influencing the acceptance of the

WatchPAT by adults with Down syndrome will be presented.

Conclusions: This study will show to what extent the WatchPAT can

be used for apnea diagnostics in people with Down syndrome.

Asthma and COPD in people with intellectual disabilities and

corresponding levels of integrated care

Mathilde Mastebroek1, Nadeem Everlo1, Maarten Cuypers1, Erik

Bisschof1, Bianca Schalk1

1Department of Primary and Community Care, Radboud Institute for

Health Sciences, Nijmegen, The Netherlands

Background: The aim of the study was to assess the prevalence of

asthma and COPD in primary care patients with and without intellec-

tual disabilities, and to examine potential differences in the delivery of

corresponding integrated care.

Method: In a 10-year retrospective cohort, we collected medical

record information on diagnosis of asthma/COPD, consultation pat-

terns, use of asthma/COPD control questionnaires, pulmonology

referrals, spirometry measurement and prescribed medication.

Results: The prevalence of asthma appeared significantly higher in

patients with intellectual disabilities, whereas the prevalence of COPD

was relatively even. Patients with intellectual disabilities and asthma

or COPD received more GP-consultations. People with intellectual

disabilities and asthma received more pulmonology referrals and

antibiotics prescriptions. People with intellectual disabilities and

COPD were referred less often to a pulmonologist and received the

COPD Control Questionnaire less frequently.

Conclusions: We conclude that asthma is more prevalent in peo-

ple with intellectual disabilities and that there are quantitative dif-

ferences in the care provided for asthma and COPD in this

patient group compared to controls. This warrants further research

into the causes of these differences and whether they also infer

differences in quality or effectiveness of care for people with

intellectual disabilities. Some concern for proper access to asthma

and COPD care and adequate disease management and control is

in place.

Umbrella systematic review on comorbid physical conditions in

people with autism spectrum disorder

Ewelina Rydzewska1, Kirsty Dunn1, Sally-Ann Cooper1

1University of Glasgow, Glasgow, UK

Background: Comorbid physical conditions may be more common in peo-

ple with autism spectrum disorder (ASD) than other people. We aimed to

systematically review evidence in this area.

Method: PROSPERO registration: CRD42015020896. We undertook

an umbrella systematic review of systematic reviews and meta-

analyses on comorbid physical conditions in people with autism spec-

trum disorder. Five databases were searched.

Results: 24/5552 retrieved articles were included, 15 on children, one

on adults, and eight on children and adults. Although the quality of

included reviews was good, most reported several limitations in the

studies they included and considerable heterogeneity. Comorbid

physical conditions are common, and some are more prevalent than in

the general population: sleep problems, epilepsy, sensory impairments,

atopy, autoimmune disorders and obesity. Asthma is not. However,

there are substantial gaps in the evidence base. Fewer studies have

been undertaken on other conditions, and some findings are

inconsistent.

Conclusions: Comorbid physical conditions occur more commonly in

people with autism spectrum disorders, but the evidence base is slim,

and more research is needed. Some comorbidities compound care if

clinicians are unaware, for example sensory impairments, given the

communication needs of people with autism spectrum disorders.

Others, such as obesity, can lead to an array of other conditions, dis-

advantages and early mortality.

The use of Timed up and Go: Identifying mobility issues among

adults with intellectual disability

Shiling Chen1, Mary McCarron1, Philip McCallion2, Eilish Burke1

1Trinity College, University of Dublin, Dublin, Ireland; 2Temple University,

Philadelphia, Pennsylvania, USA
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Background: To examine the relationship between the Timed up and

Go (TUG) test and difficulties in mobility in adults with intellectual

disabilities.

Method: Data for this study was drawn from Wave 2 of the Intel-

lectual Disability Supplement to the Irish Longitudinal Study on

Ageing. Overall, 708 participants data were included, with seven

questions on activities assessed. Mobility was objectively measured

using the TUG test. The ability to carry out these activities was

compared to the length of time participants took to complete

the TUG.

Results: A significant relationship was demonstrated between TUG

and level of intellectual disability (p=0.0001), and place of residence

(p=0.05). The participants aged between 50-64 years old were also

found to have the highest proportion (49.9%) of poor performers in

TUG, suggesting that this group has the most mobility limitations.

However, there was no significant association between the activities

impacted by mobility and TUG.

Conclusions: There is a need to better understand the validity of TUG

in predicting mobility difficulties in adults with intellectual disabilities,

and future research should strive to identify appropriate tools that

can be used to assess the risk for mobility limitations in this

population.

Evaluating the impact of health promotion screenings for people

with intellectual disability

Iulia Mihaila1, Lindsay Dubois1, Molly Sadowsky1, Jonathan Lang1,

Mary Pittaway1, Alice Lenihan1, Alicia Bazzano1

1Special Olympics Inc., Washington, DC, USA

Background: People with intellectual disability often experience a higher

prevalence of chronic health conditions and less access to health promo-

tion screenings. The aim of the present study was to understand if Spe-

cial Olympics (SO) health screenings promote better health outcomes

for people with intellectual disability, over time.

Method: Between 2015 and 2018, SO conducted nearly 53,000

health promotion screenings for individuals with I intellectual disabil-

ity, worldwide. We examined the prevalence of high blood pressure

(BP) and body mass index (BMI), and whether individuals with intellec-

tual disability who attended two or more yearly screenings exhibited

health improvements at follow-up.

Results: Roughly 14% of screenings indicated high BP and 39%

indicated overweight or obese BMI (18% and 21%, respectively).

Among individuals with intellectual disability with high BP or BMI

at their first screening, 60% no longer had high BP and 15%

showed less severe BMI status (e.g., overweight to normal) at their

follow-up screening. Additional differences by global region were

observed.

Conclusions: Findings indicate that SO health promotion screenings

may contribute to improvements in health for individuals with intel-

lectual disability, and have implications for the importance of regular

health promotion programming and screenings.

Medication load and frailty in older adults with intellectual disability:

An observational study

Juliette O'Connell1, Martin Charles Henman1, Niamh McMahon1,
�Eilish Burke1, Philip McCallion2, Mary McCarron1, M�aire O'Dwyer1

1Trinity College Dublin, Dublin, Ireland; 2College of Public Health, Temple

University, Philadelphia, Pennsylvania, USA

Background: Recently, efforts have been made to quantify frailty among

older adults with intellectual disability. Little research has been performed

on the association between medication exposure and frailty among older

adults with intellectual disability, despite a known association among

older adults without intellectual disability. The aim of this study was to

examine the association between frailty and medication exposure, specifi-

cally polypharmacy, anticholinergic and sedative medication exposure.

Method: Data was drawn from Wave 2 (2013/2014) of the Intellec-

tual Disability Supplement to the Irish Longitudinal Study on Ageing

(IDS-TILDA). A modified Fried's frailty phenotype was constructed

and analysed for associations with four measures of medication load:

polypharmacy, Drug Burden Index (DBI), Anticholinergic Cognitive

Burden (ACB) and Sedative Load model using multinomial logistic

regression.

Results: Frailty status was significantly associated with excessive

polypharmacy, but not with DBI, ACB or Sedative Load score.

Conclusions: This is the first study to examine the association of

frailty with anticholinergic and sedative load among older adults with

intellectual disability. Polypharmacy may be an important factor

involved in frailty in this population. Further research is required to

investigate the trajectory of frailty and frailty as measured by other

models in relation to medication load.

An exploration of lifestyle/obesity programmes for adults with

intellectual disabilities through a realist lens: Impact of a “context,
mechanism and outcome” evaluation

Laurence Taggart1, Alison Doherty2, Umesh Chauhan2, Angela

Hassiotis3

1Ulster University, Belfast, UK; 2University of Central Lancashire, Preston,

UK; 3University College London, London, UK

Background: Obesity is higher in people with intellectual disabilities.

There are two aims of this explorative paper. Firstly, using a realist lens,

to go beyond “what works” and examine the “context, mechanisms

and outcomes” (CMO) of lifestyle/obesity programmes for this popula-

tion. Second, using a logic model framework to inform how these

programmes could be implemented within practice.

Method: We explored six review papers and the individual lifestyle/

obesity programmes that these papers reviewed using the CMO

framework.

Results: There were few theoretically underpinned, multi-component

programmes that were effective in the short to long-term and many

failed to explore the “context and mechanisms.” We developed a logic
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model and engaged in two co-production workshops to refine this

model.

Conclusions: Using a realist approach, programmes need to be

underpinned by both individual and systems change theories, be

multi-component, have a closer understanding of the interplay of the

“context and mechanisms,” and co-designed using a logic model

framework.

Providing a scaffold of support: Exploring the role of the CNSp acute

hospital liaison nurse

Muireann Ní Riain1

1St. Michaels House, Dublin 9, Ireland

Background: An Acute Hospital Liaison Nurse has been shown to

improve hospital experiences for people with intellectual disabilities.

This is an emerging role in Ireland.

Method: Research was undertaken with a descriptive qualitative

design to explore the impact and breadth of Clinical Nurse Special-

ist Acute Hospital Liaison Nurse in an intellectual disability com-

munity organisation, from the perspective of support staff.

Purposive sampling was used to source focus groups from differ-

ent staff support levels, and data were analysed using thematic

content analysis.

Results: Participants identified significant past challenges with

supporting people with intellectual disabilities in hospital, including

accessing and understanding information, anxieties related to attend-

ing hospitals, and not being prepared for supporting transitions.

Conclusions: The role is seen as a very positive step, with findings

demonstrating its provision of support for staff including experi-

ences of improved information sharing, being better prepared for

hospital and alleviating anxieties when supporting someone in hos-

pital. The findings identify that the role has considerable benefits

to support staff and can positively impact experiences in hospitals.

This is the first known Irish study in this area and contributes to

previous studies but there is a need to examine it from the per-

spective of people with intellectual disabilities and of staff in

hospitals.

Healthy Community Special Olympics program in the Czech

Republic

Hana Valkova1

1Faculty of Sport Studies, Masaryk University, Brno, Czech Republic

Background: The Czech Special Olympics Program (CZ SO) has been

active in SOI fitness and health policy since the year 2003. Due to

experience with several SOEE grants, CZ SO was included in a three-

year SOI project (2016-2019) supported by the Golisano Foundation.

The survey of the goals, management, approaches of the Czech Special

Olympics are described.

Method: During this period 520 SO athletes (male and female) were

assessed – 65 items for each participant (e.g., spectrum 12 to 62.)

Items assessed were relevant to standardized requests of Special

Olympics Healthy Community project: BMI assessment, heart rate,

blood pressure; questioning (and observing) personal age, gender,

health status and living environment; and measurement of basic

health fitness variables. The items were classified and processed

according to gender, age, medical care, health status, type of accom-

modation and environment. The content was oriented on fitness

screening, motivation for applying healthy lifestyle in CZ SO, family

and community inclusion, education of all participants, involvement of

trained volunteers from universities.

Results/Conclusions: Recent findings show appropriate follow-up

health care, education impacts, differences in healthy lifestyle of ath-

letes living in families, sheltered or residential environment, and active

lifestyle of elderly athletes.

Utilizing a population health intervention to improve preventing

health screening rates in people with intellectual and developmental

disabilities

Courtney Dutra1, Emily Lauer1

1E.K. Shriver Center/University of Massachusetts Medical School,

Worcester, Massachusetts, USA

Background: Regular and timely preventive health screenings are

critical for detecting cancers early and identifying risk for stroke,

cardiovascular disease and other conditions such as osteoporosis

or diabetes. Early detection improves treatment and disease man-

agement options. However, research shows that people with intel-

lectual and developmental disabilities are at a deficit when it

comes to obtaining preventive health screenings. This population

experiences substantial disparities in receipt of screenings com-

pared to adults in the general population despite strong evidence

that adults with intellectual and developmental disabilities have

higher risks of developing many of these diseases. The aim of this

research was to improve preventive screening rates in people with

intellectual and developmental disabilities through targeted

strategies.

Methods: The Center for Developmental Disabilities Evaluation and

Research (CDDER) partnered with a U.S. state disability system to

analyze health data in support of interventions to improve screening

rates. This included analysis of data regarding mortality, individual

health care records, and a review of general population data.

Results: Authors will present evidence of disparities including mortal-

ity rates which show higher rates of death from preventable cancers

in the population of state IDD service recipients. Access to health care

visits and screening receipt data will also be presented for use in

targeting interventions along with a discussion of possible barriers to

obtaining preventive health screenings.

Conclusions: The state designed targets to decrease variation of pre-

ventive health at annual physicals. This was accomplished by
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developing tools to improve knowledge of preventive screenings rec-

ommendations and encourage advocacy by staff and providers. Addi-

tional strategies will be presented including efforts to modernize

advocacy tools in alignment with modern screening technologies and

to enhance the utility of the tools for self-advocates and family mem-

bers. Tools will also be enhanced to include strategies for overcoming

screening barriers and best practices from provider agencies who are

successful in this area.

Reasonable equitable accessible care for health (REACH):

Application to a health passport framework

Elizabeth Bell1

1KidsTHERAPY, Guelph, Canada

Background: The UN Convention on the Rights of Persons with

Disabilities, provincial accessibility acts and consent laws require

health care professionals to provide equitable access to care and

respect the autonomy of persons with disabilities. Provision of

health care services to individuals with intellectual or developmen-

tal disabilities can be difficult when they may not communicate or

behave in expected ways, putting them at risk of being deemed

incapable of making decisions when they may be capable with the

appropriate support. Furthermore, the health care environment is

limited in time resources, professional training in the support of

adults with intellectual and developmental disabilities, and access

to experts skilled in supporting this population, which can hinder

health care professionals in their fiduciary duties. Resources and

guidelines to support adults with intellectual and developmental

disabilities are available however, quick, easily readable, and acces-

sible tools that can be used by adults with intellectual and devel-

opmental disabilities to assist health care providers to maximize

comfort, lower stress, and enhance communication are limited. A

health passport tool incorporating REACH principles could meet

this need.

Method: Based on the results of a recent MHSc-Bioethics capstone

project, REACH principles and a health passport tool designed for use

with adults with intellectual and developmental disabilities will be

presented. Literature review, preliminary framework design and com-

munity and stakeholder consultation results will be shared.

Results: Participants will gain knowledge of REACH principles and will

be aware of a novel health passport framework to support health care

interactions with adults with intellectual and developmental

disabilities.

Conclusions: REACH principles applied to a health passport tool

can support respect for persons, enable autonomous decision mak-

ing and facilitate just procedures during health care services with

adults with intellectual and developmental disabilities. The frame-

work can support health care professionals and their organizations

to recognize and accommodate sensory, motor and communication

needs, and to remove systemic, attitudinal and communicative

barriers.

Comprehensive health checkup for patients with intellectual and/or

multiple disabilities in Japan

Sadahiko Arai, Atsushi Obata, Kiyoshi Aoki, Mami Murata, Tamotsu

Harada, Shigeru Suemitsu

Social Welfare Corporation Asahigawa-so Rehabilitation & Medical

Center, Okayama-city, Japan

Background: Comprehensive health checkups are provided to most

healthy workers and family in Japan to facilitate early detection of

diseases and reduce overall medical costs. Access to the checkup for

intellectual and/or multiple disabilities patients, including those with

profound intellectual and multiple disabilities, can be difficult, espe-

cially for those who stay at home. Delayed detection causes late

detection of diseases and poor prognosis. We started a comprehen-

sive health checkup for patients with disabilities to provide a fair

opportunity compared to the healthy population, and will report

early results and issues.

Method: We have an outpatient clinic specifically for patients with

disabilities, and collaborated with Jyunpukai Checkup Clinic to pro-

vide the checkup. It included a complete outpatient checkup with

medical interview, examination, blood testing and optional tumor

marker, helicobacter pylori antibody, which is a known risk factor for

gastric cancer. We added otorhinolaryngology, orthopedics and den-

tal examination, which are not included in the healthy population

checkup, considering the specific health concerns of patients with

disabilities. Basic cost was 20.000 JPY plus additional cost for

optional exams, thus the total cost ranged from 200 to 300 US dol-

lars. There is no public support. We evaluated the result of examina-

tion and referred hospitals for further medical care for positive

results.

Results: So far eight patients have had the checkup. There were bor-

derline results in these patients for hypertension (4) and diabetes

mellitus (4), with a recommended course of observation. Five patients

had a positive test for the helicobacter pylori antibody, and were

instructed to have gastrointestinal endoscopy and H. pylori

eradication.

Conclusions: Early results of comprehensive health checkup for

patients with intellectual and/or multiple disabilities, including pro-

found intellectual and multiple disabilities, are encouraging, but there

is hesitation from patients because of the cost, since there is no public

financial support. We continue to improve the optimal program for

patients with disabilities, and lobby with the government to acquire

financial support.

Barriers to practice leadership by frontline managers in England

Georgina Rickard1, Roy Deveau1, Julie Beadle-Brown1

1Tizard Centre, University of Kent, Canterbury, UK

Background: Frontline managers in English services have a complex

role, including supporting staff practice, for example, through
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observing them working and providing feedback, that is, practice lead-

ership. They also face many administrative demands. The balance

between administration and practice has favoured administration,

despite the research evidence demonstrating the positive impact of

practice leadership.

Method: Fourteen frontline managers in England were interviewed

using a semi-structured guide to understand their “lived experience”
of the expectations and demands placed upon them. The participants

managed services supporting autistic individuals, living in group or

individual homes in the community. Interviews were transcribed and

subject to thematic analysis.

Results: The thematic structure had three major themes: difficulties in

recruitment and retention of staff, supporting staff to work with people

who may show behaviour regarded as challenging, and administration

and paperwork. Sub-themes arose in each theme, and some were spe-

cific to managing staff working with people living in individual settings.

Conclusions: The findings support research demonstrating the com-

plexity of the frontline manager's role. Administrative paperwork may

dominate frontline managers' daily experiences, compromising their

ability to provide practice leadership. Individual settings may make it

harder to provide practice leadership that is, not having a base or fre-

quent “presence” in the service.

Developing the ID-Frailty Index Short Form to assess frailty in adults

with intellectual disability

Marco van Maurik1, Josje Schoufour2, Thessa Hilgenkamp1, Roy

Elbers1, Alyt Oppewal1, Dederieke Maes-Festen1

1Erasmus Medical Center, Rotterdam, The Netherlands; 2Amsterdam

University of Applied Sciences, Amsterdam, The Netherlands

Background: To develop a shortened version of the Intellectual Dis-

ability Frailty Index (ID-FI Short Form) for more practical and feasible

assessment of frailty in adults with intellectual disability.

Method: The ID-FI Short Form was based on the 51-item ID-Frailty

Index (ID-FI, validated in the HA-ID study). Stepwise forward linear

regression was used for statistical item reduction until included items

explained ≥90% of the full ID-FI. Experts combined or replaced items

to achieve consensus on the ID-FI Short Form, based on the clinical

applicability of items and statistical item reduction. We investigated

internal consistency, agreement in frailty categories between full and

shortened ID-FI, and association with survival.

Results: The ID-FI Short Form consists of 17 items, explaining 90.3%

of the variance of the full ID-FI, with good internal consistency

(Cronbach's α=0.75). The Pearson correlation between indices was

0.94 (p<0.001) and agreement was good when dividing participants

by frailty categories (κ=0.63). The ID-FI Short Form was associated

with five-year survival with a Hazard Ratio of 1.07 (p<0.001) with

each 1/100 increase in frailty-score.

Conclusions: The ID-FI Short Form is developed for use in clinical

practice, has good internal consistency, strong agreement with the full

ID-FI, and predicts survival among adults with intellectual disability.

Small steps in fitness can lead to major leaps in health

Alyt Oppewal1, Thessa Hilgenkamp2

1Erasmus Medical Center, University Medical Center Rotterdam,

Rotterdam, The Netherlands; 2University of Nevada, Las Vegas, USA

Background: Cut-off values are available for the minimum physical

fitness levels required to generate health benefits as decreased

morbidity and longer survival. However, these cut-off values may

be impossible to reach for extremely unfit populations, such as

older adults with intellectual disabilities. We want to propose a

novel hypothesis that even among very unfit, older adults with

intellectual disabilities, small changes in fitness can lead to major

leaps in health.

Methods: Data collected in the Healthy Ageing and Intellectual Dis-

abilities (HA-ID) study was used to support this hypothesis. Physical

fitness (cardiorespiratory fitness, gait speed, grip strength) was mea-

sured in 900 older adults with intellectual disabilities (50 years and

older). Mortality was collected 5 years after baseline. The relation-

ships between fitness and survival were analysed with multiple linear

regression models and Cox proportional hazard models.

Results: Looking at cardiorespiratory fitness, 100% of the older adults

with intellectual disabilities scored below the average reference range

of the general population. For gait speed this was 43% of the men and

54% of the women, and for grip strength 77% of the men and 67% of

the women scored below the average reference range of the general

population. Within these extremely low fitness levels, better baseline

fitness was still associated with better survival (cardiorespiratory fit-

ness HR = 0.997 [0.995–0.999], comfortable gait speed HR = 0.65

[0.54–0.78], grip strength HR = 0.97 [0.94–0.99]).

Conclusions: Our study is the first to support our hypothesis that

even small differences at the lower end of the physical fitness spec-

trum are associated with health benefits. Improving physical fitness is

important to improve outcomes even in extremely unfit populations

scoring well under the cut-off values for the general population. This

supports a stronger focus on improving fitness amongst these unfit

adults with intellectual disabilities.

Prevalence and patterns of healthcare utilisation for children with

intellectual disability admitted to a tertiary paediatric healthcare

organisation

Laurel Mimmo1, Reema Harrison2, Joanne Travaglia3, Nan Hu2, Sue

Woolfenden1

1University of NSW, Sydney Children's Hospitals Network, Randwick,

New South Wales, Australia; 2University of NSW, Randwick, New South

Wales, Australia; 3University of Technology, Sydney, Australia

Background: Children with intellectual disability have a poor care

experiences and a heightened risk of harm every time they access

tertiary healthcare. However, reliable methods to identify children

with intellectual disabilities when they access hospital care are

1310 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1310 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


lacking both in the Australian context and internationally, impeding

the opportunity to improve the quality of care experience for these

children. This study sought to quantify the prevalence of the paedi-

atric intellectual disabilities population, describe the demographics,

health utilisation and reported clinical incidents of the paediatric

intellectual disability population with subgroup analysis for differ-

ent socioeconomic, geographical and cultural backgrounds.

Method: A retrospective chart review of 1021 randomly selected

patients admitted at least once for greater than 23 hours to one of

the two tertiary children's hospitals in Sydney, Australia, in 2017. Each

record was manually interrogated to identify which children had docu-

mented evidence of intellectual disability or developmental delay.

Data including patient demographics, length of stay, number of admis-

sions, cultural background, language and reported clinical incidents for

each patient were also extracted.

Results: Initial analysis has found approximately 9% of children admit-

ted during the study period had an intellectual disability. A further 4%

were identified as having developmental delay (pre-school children

yet to be formally assessed). No intellectual/developmental disability

were identified in the remaining children. Other findings to be pres-

ented will be differences across the three groups in terms of demo-

graphics, length of stay, patterns of admission and medical specialty.

Analysis of the differences in reported rates and types of clinical inci-

dents across the three groups will also be discussed. Subgroup analy-

sis of children from diverse cultural backgrounds will be included.

Conclusions: Without knowing the prevalence, health utilisation and

deficits in care quality for children with intellectual disabilities in hos-

pital, health services cannot adequately adapt to meet their care

needs, and drive improvements in care delivery.

“Know your bugs”: Enabling adults with intellectual disabilities to

manage good health

Rebecca Owens1, Sarah Earle1, Elizabeth Tilley1, Cliodna McNulty2

1Open University, Milton Keynes, UK; 2Public Health England Primary

Care and Interventions Unit, Gloucester, UK

Background: This research aimed to understand the health education

experiences of adults with intellectual disabilities and, consequently, to

identify the components of an effective community learning model.

Methods: Beginning with a scoping review of “what works,” this

research involved observation of the learning context in two locations,

and semi-structured interviews with 18 course participants to explore

health knowledge and behaviour change in the short, medium and lon-

ger term. Data were analysed iteratively according to the realist con-

cept of context/mechanism/outcome configurations.

Results: Participants had a positive learning experience and gained

knowledge about microbes, hand hygiene, self-care and antibiotic use.

Some participants reported behaviour change regarding handwashing

and self-care. The contexts that influenced learning were personal,

social, physical and external. Important mechanisms included: accessi-

ble teaching methods, visual and interactive resources, relaxed and

effective participant interactions, facilitation of independent thinking

and planning, appropriate involvement of supporters, and an inclusive

and engaging educator style.

Conclusions: In the context of this study, an effective learning envi-

ronment comprises changing combinations of contexts and mecha-

nisms that generate different outcomes for different individuals. The

research suggests a model that can guide effective community provi-

sion of a course such as this.

Don't forget about me: Neurocognitive aging in adults with

intellectual disability and epilepsy—A study protocol

Malu van Schaijk1, Jans van Ool2, Francesca Snoeijen-Schouwenaars2,

Bram Dierckx3, André Rietman3, Leontine ten Hoopen3, Esther van

den Berg3, Annebet Leeuwis4, Marlies Valstar3, Dederieke Maes-

Festen3, Bert Aldenkamp2, Agnies van Eeghen1

1's Heeren Loo, Amersfoort, The Netherlands; 2Kempenhaeghe, Heeze,

The Netherlands; 3Erasmus Medical Centre, Rotterdam, The Netherlands;
4Amsterdam University Medical Center, Amsterdam, The Netherlands

Background: Early cognitive and adaptive decline is a major clinical

concern in adults with intellectual disability and epilepsy. It is thought

to occur in the context of a “chronic accumulation model”: the effects

of seizures, medication and aging on an already vulnerable brain.

However, incidence, symptomatology and determinants of a decline

in functioning are unknown, as this vulnerable population is under-

researched.

Methods: Neuropsychological assessment and analysis of serum bio-

markers for dementia will be performed. Based on power analysis at

least 85 people with intellectual disabilities and epilepsy of various

genetic origins, who received neuropsychological examination in a

previous study, will be included. Furthermore, we aim to include

200 adults with one of four genetic neurodevelopmental disorders:

Fragile X Syndrome, Tuberous Sclerosis Complex, Angelman Syn-

drome and Dravet syndrome, particularly those with SCN1A

mutations.

Results: Results will be presented on primary outcomes, including the

difference in current adaptive functioning compared with previous

results and associations with biomarker serum levels. Secondary out-

comes include the associations between adaptive functioning changes

and clinical characteristics.

Conclusions: More insights in the course and determinants of cogni-

tive trajectories will contribute to a better quality of care through

improving preventative screening and diagnostics and providing treat-

ment targets.

The impact of COVID-19 on older people with an intellectual

disability in Ireland

Darren McCausland1, Andrew Allen1, Retha Luus1,

Philip McCallion2
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1Trinity College Dublin, Dublin, Ireland; 2Temple University, Philadelphia,

Pennsylvania, USA

Background: This study examined the impact of COVID-19 social

restrictions and service closures on the health and well-being of older

adults with intellectual disability in Ireland.

Method: Data was drawn from a supplemental COVID-19 survey

added to Wave 4 of the Intellectual Disability Supplement to the Irish

Longitudinal Study on Ageing (IDS-TILDA) (n=710). Measures of

COVID-19 symptoms, testing, outcomes and procedures for case man-

agement were analysed alongside demographic and health-related data.

Results: Most participants had health conditions associated with

adverse COVID-19 outcomes, including over half with cardiovascular

disease and overweight/obesity. Two-thirds (62.4%) were tested for

COVID-19, with a 2.5% infection rate; and 10% reported COVID-

19-like symptoms. Residential care participants had the highest rates

of testing (84.8%) and positive tests (4.6%). Some participants (7.8%)

moved home, most commonly to follow isolation procedures. Over

three-quarters (78.7%) had plans to manage self-isolation according to

guidelines. Most were able to comply with guidelines, but one-third

were unable.

Conclusions: The demographic and health profile of older adults with

intellectual disability places them at high-risk for contracting COVID-

19 and for poor outcomes. Widespread testing with good service

planning and procedures may have mitigated the worst effects of the

first COVID-19 wave for this vulnerable population.

The implementation of a pro-active health assessment instrument

for people with intellectual disabilities

Karin Volkers1, Esther Bakker-van Gijssel2, Pieter van den Berg1

1Philadelphia Care Foundation, Amersfoort, The Netherlands; 2Radboud

University Medical Center, Nijmegen, The Netherlands

Background: People with intellectual disabilities have more health

problems and die more often of treatable diseases than people in the

general population. Therefore, Philadelphia Care Foundation started a

pilot to implement the pro-active health assessment instrument

(PROSPER-ID) for people with intellectual disabilities. In this presenta-

tion we will share and discuss the findings of this pilot implementation

study that explored the experiences of the involved general practi-

tioners, professionals, patients, or their representatives.

Method: Semi-structured interviews were held with general practi-

tioners, other professionals and the patients with intellectual disabil-

ities or their representatives who were involved in this pilot. A

deductive approach was used to analyze this qualitative data.

Results: The preliminary results of the implementation of the

PROSPER-ID and the facilitators and impediments will be presented.

Conclusions: Our findings shed light on the implementation of the

PROSPER- intellectual disabilities, a necessary health assessment

screening instrument for people with intellectual disabilities. Recom-

mendations for future studies and stakeholders will be presented.

Dental experiences of adults with learning disabilities: A record

linkage study of n=17,220

Laura Ward1, Sally-Ann Cooper2, Bethany Stanley3, Nicola Greenlaw3,

Christine Pacitti4, Angela Henderson2, Jill Pell2, Deborah Kinnear2

1University of Glasgow, Glasgow, UK; 2Institute of Health & Wellbeing,

University of Glasgow, Glasgow, UK; 3Robertson Centre for Biostatistics,

University of Glasgow, Glasgow, UK; 4Greater Glasgow & Clyde NHS,

Glasgow, UK

Background: The aim was to investigate dental health experiences of

adults with intellectual disabilities who rely on carer support and med-

ications with increased dental risks.

Method: Record linkage study of administrative datasets (dental, med-

ication, primary care long-term conditions), in adults with intellectual

disabilities compared with age-sex-neighbourhood deprivation-

matched general population controls.

Results: Group differences in dental experiences: attendance 68.1%

with people with intellectual disabilities and 60.1% without intellec-

tual disabilities, odds ratio (OR)=1.42 [1.32-1.53]; restorations 31.6%

people with intellectual disabilities vs. 40.5% without intellectual dis-

abilities OR=0.68 [0.63-0.73]; and extractions 13.2% with intellectual

disabilities vs 15.9% without intellectual disabilities: OR=0.80

[0.73-0.89]. Treatment differences were greatest between groups in

older ages, whilst attendance differed more in younger ages. Adults

with intellectual disabilities were more likely to be prescribed anticho-

linergics (57.9% vs. 48.3%: OR=1.49 [1.39-1.59]), and sugar-

containing liquids (38.1% vs. 17.9%: OR=2.89 [2.67-3.12]). Preva-

lence of long-term conditions varied. Adults with intellectual disabil-

ities were less likely to have coronary heart disease and chronic

obstructive pulmonary disorder, but more likely to have type

2 diabetes.

Conclusions: Accessed dental data show no association between

extractions and medications or long-term conditions for the adults

with intellectual disabilities. Carers support dental appointments, but

dentists may be less likely to restore teeth, possibly extracting multi-

ple teeth at individual appointments instead.

Psychometric properties of the Zuidwester Balance Scale, a

measuring instrument for people with intellectual disabilities

Lynda Akkermans1, Alyt Oppewal2, Simone Schipper-Stehouwer1,

Henriëtte den Dekker-Hoeve1

1Zuidwester, Middelharnis, The Netherlands; 2Department of General

Practice, Intellectual Disability Medicine, Erasmus Medical Center,

Rotterdam, The Netherlands

Background: Frequent falls and associated injuries are a common

health problem in people with intellectual disabilities. The Zuidwester

Balance Scale (ZBS) was developed to measure balance in people with

intellectual disabilities. The aim of this study was to determine the

feasibility and reliability of the ZBS.
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Method: The ZBS consists of three subscales (sitting, standing, walking)

with a total of 15 items. A total of 84 adults with intellectual disabilities

(moderate ID=64, severe ID=20; mean age 55,7 ± 9,7) performed the

ZBS twice. Two physiotherapists scored these attempts independently.

Results: At least 63.4% of the participants were able to perform the

ZBS according to protocol. Individual test items of the ZBS showed a

feasibility of 68,3-97,6%. Feasibility was lower for participants with

severe intellectual disabilities than participants with moderate intel-

lectual disabilities. The ZBS as a whole had an inter-rater and intra-

rater reliability of 0,996 (ICC). Reliability was comparable for both

levels of intellectual disabilities.

Conclusions: The ZBS has good to excellent feasibility in people with

moderate intellectual disabilities, and moderate to excellent feasibility

in people with severe intellectual disabilities. Reliability of the ZBS for

people with moderate and severe intellectual disabilities was classified

as good. The ZBS is a promising tool to assess balance in people with

intellectual disabilities.

Reliability of community health workers on mHealth developmental

screening for vulnerable children

Maria du Toit1, Jeannie van der Linde1, De Wet Swanepoel1

1University of Pretoria, Pretoria, South Africa

Background: This study evaluated the reliability of mHealth develop-

mental screening conducted by community health workers (CHWs)

compared to speech-language pathologists (SLPs).

Method: A cross-sectional, within-subject, comparative research

design was employed. The study was conducted in low-income com-

munities. Data was collected at various ECD centers and through

home visits. Caregivers with children between the ages of 36 and

83 months participated in the study. Non-probability purposive sam-

pling was used to select ten CHWs to participate by conducting

developmental screening using the mHealth PEDS tools.

Results: CHWs and SLPs screened 279 children using the mHealth

PEDS tools. Inter-rater reliability between screening conducted by

CHWs and SLPs across various age cohorts varied from slight

(k=.184; p<0.03) to perfect agreement (k=1.00; p<0.001). CHW and

SLP referral rates were similar (86.0% and 87.1% respectively). The

high prevalence rate may, in part, be ascribed to the vulnerability of

the sample included in the study.

Conclusions: CHWs were recognized as key role players in entry-level

developmental screening and showed moderate to perfect inter-rater

agreement to SLPs when conducting developmental screening services.

Sex! What's the big deal?: Promoting sexual health, romance,

relationships and rights!

Rachelle Hole1, Leyton Schnellert2, Gloria Cantle2

1University of British Columbia Okanagan, Kelowna, Canada; 2UBC

Canadian Institute for Inclusion and Citizenship, Kelowna, Canada

Background: Individuals with intellectual and developmental disabilities

experience stigma, lack of opportunities for sexual expression, and a lack

of sexual knowledge and access to sexual education, resources and sup-

port. This research project aimed to understand self-advocates' experi-

ences of learning about sexual health, and identify what self-advocates

understand as important for promoting their rights to romance and

relationships.

Method: Descriptive qualitative methods were used. Face to face

interviews were conducted with 19 self-advocates, and content analy-

sis was used to identify key findings. The key findings were used to

co-develop and co-create scenes of importance to self-advocates

through theatre in an effort to promote the rights of individuals with

intellectual and developmental disabilities to romance and relation-

ships. Four performances were delivered in spring 2019 to over 1000

diverse audience members.

Results: Self-advocates repeatedly underscored that relationships are

important to them. That said, individuals reported that sexual health

education emphasized information about biology, sexual health and

consent, but often excluded information about relationships and plea-

sure in sexual relationships, and further excluded information about

sexual and gender diversity. They also described that support people

in their lives (e.g., parents, support workers) were uncomfortable hav-

ing conversations with them about sexuality and relationships.

Conclusions: Romance and relationships are important rights for self-

advocates! More attention to supporting self-advocates' access to

information and knowledge about their sexual health and their rights

to participate in relationships is needed. Devised/social theatre that

engages self-advocates in the co-creation of content is a powerful

medium for knowledge translation and knowledge mobilization.

Inclusion of stakeholders in the development of a national

intellectual disability memory service

Eimear McGlinchey1, Marianne Fallon2, Se�an Kennelly3,

Evelyn Reilly4, Pamela Dunne4, Janette Tyrrell4, Mary McCarron1

1Trinity College Dublin, Dublin, Ireland; 2Brothers of Charity Roscommon,

Roscommon, Ireland; 3Tallaght University Hospital, Dublin, Ireland;
4National Intellectual Disability Memory Service, Dublin, Ireland

Background: To include the voices of key stakeholders, including peo-

ple with an intellectual disability, family members and service pro-

viders in developing key performance indicators for the newly

established National Intellectual Disability Memory Service in Ireland.

Method: A series of semi-structured interviews using accessible guides

and prompts were completed with individuals with an intellectual dis-

ability to gain input on the development of strategic short- and long-

term activities with the National Intellectual Disability Memory Service.

This process was also completed with family members and staff from

intellectual disabilities service providers. The information was used to

inform the development of key performance indicators for the service.

Results: Important aspects identified related to service user experi-

ence, supports offered and outputs of the service. The resulting
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indicators were structured using the Donabedian model for examining

quality in health services under three components: Structures, Pro-

cesses and Outcomes.

Conclusions: The National Intellectual Disability Memory service

addresses the inequity in service provision for people with an intellec-

tual disability through providing specialist memory assessment,

dementia diagnosis and post diagnostic support. The involvement of

people with intellectual disabilities, their families and service providers

in developing indicators was key to developing a service based on the

principles of person-centredness.

Identifying components of autism-friendly healthcare: A modified

Delphi study

Belinda O'Hagan1, Shari King1, Alexander Friedman1, Lauren

Bartolotti1, Tobi Abubakare1, Sarabeth Broder-Fingert1, Marilyn

Augustyn1

1Boston Medical Center, Boston, USA

Background: Individuals with autism spectrum disorders are more

likely to report lower healthcare satisfaction. Currently, there is no set

of “best practice” standards in caring for patients with autism spec-

trum disorders. We aim to identify what makes a healthcare practice

“autism friendly” according to key stakeholders (i.e., professionals,

individuals with autism spectrum disorders, family members) using a

modified three-round Delphi study.

Method: A list of statements about possible components of an “autism
friendly” healthcare practice was compiled from a hospital-wide, multi-

disciplinary steering committee of the Autism Friendly Initiative at Bos-

ton Medical Center. In the first two rounds, participants scored

37 statements from 1-9 in terms of importance. Statements with low

scores (i.e., bottom 50%) across all stakeholder groups were eliminated.

In the third round, participants ranked statements from most important

to least important. To date, 38 participants (26 professionals; 12 individ-

uals with autism spectrum disorder and family members) responded to

the final round of the survey, which consists of 16 statements.

Results/Conclusions: Themes that emerged from highly ranked state-

ments include environmental/operational modifications and autism spec-

trum disorders-focused staff training. More research is needed to

explore implementation of the findings of this study, as well as discor-

dance between professionals and families/individuals with autism spec-

trum disorders about what makes a healthcare practice “autism friendly.”

Smoking cessation in people with mild intellectual disabilities: A

motivational approach

Marieke Meppelder1, Sandra Suijkerbuijk1

1Vilans, Utrecht, The Netherlands

Background: Smoking rates in people with mild intellectual disabilities

are high, estimates of 74 percent have been found. However, little

evidence-based interventions to promote smoking cessation among

people with mild intellectual disabilities have been found. The aim of

the current study was to develop and pilot test an intervention to

increase motivation to stop smoking in people with mild intellectual

disabilities.

Method: Alongside a staff training in Motivational Interviewing (MI), in

cooperation with a certified MI-trainer, staff and people with mild intel-

lectual disabilities, a motivational intervention was developed. The

intervention was pilot tested with eleven clients with mild intellectual

disabilities. Both qualitative and quantitative information regarding

smoking rates and motivation to stop smoking was collected.

Results: Questionnaire results showed that clients increased in their

perceived importance attached to stopping smoking. Furthermore,

three clients stopped smoking and three clients decreased smoking.

Interview results coloured the stories behind the quantitative results,

highlighting clients perceived barriers to stopping smoking, such as

negative life events and continuous high stress levels.

Conclusions: The current study shows that effective interventions for

smoking cessation in people with mild intellectual disabilities must

consist of multiple elements, following the client path and life. From

stress reduction to motivation, to actual smoking behavior, ending

with a flexible follow-up.

Determining frailty in people with intellectual disabilities during the

COVID-19 pandemic

Dederieke Festen1, Schoufour Josje2, Thessa Hilgenkamp3, Alyt

Oppewal1

1Erasmus Medical Center, Department of General Practice, Intellectual

Disability Medicine, Rotterdam, The Netherlands; 2University of Applied

Sciences, Faculty of Sports and Nutrition, Amsterdam, The Netherlands;
3University of Nevada, Department of Physical Therapy, Las Vegas, USA

Background: During the COVID-19 pandemic, the Clinical Frailty

Scale (CFS) is used in guidelines for triaging in crisis situations. The

CFS identifies frail individuals mainly based on performance of daily

tasks. Individuals with intellectual disabilities experience lifelong

dependence to varying degrees. Using the CFS for triage could poten-

tially unjustifiably classify them as too frail and exclude them from

Intensive Care treatment. We compared the classification of individ-

uals with intellectual disabilities into different frailty categories based

on the CFS and the well-investigated ID-Frailty Index, to determine

suitability for evaluation during the COVID-19 pandemic.

Method: Participants with intellectual disabilities (n=982, ≥50 years)

from the HA-ID study were classified into frailty categories according

to the CFS and the ID-Frailty Index.

Results: Based on the CFS, 63.7% would be classified as moderately

frail, while 92% were not moderately frail according to the ID-Frailty

Index. Additionally, 20.3% would be classified as at least severely frail

with CFS, while 74.9% were not severely frail according to the ID-

Frailty Index. Overall, 730/982 (74.9%) would be incorrectly classified

as too frail by the CFS.
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Conclusions: The CFS is not suitable to evaluate frailty in individuals

with intellectual disabilities, with potential dramatic consequences for

triage and decision-making during the COVID-19 pandemic.

Recognition of mild intellectual disability in primary care

Angelie van der Aalst1, Lisanne Warmerdam1, Ron van Asselt1, Anne

Marie le Cocq d'Armandville1, Albertine van Diepen1

1National Health Care Institute, Diemen, The Netherlands

Background: In the Netherlands, 1.1 million people have a mild form of

intellectual disability. The prevalence of problems with health and well-

being is higher in this group compared to the general population; in

addition, they consult their general practitioner (GP) more often. To

support them appropriately, it's important to recognize the presence of

signals of mild intellectual disability. The aim of our research was to

study whether GPs recognize and assess signals of mild intellectual

disability.

Method: Using an existing panel of Dutch GPs, a sample of 281 GPs

was recruited. Data were gathered by online self-report question-

naires. The study was conducted by Kantar, a well-known Dutch con-

sulting company.

Results: GP's underestimate the proportion of people with mild intel-

lectual disability in their own practice (4.4% vs. 6.4% mean estimated

proportion in the Netherlands). Four out of ten GPs find it (very) diffi-

cult to recognize (signals of) mild intellectual disability. Screenings

instruments for the assessment of mild intellectual disability are used

by 4% of the GPs.

Conclusions: A mild intellectual disability is not always recognized in

primary care. This might result in people with a mild form of intellec-

tual disability not receiving appropriate care.

Cancer prevalence and treatment in Dutch individuals with and

without intellectual disabilities

Anne Boonman1, Maarten Cuypers1, Jenneken Naaldenberg1, Haiko

Bloemendal1, Geraline Leusink1

1Radboud University Medical Centre, Nijmegen, The Netherlands

Background: Individuals with intellectual disabilities are often diag-

nosed with cancer at a more advanced stage than the general popula-

tion, and there are uncertainties about the true incidence of cancer

among people with intellectual disabilities. Insight into cancer charac-

teristics at diagnosis and subsequent cancer treatment in people with

intellectual disabilities on a population level is lacking. Therefore, the

aim of this study is to explore this knowledge gap in individuals with

moderate or severe intellectual disabilities, compared to individuals

without intellectual disabilities in the Netherlands.

Methods: Individuals with moderate/severe intellectual disabilities

were identified in the Dutch chronic care database and linked with

the National Cancer Registry to retrieve data on cancer and

treatment, if any. A matched control group was generated from the

general population.

Results: We present the diagnosed cancers and chosen treatment in

adults with ID between 2015 and 2019. We specified by cancer type,

sex and age group. We present statistically significant differences

between individuals with and without intellectual disabilities.

Conclusions: This study is one of the first to provide an overview of

cancer and treatment in individuals with and without intellectual dis-

abilities based on national data. It provides the basis for further

research to address potential disparities and to improve cancer care

for people with intellectual disabilities.

Barriers to and facilitators of physical activity for adolescents with

intellectual disabilities

Gary McDermott1, Ben Fitzpatrick1, Laurence Taggart2, Noel Brick3,

Stephen Shannon1

1Ulster University, Derry, UK; 2Ulster University, Newtownabbey, UK; 3

Ulster University, Coleraine, UK

Background: Using the capability, opportunity, motivation, behaviour

(COM-B) model (Michie et al., 2011), the aim is to develop a compre-

hensive understanding of the barriers to, and facilitators of physical

activity (PA) for adolescents with intellectual disabilities.

Method: Purposive sampling recruited participants from three stake-

holder groups: 1) adolescents with intellectual disabilities (n = 6), 2)

parents/carers (n = 12), and 3) teachers (n = 9) in one UK region. A

qualitative research design was implemented through focus group

methodology. Topic guides were developed through COM-B con-

structs. Data was analysed using Braun and Clarkes' six phases of the-

matic analysis (2013). Generated themes were then deductively

mapped across to the COM-B constructs.

Results: Participants placed importance upon PA for the development

of physical, psychological, and social well-being during adolescence.

However, various barriers to, and facilitators of PA were identified

across all COM-B constructs.

Conclusions: This was the first study conducted using the COM-B

model to investigate PA behaviour amongst adolescents with intellec-

tual disabilities. The model provided a systematic method for the iden-

tification of a range of individual, interpersonal and environmental

factors influencing PA. Subsequently, researchers can provide consid-

eration for these barriers and facilitators when attempting to develop

tailored, effective, and sustainable PA programmes within this

population.

The impact of COVID-19 on the health of adults with intellectual

impairment in the UK

Vaso Totsika1

1University College London, London, UK
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Background: People with intellectual impairment experience high

levels of inequalities. We investigated the impact of COVID-19 on

the health of people with intellectual impairment, controlling for

demographic risk, socio-economic circumstances and pre-pandemic

health levels.

Method: Data were drawn from two UK birth cohorts that surveyed

their participants on the impact of COVID-19 in May 2020: the Millen-

nium Cohort Study (20-year-old participants) and the British Cohort

Survey (50-year-old participants). Health outcomes (COVID-19 infec-

tion, COVID-19 symptoms, self-reported physical health, mental health,

health service use and impact on health behaviours) were compared

between people with and without intellectual impairment, adjusting for

gender and ethnicity. Those that differed were further adjusted for

self-reported health pre-pandemic and socio-economic circumstances.

Results: Controlling for gender and ethnicity, poor health was

reported less often by younger adults (RR: 0.44 95% CI 0.23, 0.86)

and more often by older adults (RR: 1.99 95% CI 1.45, 2.73) with

intellectual impairment compared to peers. Older adults were more

likely to report fever and loss of taste/smell. Adjusting for pre-

pandemic health and socio-economic circumstances, eliminated differ-

ences in the older cohort, but not in the younger one.

Conclusions: Findings largely suggest a socio-economic and age gradi-

ent of COVID-19 impacts on the health in intellectual impairment.

A tool for oral health data among people with intellectual disabilities:

Valid, simple, feasible

Caoimhin Mac Giolla Phadraig1, Mary McCarron1, Philip McCallion2

1Trinity College Dublin, Dublin, Ireland; 2Temple University, Philadelphia,

Pennsylvania, USA

Background: Oral disease is pervasive across people with intellec-

tual disabilities. A lack of robust data about oral health contributes

to health disparities that people with intellectual disabilities face.

This problem stems from routine exclusion from dental epidemio-

logical research and the many barriers preventing oral data collec-

tion from being included in disability-centred research. Examples

include cost, equipment, lack of inclusively trained dental

researchers and acceptable non-invasive indices.

Method: In this presentation we share a new tool called the Oral Sta-

tus Survey Tool (OSST) that we developed to enable oral data collec-

tion in Trinity College Dublin as part of the Intellectual Disability

Supplement to The Irish Study on Ageing (IDS TILDA). The OSST can

record a range of clinical oral features including tooth count; denture

wear; occluding pairs of teeth and functional dentition; oral cleanli-

ness; gum condition; cavities and oral pain.

Results/Conclusions: We share an overview of the tool's develop-

ment, properties, training module and attributes, so attendees will be

able to consider this tool for use in their own data collection proto-

cols, whether that is for health surveys, local oral health needs assess-

ment, or national dental service planning for people with intellectual

disabilities.

Hypertension prevalence and control in adults with an intellectual

disability: A systematic review

Dorothy Hanly1, Mary McCarron2, Philip McCallion3, Frances

O'Brien2

1School of Nursing and Midwifery, Trinity College Dublin, Dublin, Ireland;
2IDS-TILDA, School of Nursing and Midwifery, Trinity College Dublin,

Dublin, Ireland; 3 School of Social Work, Temple University, Philadelphia,

Pennsylvania, USA

Background: The aim of this study was to determine the prevalence

and control of hypertension among adults with an intellectual

disability.

Method: A systematic search of CINAHL, MEDLINE and PsycINFO

databases was performed using the search strings for “Hypertension,”
“Intellectual disability,” “Prevalence” and “Control.” Two reviewers

independently screened all titles and abstracts for relevance, while

the third resolved conflicts. Subsequently, two reviewers conducted

full-text screening, quality assessment and data extraction. Extracted

data will be analysed using RevMan where data from included studies

are homogenous. Other data will be summarised narratively. The com-

plete search process is documented as per PRISMA guidelines.

Results: Of 2769 studies identified, 2, 412 were screened for title and

abstract, with 55 subject to full-text review. Included studies will be

presented in tabular format, including how hypertension was diag-

nosed in addition to prevalence and control of hypertension. Forest

plots will be used as appropriate.

Conclusions: As a first in the field of intellectual disabilities, this sys-

tematic review provides a unique insight into prevalence and control

of hypertension in adults with intellectual disabilities. This review has

the potential to inform the planning and policy response to the global

health concern of hypertension.

Anti-epileptics, psychotropic drugs and seizures in adults with

epilepsy and intellectual disability

Rosemary Monaghan1, Maire O'Dwyer2, Retha Luus1, Niamh

Mulryan1, Philip McCallion1, Mary McCarron1, Martin Charles

Henman2

1IDS TILDA, Trinity College Dublin, Dublin, Ireland; 2School of Pharmacy

and Pharmaceutical Sciences, Trinity College Dublin, Dublin, Ireland

Background: To explore the characteristics of participants with epi-

lepsy and intellectual disability and the patterns of their medication

use. To examine the association between seizure frequency and co-

prescribed psychotropic medication with the potential to lower the

seizure threshold.

Method: Data were drawn from Wave 3 of the Intellectual Disability

Supplement to the Irish Longitudinal Study on Ageing (IDS-TILDA).

Psychotropic drugs were categorised for potential seizure threshold-

lowering risk (low, moderate, high). Binary logistic regression was

performed to identify factors associated with seizure frequency.

Ethics approval was acquired from the Faculty of Health Sciences,
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Ethics Committee at Trinity College Dublin and all 138 service

providers.

Results: Epilepsy prevalence was 35.8% (n=196), of which 57.7%

reported a mental health condition. 59.5% of participants reported no

seizure in the last year. Participants with seizure data classified as tak-

ing at least one moderate/high risk medication, were significantly less

likely to experience a seizure compared to participants taking no

potential seizure threshold-lowering medication. 76.2% of those tak-

ing 2+ potentially seizure threshold-lowering psychotropic medica-

tions reported no seizures in the last year.

Conclusions: Psychotropic medication recommended to be avoided or

used with caution did not provoke increased seizure frequency in this

cohort.

POSTER PRESENTATIONS

TRAIN-ID: A training programme on intellectual disability and health

in Zambia and the Netherlands

Kim Nijhof1, Fleur Boot1

1Radboud University Medical Center, Department of Primary and

Community Care, Nijmegen, The Netherlands

Background: Difficulties in accessing services and unmet healthcare

needs for people with intellectual disabilities remains an inequity mat-

ter globally. Fieldworkers and care personnel without any medical

background indicate their lack of knowledge to signal health needs

and improve the health and well-being of people with intellectual dis-

abilities. This study (TRAIN-ID) aims to reduce health inequity through

the provision of a context-based training programme on healthcare

needs and stigma for fieldworkers and care personnel in Zambia and

the Netherlands.

Method: First, the content and structure of the training programme is

developed based on literature, expert opinion, and local focus group

discussions in Zambia and the Netherlands. Second, two pilot groups

per country receive two separate training weeks with a six-month

interval. The outcomes of the training programme will be studied

using face-to-face interviews and surveys with a longitudinal aspect.

Behavioral change of stakeholders will also be assessed using inter-

vention mapping methodology throughout the study.

Results/Conclusions: The context, barriers and organisation of

healthcare for people with intellectual disabilities varies in every coun-

try. With this study, TRAIN-ID aims to develop a model training pro-

gramme that can be adapted to and implemented in different

countries (low-, medium- and high-resource), systems, and settings.

Exploring the impact of intellectual and developmental disability on

the stage of colorectal cancer at diagnosis among adults in Ontario

Kelly Biggs1, Hélène Ouellette-Kuntz2, Alyson Mahar3

1Queen's University, Ottawa, Canada; 2Queen's University, Kingston,

Canada; 3University of Manitoba, Winnipeg, Canada

Background: Stage is the most important predictor of cancer survival.

However, there is no published research on the stage of colorectal

cancer at diagnosis in adults with intellectual and developmental dis-

ability. The aim of this study is to explore the association between

intellectual and developmental disability and the stage of colorectal

cancer at diagnosis among adults in Ontario.

Method: This study will use Ontario health administrative databases

linked to the Ontario Cancer Registry (OCR). The study will include

adults aged 18 years and older in Ontario with a new diagnosis of

colorectal cancer between 2007 and 2019. People with intellectual

and developmental disability will be identified using an Ontario-

specific algorithm based on health service use.

Results: The study is in progress. However, it is hypothesized that a

larger proportion of adults with intellectual and developmental disabil-

ity will be diagnosed with an advanced stage (IV) of colorectal cancer

compared to adults without intellectual and developmental disability,

and that women with intellectual and developmental disability will

have a greater risk of an advanced stage at diagnosis relative to the

general population, compared to men with intellectual and develop-

mental disability.

Conclusions: This study will provide important information on the

impact of intellectual and developmental disability on the stage of

colorectal cancer at diagnosis, which can be used to direct public

health interventions.

Impact of healthy ageing interventions for elders with intellectual

and developmental disabilities

Flavia Heloisa Santos1, Johanna Zurek2, Matthew Janicki3

1University College Dublin, Dublin, Ireland; 2Hochschule Doepfer,

Cologne, Germany; 3University of Illinois, Chicago, USA

Background: For the Decade of the Healthy Ageing, we conducted

the first systematic review focused on the efficacy of healthy ageing

interventions (e.g., cognitive, mental, and physical health) and their

impact on the health status of older adults with intellectual and devel-

opmental disabilities.

Method: Searches carried out in the databases Web of Science, Scielo

and PsycINFO retrieved 23 papers including prospective “healthy age-

ing” interventions designed for adults with intellectual and develop-

mental disabilities. The papers were organised in thematic areas: 1)

Physical activity and health nutrition (n=10), 2) Health education and

health screening (n=6), 3) Social inclusion and community participa-

tion (n=3) and 4) Multi-components (n=4).

Results: Participants were 2,398 men and women with intellectual

and developmental disabilities (age range between 18 and 86 years

[mean age: 44.3 yrs.]). Most interventions led to increased physical

activity and health knowledge in terms of healthy lifestyle behaviours

and health screening, and improved nutrition and social inclusion.
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However, the number of healthy ageing programs and participants

was small and limited to developed countries, and these interventions

were rarely replicated.

Conclusions: We recommend that more attention needs to be given

to active health promotion with people with intellectual and develop-

mental disabilities as a program practice among organizations and as a

focal public policy among governments.

Longitudinal psychotropic medication patterns among former

residents with intellectual disability in Ontario

Rebecca Hansford1, Rosemary Condillac2

1Queen's University, Toronto, Canada; 2Brock University, St Catharines,

Ontario, Canada

Background: In 2009, the final three institutions in Ontario were closed.

Following these closures, the Facilities Initiative (FI) studies were con-

ducted to evaluate health and mental health outcomes for individuals with

intellectual and developmental disability (IDD; Condillac, Frijters, & Mar-

tin, 2012).

Method: This study was completed as a follow-up to the FI studies,

and evaluated psychotropic medications following deinstitutionaliza-

tion. The purpose of this study was to examine psychotropic medica-

tion changes over time in the community and to identify predictors

associated with psychotropic medication usage. Participants were for-

mer residents with intellectual and developmental disabilities who had

relocated from the final three institutions in Ontario (N = 120). Data

was gathered across three points in time (F1 = last facility; C1 = 1st

community; C2 = 2nd community). Proxy measures were collected

(e.g., demographic variables, adaptive functioning, psychotropic medi-

cations, challenging behaviour, health status, and mental health sta-

tus). A multilevel model was conducted to determine the changes in

psychotropic medications over time and to identify predictors of psy-

chotropic medication usage.

Result: Psychotropic medications decreased as individuals relocated to

the community (Facility to community change = �0.389*; Within com-

munity change = �.261*). Improved cognitive performance was associ-

ated with more psychotropic medications (Estimate = �.132*). Worse

health, pain, and the number of psychiatric diagnoses positively

predicted psychotropic medications (Estimates = 0.639*; 0.512*, and

0.271*, respectively). The influence of the worse health variable chan-

ged as individuals relocated, as individuals with worse health received

fewer medications in the community (Estimate = �.765*).

Conclusions: Health and mental health variables were the primary

predictors of psychotropic medication usage, which emphasizes the

importance of incorporating the biopsychosocial model when

assessing and treating individuals with intellectual and developmental

disorders. These results could be used to inform prescribing guidelines

for individuals with intellectual and developmental disorders. Lastly,

the decrease in psychotropic medications following relocation contrib-

utes to the research supporting the deinstitutionalization of individ-

uals with intellectual and developmental disorders.

COVID-19 Predictors and course in people with intellectual and

developmental disorders

Philip McCallion1, Danielle Abraham2, Lisa Ferretti1, Mary McCarron3

1Temple University School of Social Work, Philadelphia, Pennsylvania,

USA; 2University of Pennsylvania School of Medicine, Philadelphia,

Pennsylvania, USA; 3Trinity College Dublin, Dublin, Ireland

Background: The aim was to understand who among the service-

connected adults with intellectual and developmental disorders in

Pennsylvania was most likely to test positive with COVID-19, what

characteristics were most associated with positivity, and what was

the course of COVID-19 infection.

Method: Claims data over a 10-month period for health and health

care utilization and all services utilization for service-connected adults

with intellectual and developmental disorders in Pennsylvania were

utilized to examine the experience of COVID-19.

Results: As compared to populations without identified with intellec-

tual and developmental disorders, when COVID-19 infection was

established findings confirmed both similarities and differences in age

of onset and prior health characteristics of people with intellectual

and developmental disorders.

Conclusions: As has been seen with other chronic conditions such as

dementia, onset of COVID-19 was influenced by different risk factors

and by earlier ages.

Diagnostic test set for osteoarthritis in people with an intellectual

disability

Marjoleine van Bruggen1, Roy Elbers1, Leendert Sneep2, Dederieke

Maes-Festen1, Alyt Oppewal1, Sita Bierma-Zeinstra1

1Erasmus University Medical Centre, Rotterdam, The Netherlands; 2Ipse

de Bruggen, Zoetermeer, The Netherlands

Background: Osteoarthritis is difficult to diagnose in people with intellec-

tual disabilities. They have difficulties reporting pain, which is an impor-

tant criterion for osteoarthritis. Aim of this study was to develop a

diagnostic test set to diagnose osteoarthritis of the hip and knee in people

with intellectual disabilities, based on tests used in the general population.

Method: Tests were based on the American College of Rheumatology

criteria for osteoarthritis. A panel consisting of an osteoarthritis

expert, a physician specialized in intellectual disabilities care, a move-

ment scientist, and two physiotherapists discussed and proposed

adaptations for use in people with intellectual disabilities.

Results: The proposed tests consist of 1) Physical examination; 2)

Structural pain observation, including the Rotterdam Elderly Pain

Observation Score and a self-report Faces Pain Scale; 3) Question-

naires to assess limitations in daily life: the Knee and Osteoarthritis

Outcome Score (KOOS and HOOS) and the Animated Activity Ques-

tionnaire; (4) X-rays of both knees and hips.

Conclusions: We present the tests we composed to identify clinical

and radiological aspects of osteoarthritis in people with intellectual
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disabilities. Next steps include feasibility and reliability assessment to

provide clinicians with advice on how to diagnose hip and knee osteo-

arthritis in people with intellectual disabilities.

General health of young people with autism over time and its

relationship to family circumstances

Ewelina Rydzewska1, Michael Fleming1, Daniel Mackay1, Genevieve

Young-Southward1, Jan Blacher2, Yasamin Bolourian2, Keith

Widaman2, Sally-Ann Cooper1

1University of Glasgow, Glasgow, UK; 2University of California, Riverside,

Riverside, USA

Background: We aimed to quantify the extent to which personal char-

acteristics, parental relationship and household income are associated

with general health status in youth with autism with/without intellec-

tual disabilities.

Method: We conducted random-effects ordered logistic regressions

to determine the odds ratios (OR) with 95% confidence intervals

(CI) of wave, age, sex, ethnicity, additional intellectual disabilities,

parental/guardian relationship status and household income being

associated with general health status in youth with autism, drawn

from the National Longitudinal Transitions Study-2, with a follow-up

period of 10 years and five waves of data.

Results: Across waves, only between 74.3%-69.9% had excellent/very

good health (71.7%-58.8% in those with additional intellectual disabil-

ities), but wave was not associated with general health status. Associ-

ations were for age OR=1.18 (1.04, 1.33), additional intellectual

disabilities OR=1.56 (1.00, 2.44) and household income OR=0.61

(0.40, 0.94) at $30,001-$50,000, OR=0.44 (0.27, 0.72) at

$50,001-$70,000, and OR=0.34 (0.20, 0.56) at $70,001+. Sex, eth-

nicity and parental/guardian relationship status were not associated

with general health status.

Conclusions: There was little change in general health status longitu-

dinally across the transitional period. Youth with autism need health

planning across this period given the low proportion with excellent/

very good health, including consideration of their household

circumstances.

Self-determination among people with mild intellectual disability and

epilepsy

Alexandra Haenen1, Noud Frielink 2, Petri Embregts2

1Expertise Centre for Epilepsy Kempenhaeghe, Heeze, The Netherlands;
2Academic Collaborative Center Living with an Intellectual Disability,

Tilburg University, Tilburg, The Netherlands

Background: Self-determination is essential for subjective well-being

and quality of life. Currently, there is a lack of knowledge with respect

to the impact of epilepsy on self-determination in the lives of people

with mild intellectual disability and epilepsy. Therefore, the aim of this

study was to provide insight into the experiences of this population

with respect to self-determination, and to explore the role of the envi-

ronment in these experiences.

Method: Eight people with epilepsy and mild intellectual disability

were interviewed using a semi-structured interview guide. This

guide was used to explore the meaning of self-determination from

the perspective of the participants and the impact of epilepsy on

self-determination, operationalized by the three basic psychological

needs of the self-determination theory: autonomy, relatedness and

competence. The interviews were analyzed using a thematic

analysis.

Results: The results of the interviews are currently being analyzed.

The results and conclusions will be presented at the congress.

Conclusions: With this research, it is our goal to take a step towards a

better understanding on self-determination among people with mild

intellectual disability and epilepsy and provide information that might

be valuable for the development of interventions and practices that

enhance the wellbeing of this population.

General health in youth with intellectual disabilities and its

relationship to family circumstances

Ewelina Rydzewska1, Michael Fleming1, Daniel Mackay1, Genevieve

Young-Southward1, Jan Blacher2, Yasamin Bolourian2, Keith

Widaman2, Sally-Ann Cooper1

1University of Glasgow, Glasgow, UK; 2University of California, Riverside,

California, USA

Background: We aimed to quantify the extent to which personal char-

acteristics, parental relationship and household income are associated

with general health status in youth with intellectual disabilities with/

without Down syndrome.

Method: We conducted random-effects ordered logistic regressions

to determine the odds ratios (OR) with 95% confidence intervals

(CI) of wave, age, sex, ethnicity, Down syndrome, parental/guardian

relationship status and household income being associated with gen-

eral health status in youth with intellectual disabilities, drawn from

the National Longitudinal Transitions Study-2, with a follow-up period

of 10 years and five waves of data.

Results: Contrary to our expectations, general health did not

decline over the transitional period and did not differ between

youth with and without Down syndrome. Higher income was asso-

ciated with better health, significantly so over $50 001 OR=0.559

(0.366–0.854). Poorer health was experienced by youth with His-

panic, Latino or Spanish ethnicity OR=1.790 (1.051–3.048). Female

sex and parental relationship status were not associated with

health status.

Conclusions: Young people with intellectual disabilities have bad

health, and require support across all ages, including transition.

Schools, teachers and staff in transitional services should be aware of

the association between health and ethnicity and the stressful effects

of low household income.
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A literature review on the impact of nutrition on sleep in people

with intellectual disabilities

Lynette Miss Harper1, Ann Ooms2, Irene Tuffrey-Wijne2

1Kingston University and St Georges University, Kingston upon Thames,

UK; 2St Georges University and Kingston University, London, UK

Background: People with intellectual disabilities are more likely to have

sleep problems than people who do not have intellectual disabilities.

Poor sleep can have negative impacts on an individual's physical and

mental health, their quality of life, and poor sleep also negatively impacts

their family or carers. Evidence from studies conducted in the general

population has found that nutrients such as vitamin D, polyphenols, anti-

oxidants and melatonin-rich foods may be beneficial for sleep. However,

limited rigorous research is available on the impact of nutritional inter-

ventions to improve sleep in people with intellectual disabilities.

Method: An integrative systematic literature review was conducted

on the impact of nutrition on sleep in people with intellectual disabil-

ities. Literature was primarily sourced from searching the following

databases; CINAHL, PsycINFO and SCOPUS. Following screening of

papers (n=289), fourteen papers met the inclusion criteria.

Results: Themes related to nutrition and improved overall wellbeing,

links to health comorbidities, use of nutritional supplements, specific

foods and food fussiness.

Conclusions: Therefore, dietary patterns may be an important factor

to improving the quality and quantity of sleep. However, the current

literature does not allow valid and reliable conclusions regarding the

benefit of improved nutrition on sleep in people with an intellectual

disability.

Diet quality among people with intellectual disability and borderline

intellectual functioning

David Gast1, Gabriela de Wit1, Amber van Hoof2, Jeanne de Vries2,

Bert van Hemert1, Robert Didden3, Erik Giltay1

1Leiden University Medical Center, Leiden, The Netherlands;
2Wageningen University and Research, Wageningen, The Netherlands;
3Radboud University, Nijmegen, The Netherlands

Background: Our aim was to assess diet quality among people with

intellectual disability or borderline intellectual functioning who reside

in residential facilities or receive day care.

Method: Diet quality, assessed with the Dutch Healthy Diet Food

Frequency Questionnaire (DHD), was compared between participants

and controls, using multiple regression analyses adjusted for age, sex,

and body mass index (BMI). Potential correlates of diet quality were

explored within the intellectual disability/borderline intellectual func-

tioning group.

Results: A total of 151 people with intellectual disability/borderline

intellectual functioning (35.1% women) with a mean age of 23.2 years

(SD = 7.9) years and 169 controls completed the DHD. Mean diet

quality was lower in people with intellectual disability/borderline

intellectual functioning (M = 80.9) than in controls (M = 111.2) (mean

adjusted difference -28.4; 95% CI: �32.3; �24.5; p < 0.001). Within

the intellectual disability/borderline intellectual functioning group,

participants with borderline intellectual functioning and those with

mild intellectual disability had a lower diet quality and higher BMI than

individuals with severe to profound intellectual disability. Being

female was a predictor of better diet quality.

Conclusions: Overall, we found that diet quality was low in the sample

of people with intellectual disability/borderline intellectual function-

ing. The main concern is excessive consumption of unhealthy

products.

Implementing health assessments for adults with intellectual and

developmental disabilities: A systematic review

Genevieve Breau1, Esther Bakker-van Gijssel2

1University of Greenwich, Vancouver, British Columbia, Canada;
2Radboud University Medical Center, Nijmegen, The Netherlands

Background: Adults with intellectual and developmental disabilities

experience health disparities, many of which are preventable by the

provision of comprehensive primary care. Health assessments, in

which a primary care provider systematically screens a patient for sev-

eral health conditions, increases disease detection, health promotion,

and preventive care in adults with intellectual and developmental dis-

abilities, and can reduce the disparities experienced by this group.

However, the uptake of health assessments remains low across coun-

tries, in spite of these benefits. This systematic review aims to

describe barriers common across different settings, and identify areas

for health professional education and/or health policy changes.

Method: We are conducting a systematic search of quantitative and

qualitative studies identifying facilitators and barriers to implementa-

tion of health assessments for adults with intellectual and develop-

mental disabilities. We are then inductively extracting the barriers and

facilitators reported in each study. We then categorize each factor

according to the constructs of existing implementation models: Con-

solidated Framework for implementation Research (CFIR), COM-B

theory (capability, opportunity, and motivation – behaviour), and The-

oretical Domains Framework (TDF).

Results: We are determining whether these barriers and facilitators are

related to the individual (i.e., health professional) or system-wide factors.

Individual factors could be addressed through continuing professional

education for health professionals, and system-wide factors could be

addressed through health policy changes at multiple health system levels.

Conclusions: By better understanding the barriers and facilitators to

implementing annual health assessments across multiple countries, we

can determine whether health professional education, policy change

at the health system level, or some combination of interventions

would be effective in increasing uptake of these assessments. The

longer-term objective is to reduce the health disparities faced by
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adults with intellectual and developmental disabilities through timely

diagnosis and treatment of health conditions.

Exploring collaboration within the continuum of effectiveness

research in people with intellectual disabilities

Roy Elbers1, Pauline Hamers1, Dederieke Maes-Festen1, Alyt

Oppewal1

1Erasmus Medical Center, University Medical Center Rotterdam,

Rotterdam, The Netherlands

Background: A strong evidence base for the effectiveness of interven-

tions may reduce the health inequity seen in people with intellectual

disabilities. However, evidence synthesis in this field has some chal-

lenges. For example, randomized controlled trials (RCTs) remain

uncommon, and observational studies in which interventions are allo-

cated during the course of usual treatment decisions are vulnerable

for confounding and selection bias. Furthermore, RCTs that include

heterogeneous samples of participants are of limited use to inform

treatment decisions when effects vary across clinical subgroups. Indi-

vidual participant data meta-analysis (IPD-MA) has the ability to

reduce biases and allows exploration how participant-level covariates,

such as aetiology or level of intellectual disability, modify intervention

effects. This offers advantages over meta-analysis based on aggre-

gated data. IPD-MAs are time consuming and require a team in which

trialists and systematic reviewers collaborate. Luckily, recent innova-

tions in online collaboration, crowd sourcing and automation of evi-

dence synthesis offer potential to ensure timely and up to date

answers to clinical questions. The research aim is to explore possibili-

ties for collaboration between trialists, systematic reviewers, and

methodologists to build, and maintain, an online platform for up to

date IPD-MA in people with intellectual disabilities.

Methods: First, a working group will be tasked to identify trialists and

systematic reviewers that are involved in intervention research in

people with intellectual disabilities. Second, we will invite trialists, sys-

tematic reviewers, and methodologists to discuss possibilities for col-

laboration. Third, we will design an online platform and conduct an

IPD-MA to test the functionality of the platform.

Conclusions: This initiative recognizes that RCTs, observational studies

of interventions, and evidence synthesis are part of the same continuum

of effectiveness research. Trialists and systematic reviewers need to col-

laborate to build a strong evidence base to inform daily treatment deci-

sions that impact on the health of people with intellectual disabilities.

Screening instrument for dysphagia in intellectual disabilities:

Development and first validation

Marloes Schüller-Korevaar1, Susanna van der Woude1, Andrea

Fokkens1, Nienke Verheij1, Alain Dekker1

1Alliade Care Group, Beetsterzwaag, The Netherlands

Background: People with intellectual disabilities (ID) are at high risk

for dysphagia. Early screening for dysphagia is of essence to prevent

severe health problems, like choking or pneumonia, and can contrib-

ute to improve quality of life. Therefore, we developed the Screening

instrument for Dysphagia in ID (SD-ID) as easy and quick tool for daily

caregivers to signal a risk for dysphagia.

Method: Development of SD-ID was based on currently used screen-

ing lists, literature and clinical experiences. The SD-ID is completed by

caregivers. First validation was performed among 42 people with

intellectual disabilities. SD-ID was compared to outcomes of examina-

tion by speech therapist using the Dysphagia Disorder Survey (DDS).

Next, the SD-ID was used in an institutional setting for 1064 people

with intellectual disabilities.

Results: Compared to the DDS, sensitivity and specificity of SD-ID

was promising (>75% with cut-off score 3). Positive predictive value

and negative predictive value were promising as well. More severe

level of intellectual disabilities resulted in higher total scores on SD-

VB. Results on item level guided optimization of the SD-ID. Conclu-

sions SD-ID is a valid and straight forward screening tool for care-

givers to screen for dysphagia in people with intellectual disabilities.

This contributes to increased awareness and preventing dysphagia-

related health problems.

Insight from electronic health records in the intellectual disabilities

outpatient clinic

Esther Bakker-van Gijssel1, Marian Breuer1

1Radboud University Medical Center, Nijmegen, The Netherlands

Background: The Netherlands is the only country worldwide with

a medical doctor specialized in intellectual disabilities: the ID-phy-

sician. This ID physician runs an outpatient clinic to which the

general practitioner (GP) can refer patients with intellectual dis-

abilities. Despite of increasing research on the medical care pro-

vided by ID physicians in care organizations and GP practices, the

care provided by ID physicians in outpatient clinics has never

been investigated at the patient level. This study is the first to

provide more insight in the reasons why an ID physician is con-

tacted by the GP, the diagnoses made, and additional diagnostics

used in ID clinics.

Method: Every medical practice is obliged to use an electronic health

record system. The system used in our ID outpatient clinic is devel-

oped to also extract data for use in scientific research. In this paper

we consider referral reasons together with diagnostic codes (ICPC

and ICD-10).

Results: We will provide a first insight in the extracted data, which

consists of referral reasons and diagnoses made by the ID

physician.

Conclusions: We expect that these analyses will enable us to improve

medical care for people with intellectual disabilities and that they will

allow us to improve the electronic health record input.
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How does health professionals' communication with patients with

intellectual disability impact health outcomes? A scoping review of

reviews

Genevieve Breau1, Lorienne Jenstad2, Jennifer Abel2, Glenda Mason2,

Paola Colozzo2, Gayle Halas3, Tami Howe2, Caroline Rieger2, Leora

Simon4, Shaelyn Strachan3

1University of Greenwich, Vancouver, British Columbia, Canada;
2University of British Columbia, Vancouver, British Columbia, Canada;
3University of Manitoba, Winnipeg, Manitoba, Canada; 4McGill

University, Montreal, Canada

Background: Communicatively-vulnerable individuals, including people

with intellectual disability, are individuals with inherent or circumstantial

factors that create a decreased capacity to communicate verbally, non-

verbally, or in writing. This study focuses on communication between

health providers and such communicatively-vulnerable patients. The first

aim is to map the existing research and list defined challenges to effec-

tive communication with vulnerable groups. A second aim is to identify

strategies for accommodating differences in these patients' communica-

tion abilities, to improve health outcomes (e.g., survival or cure) or inter-

mediate outcomes (e.g., access to care).

Method: Our team is completing a scoping review of reviews on

patient-provider communication, with no limits on patient characteris-

tics. Our literature search initially identified 8350 articles, and 5846

articles once removing duplicates. After title, abstract, and full-text

screening, 238 reviews remained. This set was further refined by

selecting reviews that examined patient-provider communication with

at least one communicatively vulnerable group.

Results: We identified 92 reviews that examined communication

between healthcare providers and a communicatively vulnerable

group. While we found few articles specific to individuals with intel-

lectual disability, challenges faced by other communicatively vulnera-

ble groups are relevant. We will list the defined challenges and

strategies for accommodating differences, with commentary regarding

their application for individuals with intellectual disability.

Conclusions: By mapping existing research and identifying strategies

for patient-provider communication, we hope to improve health out-

comes for vulnerable patient groups, including those with intellectual

disability. Our findings will identify areas for further research and con-

tribute to reducing health disparities experienced by these groups.

Early recognition of swallowing difficulties in adults with intellectual

disabilities: Development of a prediction model

Richella Kloppers1, Dederieke Festen2, Sandra Mergler1

1ASVZ, Sliedrecht, The Netherlands; 2Erasmus University Medical Center,

Rotterdam, The Netherlands

Background: To examine which clinical factors found in the regular

care process predict swallowing difficulties in adults with intellectual

disability.

Method: Participants were recruited among the population of adults

with intellectual disability living in a large care organisation in the Neth-

erlands. A random selection was made among people with diagnosed

intellectual disability, aged over 18 years, and receiving medical care.

People who were registered with the care organisation for less than

two years were excluded. Data were collected retrospectively from

patient files. In addition, a digital questionnaire was sent to the primary

caregiver. Data were collected immediately after inclusion (T1) and

after two years (T2). After T1, linear regression was performed to ana-

lyse which variables were associated with the outcome swallowing dif-

ficulties. Associated variables were analysed by multiple regression.

Results: At the conference, we will present initial results of the T1

analysis and analytical issues will be discussed.

Conclusions: Results of this study constitutes a first step in develop-

ing a validated multivariable prediction model of swallowing difficul-

ties for adults with intellectual disabilities. In practice, this model will

increase the attention to swallowing difficulties and therefore improve

identifying early warning symptoms.

Environment scan on approaches to education of healthcare

professionals in care of persons with intellectual and developmental

disabilities

Sarah Ailey1, Renata Ticha2, Brian Abery2, Molly Bathje1, Teresa

Moro1

1Rush University Medical Center, Chicago, Illinois, USA; 2University of

Minnesota, Minneapolis, Minnesota, USA

Background: The aim was to identify approaches to educating

healthcare professionals in care of persons with intellectual and devel-

opmental disabilities, as part of a grant for workforce improvement,

the Partnering with Persons with Intellectual and Developmental Dis-

abilities to Improve Health Outcomes (PATH-PWIDD) Program

(Administration for Community Living).

Method: We are conducting an environmental scan, a systematic pro-

cess to identify and categorize information from diverse sources and

viewpoints on issues based upon judgments as well as facts to identify

existing approaches to education of healthcare professionals about

care of persons with intellectual and developmental disabilities. The

scan includes two components: 1) analyzing existing healthcare litera-

ture (including curricula, guidelines, protocols, reports, competencies,

etc.) focused on the healthcare professionals' interactions with and

treatment of persons with intellectual and developmental disabilities;

and 2) identifying and categorizing what key stakeholders: persons

with intellectual and developmental disabilities; their family members;

and healthcare professionals, educators and researchers in the field,

view as critical elements in respecting the self-determination of per-

sons with intellectual and developmental disabilities, competencies of

healthcare professionals, improving education of healthcare profes-

sionals, improving care, and reducing health disparities. Data will be

collected through a scoping review of literature and other sources,

and outreach with key informants.
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Results/Conclusions: We will present initial results on identified

approaches to education of healthcare professionals with recommen-

dations for improvement.

Correlates of physical activity in children and adolescents: A

systematic review

Lara Sutherland1, Arlene McGarty1, Craig Melville1, Laura Hughes-

McCormack1

1Institute of Health and Wellbeing, University of Glasgow, Glasgow, UK

Background: The aim was to systematically review correlates of phys-

ical activity in children and adolescents with intellectual disabilities.

Method: The review was conducted in accordance with the PRISMA

guidelines. Ovid Medline, Ovid Embase, Web of Science, ERIC, CIN-

AHL and PsycINFO were searched between 1st January 1990 and

29th February 2020 to identify English-language studies which exam-

ined correlates of free-living physical activity in children (0–19 years)

with intellectual disabilities. Study quality was assessed. Correlates

were analysed using a narrative synthesis and classified using the

socio-ecological model as intrapersonal, interpersonal, organisational,

or environmental.

Results: Fifteen studies published between 2010 and 2019 met the

inclusion criteria and were included in the review. Forty-eight individ-

ual correlates were identified. Studies were predominantly focused on

intrapersonal level correlates. Of those correlates investigated in more

than one study (n=6), having better motor development was posi-

tively associated with physical activity. Inconsistent results were

found for age and cardiorespiratory fitness. Sex, percentage body fat

and BMI were not correlated. No interpersonal, organisational or envi-

ronmental level correlates were included in more than one study.

Conclusions: Further studies are necessary to unravel correlates and

determinants, across all domains of the socioecological model, to

improve health by increasing physical activity levels.

Prevalence rates of risk factors for chronic health conditions among

Special Olympics athletes

Jonathan Lang1, Molly Sadowsky1, Iulia Mihaila1, Faith Chabedi1,

Alicia Bazzano1

1Special Olympics International, Washington, DC, USA

Background: Individuals with intellectual disabilities often experience

high rates of risk factors for chronic health conditions. This purpose of

this study was to determine the current prevalence of risk factors

among Special Olympics (SO) athletes with intellectual disabilities

who attended a Health Promotion screening in 2018 and 2019.

Method: In 2018 and 2019, over 33,000 Health Promotion screenings

occurred globally for SO athletes. The rate of risk factors was

assessed for bone mineral density (BMD), body mass index (BMI),

blood pressure (BP), use of tobacco products, and exposure to

second-hand smoke. Comparisons to the general population were also

examined.

Results: Health Promotion data show high rates of risk factors,

including 35% low bone density, 51% overweight or obese, 58%

elevated or hypertensive BP reading, 6% use of tobacco products,

and 35% exposure to second-hand smoke. Comparisons to the

general population showed higher rates for these risk factors in

the ID population.

Conclusions: High rates of risk factors for chronic health conditions

may increase the chance for comorbidity. Findings indicate the need

for improved access to health education and nutrition among this

population and highlight the importance of regular health promotion

programming.

Co-trainers with intellectual disabilities: Assessing nursing students'

satisfaction

Saray Vega1, Séverine Lalive Raemy1

1Institute of Nursing, Geneva School of Health Sciences, HES-SO,

Geneva, Switzerland

Background: Active participation of people with intellectual disabil-

ities as co-trainers is meant to improve healthcare students' knowl-

edge and attitudes towards this vulnerable population. A resourceful

group of people with intellectual disabilities was included as co-

trainers for the initial training of nurses at the Geneva School of

Health Sciences. People with intellectual disabilities were enrolled in

lectures, workshops, seminars and practise teaching. The objective of

the study was to assess students' satisfaction in their learning asking

them if they were satisfied with the participation of people with intel-

lectual disabilities and asking about their satisfaction level with this

teaching method.

Method: Students' opinions were collected by means of paper-and-

pencil satisfaction questionnaires distributed after the teaching ses-

sions involving people with intellectual disabilities.

Results: The sample consisted in 63 senior BSc students. Among

them, 93.6% considered the participation of co-trainers with disabil-

ities to be excellent and very good; 6.4% consider it satisfying.

Conclusions: Active participation of people with intellectual disabil-

ities in training shows satisfaction among senior nursing students. Fur-

ther analyses would be required to assess the benefits of the program

on students' knowledge and attitudes on care delivered to people

with intellectual disabilities.

More evidence of difference: Easy English - Easy Read

Cathy Basterfield1

1Access Easy English, Mentone East, Australia

Background: This paper is a further analysis of Easy English and Easy

Read from Australia and the UK in 2020. Are these differences and
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similarities the same as an earlier analysis from 2015-2016 pres-

ented at IASSIDD 2019?

Method: Two sets of publicly available documents were analysed

from Australia (Easy English and Easy Read) and the UK (Easy Read)

The content was on: 1) COVID-19, published from March - August

2020 and 2) other published content from 2020.

Results: Results replicate the findings from the earlier analysis. There

appear to be identifiable, measurable and replicable differences

between Easy English and Easy Read, including: Word count; Number

of different words in a document; Length of sentence; Syllable length

and Passive and active sentence count. There are also visual differ-

ences regarding formatting and image selection.

Conclusions: This paper reinforces the earlier, smaller study identify-

ing many of the differences and some similarities between Easy

English and Easy Read. Writers and end users need to know of and be

aware of these differences. Researchers and policy writers need to

also be aware that there is further evidence of this difference, and the

impact on future development and research questions on Easy English

and Easy Read.

Cancer treatment and treatment decision making in individuals with

intellectual disabilities: Findings from a review

Anne Boonman1, Maarten Cuypers1, Jenneken Naaldenberg1, Haiko

Bloemendal1, Geraline Leusink1

1Radboud University Medical Centre, Nijmegen, The Netherlands

Background: Current data shows that cancer in people with intellec-

tual disabilities is often a common cause of death, rather than a (cur-

able) disease. Cancer treatment experience in people with

intellectual disabilities is limited, obstructing healthcare professionals

to easily find experience or guidance in treatment decision making

(TDM). This review aims to explore what is reported about cancer

treatment and TDM in people with intellectual disabilities and

cancer.

Methods: A scoping review of literature was conducted searching

PubMed and EMBASE. Included literature was dually screened on

title/abstract and full-text. Studies were included if they provided

information on people with intellectual disabilities, cancer and subse-

quent treatment. Studies were textually coded for cancer characteris-

tics, types of treatment, considerations and adaptations in treatment

and TDM.

Results: Preliminary findings present 90 included articles (77 case

studies/series). A genetic focus (n=30) and articles describing syn-

dromic people with intellectual disabilities (n=64) were most predomi-

nant. Most mentioned cancer types were hematological (n=18),

testicular (n=10) and other genito-urological (n=10). Thirteen articles

discussed TDM, relating to legal (in)capacity (n=10). 28 articles men-

tioned treatment adaptation, of which 18 performed treatment

reduction.

Conclusions: Cancer and its treatment in people with intellectual dis-

abilities is a topic lacking specific and comprehensive research within

scientific literature. There is little evidence available for clinicians

involved in treating cancer in people with intellectual disabilities.

Comparing access to interventions between people with intellectual

disabilities and the general population with COVID-19

James Smith2, Sarah Pape1, Asaad Baksh1, Andre Strydom1

1King's College London, London, UK; 2South London and Maudsley NHS

Foundation Trust, London, UK

Background: People with intellectual disabilities may be dis-

proportionally negatively impacted by COVID-19. A key concern is

resource allocation, including admission to an intensive care unit (ICU).

Factors in clinical decision-making include functional status and “overall
look of a patient.” This has implications for those with intellectual dis-

abilities who may have lower baseline functional abilities, together with

the risk of bias or discrimination influencing decisions.

Method: A sample of 506 patients with intellectual disabilities were

matched on a 1:3 ratio with controls using data from the ISARIC4C

ongoing prospective cohort study on patients admitted with COVID-19.

Results: People with intellectual disabilities were less likely to have

“classic” COVID-19 symptoms but more likely to show altered con-

sciousness/confusion. Significantly more people in the intellectual dis-

abilities group required oxygen therapy at admission. Both groups

experienced similar complications, but those with intellectual disabil-

ities were more likely to experience seizures. Despite this people with

intellectual disabilities were 50% less likely to be admitted to ICU and

40% less likely to receive ventilation.

Conclusions: People with intellectual disabilities may have greater symp-

tom severity at admission. Access to interventions such as ICU and ven-

tilation were less common in people with intellectual disabilities. The

possible role of diagnostic overshadowing, discrimination and poor

awareness of alternative symptom presentation could be contributing.

Track 3b: Mental Health/Challenging Behaviour
Issues

PRESENTATIONS IN A SYMPOSIUM

Mental health in primary care

Mental healthcare for adults with intellectual disabilities: A scoping

review in primary care publications

Katrien Pouls1, Monique Koks-Leensen1, Mathilde Mastebroek1,

Geraline Leusink1, Pim Assendelft2

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands; 2Department of Primary and Community

Care, Radboud University Medical Center, Nijmegen, The Netherlands

Background: General practitioners (GPs) are increasingly confronted

with patients with intellectual disabilities and mental health problems.

Although, the mental healthcare provided to these patients in general is
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considered to be insufficient, little is known about the mental

healthcare provided by the GP. The aim of this scoping reviews is to

provide an up-to-date literature overview on the care provided by GPs

to patients with intellectual disabilities and mental health problems and

to identify knowledge gaps and inform research, practice and policy

about opportunities to improve care.

Method: PubMed, PsychINFO, Embase and grey literature were

searched for publications concerning adults with intellectual disabil-

ities, mental health problems and primary care. Selected publications

were analysed both descriptively and thematically.

Results: One hundred publications met the inclusion criteria. Thematic

analysis resulted in five overarching and relevant themes: roles of the

GP, knowledge and experience, roles of caregivers, collaboration, and

standardized approach.

Conclusions: GPs have an essential role in the care for patients with

intellectual disabilities and mental health problems. Investments in

education, evidenced-based knowledge and supportive tools are

essential. Enhancing intellectual disability identification and develop-

ment of interprofessional care models in close collaborations with pol-

icy makers and organizational managers can improve the quality of

care for this patient group.

Mental healthcare for adults with intellectual disabilities:

A retrospective cohort study in primary care data

Katrien Pouls1, Monique Koks-Leensen1, Mathilde Mastebroek1,

Geraline Leusink1, Pim Assendelft2

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands; 2Department of Primary and Community

Care, Radboud University Medical Center, Nijmegen, The Netherlands

Background: Patients with mild intellectual disability suffer more men-

tal health problems compared to patients without intellectual disability

and often do not receive appropriate mental healthcare. The General

Practitioner (GP) plays a pivotal role in this care. However, to date,

there is limited fundamental research in primary care on the prevalence

of mental health problems and the actual care provided by the GP to

these patients and how this deviates from patients with no intellectual

disability. The aim of this study is to fill this knowledge gap.

Method: A retrospective cohort study will be performed in a Dutch

primary care database, covering 1.8 million listed patients and 4 years

of care provision. In this database 11,887 patients with mild intellec-

tual disability are identified by linking an administrative database of

social services data.

Results: The results presented will focus on prevalence and nature of

mental health problems in primary care, and the care provided in

terms of consultations and medication prescriptions to patients with

and without mild intellectual disabilities.

Conclusions: This study will give insight into the mental healthcare

provided to patients with mild intellectual disabilities in primary care,

and is a first step towards improving mental healthcare for patients

with intellectual disabilities in general.

Mental healthcare for adults with intellectual disabilities: A detailed

description of healthcare provided in primary care

Bianca Schalk1, Katrien Pouls1, Monique Koks-Leensen1, Annemarie

Uijen2

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands; 2Department of Primary and Community

Care, Radboud University Medical Center, Nijmegen, The Netherlands

Background: Mental health problems are more common among peo-

ple with intellectual disability (ID) but mental health care for this vul-

nerable group is insufficient. General Practitioners (GPs) are

increasingly confronted with this patient group and experience vari-

ous challenges in providing health care to them. In order to improve

this, this study will describe the provided care for adults with intellec-

tual disabilities consulting their GP for mental health problems com-

pared with patients without intellectual disabilities.

Method: A retrospective cohort study using data of nine general prac-

tices with high data quality standards. Provided care included consul-

tations, reasons for encounter, lab results, medication and referrals.

All care is specifically linked with the mental health problem and

therefore detailed information on given care is available.

Results: The most prevalent mental health problems and the total

group will be described, and the care provided by the GPs of patients

with intellectual disabilities will be compared to matched controls

without intellectual disabilities.

Conclusions: This study will provide insight into the care provided by

the GP linked with mental health problems and highlights the specific

needs in health care for patients with intellectual disabilities and men-

tal health problems. Detailed information highlights the specific needs

in mental health care provided by the GP.

Mental healthcare for adults with intellectual disabilities: Urgent

care within out-of-hours GP services

Monique Koks-Leensen1, Inge Kramer2, Jantinus Veenstra2, Geraline

Leusink1

1Intellectual Disabilities and Health, Radboud University Medical Center,

Nijmegen, The Netherlands; 2InPractica, Haarlem, The Netherlands

Background: Patients with mild intellectual disabilities and mental

health problems are more likely to request out-of-hours primary care

than the general population. However, mental healthcare is insuffi-

ciently available for patients who require urgent but not acute psycho-

social care. Incorporating a mental health nurse practitioner (MHNP) in

out-of-hours general practitioner (GP) services may offer a solution to

this problem. This research aims to identify common mental health

problems presented to the MHNP and to evaluate this innovative care.

Method: Medical records of the MHNP consultations are collected

and analyzed, during a nine-month pilot evaluation in three out-of-

hours GP services throughout the Netherlands. Additionally, inter-

views with patients, GPs, triage nurses, and MHNPs experienced with

this type of care provision are conducted.
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Results: The results presented will focus on the nature of mental

health problems and characteristics of the patients consulting the

MHNP in GP services. Also, patients' and professionals' experiences

regarding this healthcare provision will be discussed.

Conclusions: Findings provide insight into the needs and characteris-

tics of people requesting out-of-hours primary mental healthcare.

They will contribute to the realisation of adequate out-of-hours care

for people with mental health problems, whether or not affected by

the presence of an intellectual disability.

Mental Health and Intellectual Disability Initiative

Mental Health and Intellectual Disability Initiative in Youth

(MHIDI-Y): A program evaluation

Rachel Crossley1, Yitzchak Hollander2

1MHIDI-A, Monash Health, La Trobe University, Melbourne, Australia;
2MHIDI-Y, Alfred Health, Moorabbin, Australia

Background: To assess service outcome of MHIDI-Y, an innovative

specialist mental health service for young people who have intellec-

tual disability and mental illness, embedded within a metropolitan

mainstream tertiary area mental health service in Melbourne

Australia.

Method: Individuals diagnosed with intellectual disability (Age:

12-23 years; male=73%, female=27%; N=67) were referred to

MHIDI-Y with serious mental health difficulties or significant behav-

ioural challenges for diagnostic assessment, intervention, and treat-

ment through a multidisciplinary episode of care. Health of the Nation

Outcome Scale for Adults (HoNOS) and the HoNOS for Child and

Adolescents (HoNOS-CA) were utilised as outcome measures and

completed at admission and discharge.

Results: Individuals admitted for an episode of care to MHIDI-Y dem-

onstrated a 20% reduction in their HoNOS/HoNOS-CA scores from

admission to discharge. Paired samples t-tests will be presented com-

paring means of the HoNOS outcome measures. Descriptive data

(incl. clinical diagnoses) will also be presented.

Conclusions: Individuals who received services through MHIDI-Y

showed improvement in their mental health status and reduced

severity of symptoms at discharge. The provision of a specialist

multidisciplinary mental health service to addresses the unique

mental health needs of people with intellectual disability is an

important step toward achieving more equitable healthcare for all

clients.

Mental Health and Intellectual Disability Initiative in Adults

(MHIDI-A) in Melbourne, Australia

Aspasia Stacey Rabba1, Jennifer Torr2, Michelle Ong2

1MHIDI-A, Monash Health, La Trobe University, Melbourne, Australia;
2MHIDI-A, Monash Health, Melbourne, Australia

Background: To examine outcomes of innovative models of care

within mainstream tertiary mental health services in Melbourne

Australia, to improve mental health outcomes in adults with intellec-

tual disability and thereby inform best-practice implementation of

these specialist services.

Method: Individuals diagnosed with intellectual disability were referred

to a specialist mental health service MHIDI-A (Age range: 16-74;

male=65%, female=35%; N=110) with established or suspected men-

tal illness for diagnostic clarification, allied health intervention, medica-

tion review, and/or capacity building. The Health of the Nation

Outcome Scale for adults (HoNOS) and HoNOS for people with learn-

ing disabilities (HoNOS-LD) were completed at initial assessment and

discharge for all clients to measure outcome of service provision. Out-

comes will be compared with national HoNOS data.

Results: Outcome measures revealed that individuals who received

services and support through MHIDI-A had a 40% reduction on scores

from admission to discharge. Paired samples t-tests will be completed

to compare means at initial assessment and discharge.

Conclusions: Individuals who were admitted to MHIDI-A for an epi-

sode of care demonstrated improvements over time, indicating a

reduction in severity of symptoms. These clinical outcomes highlight

the benefit of having a specialist multidisciplinary intellectual disability

mental health service embedded within mainstream mental health

programs.

Mental Health Intellectual Disability Initiatives (MHIDI) in Victoria,

Australia: Models of care

Jennifer Torr1, Aspasia Rabba1, Michelle Ong1, Rachel Crossley2,

Yitzchak Hollander2

1MHIDI-A Monash Health, Dandenong, Australia; 2MHIDI-Y, Alfred

Health, Prahran, Australia

Background: To describe and compare the models of care of two

innovative multidisciplinary services specialist intellectual disability

mental health services: MHIDI-Youth (MHIDI-Y) and MHIDI-Adult

(MHIDI-A) -each embedded within a major metropolitan mainstream

mental health service (MHS).

Method: 1) Overview of public mental health service framework and

paradigm of mainstream health care for people with intellectual dis-

abilities in the state of Victoria, 2) Description of catchment

populations and service characteristics of each host MHS, 3) Descrip-

tion of MHIDI models of care.

Results: Population of Victoria 6.4 million 1) Catchment Population/

Area: MHIDI-Y~ 385 000/102 km2, MHIDI-A~970 000/2032 km2;

Area: MHIDIY~102 km2 A~2031 km2, 2) Multidisciplinary Teams: Psy-

chiatrist, Psychiatry Registrar, Clinical Psychologist, Psychiatric Nurse,

Occupational Therapist, Speech Pathologist, Social Worker, 3) Multi-

ple and tailored service pathways, 4) Clients: Age Range: MHIDI-Y

12-25 years, MHIDI-A 16 years + 5.

Conclusions: The MHIDI services are a paradigm shift in the provision

of specialist intellectual disabilities health/mental health services in
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Victoria. The services have the same basic design and funding. Based

on catchment population alone, MHIDI-Y receives 2.8 times more

funding. Each MHIDI has developed service and clinical pathways

based on the client population, the catchment demographics and

geography, and resources.

Mental Health Intellectual Disability Initiative – Adult (MHIDI-A) in

Australia: Clinical outcomes

Jennifer Torr1, Aspasia Rabba2, Michelle Ong2

1MHIDI-A Monash Health, Dandenong, Australia; 2MHIDI-A, Monash

Health, Dandenong, Australia

Background: To describe the clinical outcomes of Mental Health in

Intellectual Disability Initiative – Adult (MHIDI-A), an innovative spe-

cialist intellectual disability mental health services within a major

metropolitan mainstream tertiary mental health service in Melbourne

Australia.

Method: Individuals diagnosed with intellectual disabilities referred to

MHIDI-A (N=110 Age range: 16-74; male=65%, female=35%) with

established or suspected mental illness for multidisciplinary psychiat-

ric assessment and episode of care. The findings of a service audit will

be described, including source of referral and demographics of partici-

pants, neurodevelopmental and psychiatric diagnoses, and services

provided.

Results: 1) Referrals: External referrals 68%, Internal referrals: Inpa-

tient 40% Community Mental Health 20%, Consultation Liaison 7%,

Emergency 5%. 2) Psychiatric diagnoses at time of admission/dis-

charge: No diagnosis (31%/16%), depressive disorder (17%/11%),

bipolar disorder (10%/28%), antidepressant induced/exacerbated

manic episode (0/40%), psychotic disorder (23%/29%); anxiety disor-

der (26%/19%), personality disorder (8%/9%), post-traumatic stress

disorder (PTSD) (1%/5%) and catatonia 0%/5%.

Conclusions: Mental illnesses in people with intellectual disabilities

are often not recognised or diagnosed, or are misdiagnosed, in

both primary care and mainstream mental health services. In par-

ticular, mania is framed as a behaviour and/or anxiety disorder.

Manic switch/exacerbation secondary to antidepressant treatment

is common and unrecognised. PTSD and catatonia are

underdiagnosed.

Evaluating specialized care

Evaluation of contextual support as a means to address challenging

behavior

Yvette Dijkxhoorn1

1Leiden University, Leiden, The Netherlands

Background: To gather information about contextual/environmen-

tal factors underlying challenging behavior that can be influenced,

to optimize the Quality of Life of people with intellectual

disability and severe challenging behavior residing in intensive care

facilities.

Method: For four years we have followed 225 clients who receive

intensive treatment and support in several care facilities in the Neth-

erlands. We gathered information about the development (adaptive

and cognitive functioning), medication and the provided professional

support and treatment (through interviews). We have also repeatedly

measured the Quality of Life (SMS).

Results: Through systematic evaluation, we have gathered a bulk of

information on clients and their environment. We distinguished

groups that show progress, stabilization and deterioration, and have

gained insight into underlying personal factors. Age, presence of

autism and adaptive functioning have the highest predictive value for

progress. With regard to contextual factors, we found aspects of

physical environment and stability in care providers to be the most

important factors.

Conclusions: Through systematic evaluation of personal and contex-

tual factors we gain more insight in what factors influence (challeng-

ing) behavior and quality of life of clients. We provide a model to

continuously monitor relevant diagnostic and contextual information,

to be able to determine changeable factors.

The influence of cognitive and adaptive skills on challenging

behavior

Désiree van Winden1, Yvette Dijkxhoorn1

1 Leiden University, Leiden, The Netherlands

Background: The intensity of support for individuals with intellectual

disability is related to the need for regulation of problematic, or chal-

lenging behavior. We have examined the influence of age, adaptive

behavior and developmental age on severe and persistent challenging

behavior. Outcomes should provide insight on where the focus of

treatment should be.

Method: We have gathered information using different measures for

intellectual functioning (WISC/WAIS, SON-R, BSID), the Vineland

Adaptive Behavior Scales and DBC to gather information about the

clients of five organisations that provide care for the group with the

most intensive support needs in the Netherlands (Ipse de Bruggen,

Hartekamp Groep, Ons Tweede Thuis and Cordaan). Through regres-

sion analyses, we have gained insight in the predictive value of these

factors.

Results: There is a strong relation between challenging behavior and

adaptive functioning and no relation between developmental age and

challenging behavior. Three subdomains show significant relations,

e.g., self-absorbed behavior (adaptive functioning and age), social

relating (adaptive functioning), communication/anxiety (age). Different

subdomains of the Vineland provide not more information than the

total adaptive behavior score.

Conclusions: Severe and persistent challenging behavior seems to

have a strong relationship with general adaptive functioning and not

with cognitive functioning.
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Unlimited Surroundings: A scoping review on supportive

architecture and care-homes

Jacqueline Roos1, Tanja Vollmer2, Yvette Dijkxhoorn3, Marieke van

Schijndel1, Gemma Koppen2

1Ipse de Bruggen, Zoetermeer, The Netherlands; 2Kopvol Architectuur,

Rotterdam/Berlin, The Netherlands; 3Leiden University, Leiden, The

Netherlands

Background: A scoping review was carried out to systematically map the

available literature on the impact of the physical environment on health,

behavior and quality of life in people with disabilities in long-term care.

Method: Twelve scientific databases were searched by keyword com-

binations, supplemented by a field consultation. After systematic

screening of 3095 documents according to PRISMA, 276 documents

were included and analysed. The analysis followed a factor matrix

which distinguished the categories: document types, disabilities,

design components and outcomes.

Results: Forty-two literature reviews, 176 studies, 10 dissertations,

37 descriptive documents and 11 books/chapters were found. Most

documents concern people with psychogeriatric disorders. There is

limited research on people with somatic, physical, sensory or intellec-

tual disabilities or mental disorder. In total, 26 design components and

19 outcome clusters concerning health, behavior and quality of life

could be identified. The largest number of studies focus on housing

concepts. Design components are mostly investigated in groups of

people with psychogeriatric disorders.

Conclusions: In long-term care, the knowledge of Evidence Based

Design criteria is limited. More empirical and longitudinal research on

people with intellectual and mental disabilities is needed to effectively

contribute to design and planning of future long-term care homes.

Deprescribing and overuse of psychotropics

Challenges to de-prescribe psychotropics in people with intellectual

disability: The medical view

Rohit Shankar, Deb Saumitra2

1CIDER, University of Plymouth, Truro, UK; 2Imperial College, London, UK

Background: A significant proportion of adults with intellectual dis-

ability are prescribed off-licence antipsychotics in the absence of a

psychiatric illness. The National Health Service in England launched

an initiative in 2016, “Stopping over-medication of people with an

intellectual disability, autism or both” (STOMP), to address this major

public health concern.

Methods: An online questionnaire was sent to all UK psychiatrists

working in the field of intellectual disability (estimated 225) to gain

feedback on their experiences of STOMP.

Results: Half of the 88 respondents stated they started withdrawing

antipsychotics over five years ago. 52.3% said they are less likely to

initiate an antipsychotic since the STOMP launch. However, since

then, 46.6% are prescribing other classes of psychotropic medication

instead of antipsychotics for challenging behaviours, most frequently

antidepressants. Complete antipsychotic discontinuation in over 50%

patients was achieved by only 4.5% of respondents; 11.4% reported

deterioration in challenging behaviours in over 50% of patients on

withdrawal and 11.4% reported no deterioration. Family and paid

carers' concern, lack of multi-agency and multidisciplinary input and

unavailability of non-medical psychosocial intervention are key

reported factors hampering the withdrawal attempt implications.

Conclusions: There is an urgent need to develop international guide-

lines for systematic psychotropic drug reviews and withdrawal.

Psychotropic and side effects of individuals with intellectual and

developmental disabilities

Jennifer McLaren1,2

1University of Massachusetts Medical School, Worcester, Massachusetts,

USA; 2Department of Psychiatry and The Dartmouth Institute, Lebanon,

New Hampshire, USA

Background: Aim of the current study was to examine rates of medi-

cation side effects among individuals with intellectual and develop-

mental disabilities staying in a specialized respite centre due to

behavioural health crises.

Methods: Psychotropic side effects of 71 adults with disabilities identi-

fied by nurses who administered the Matson Evaluation of Drug Side

Effects (MEDS) screen to crisis admits, a psychometrically established

psychotropic medication side effects screen developed for use with peo-

ple with disabilities. Data reviewed were routinely gathered, deidentified.

Results: Average age was 28 years, and 56% male. All individuals were

taking at least one psychotropic, while 79% used three or more. The

average number of psychotropics used was 3.94. Antipsychotics were

the most commonly prescribed for 85%; 49% of whom were not

reported to have psychosis. Though the overall number of psychotro-

pics did not correlate with MEDS scores, the average scale scores for

all participants was high in contrast to prior studies of people with dis-

abilities not taking psychotropics. Central nervous system side effects

were the most commonly reported.

Conclusions: In the present study, data for individuals experiencing a

crisis were reviewed and indicated high rates of psychotropic poly-

pharmacy and side effects rates. Future systematic prospective study

of this topic is needed.

Optimising psychotropic prescribing by enhancing stakeholder

collaboration: Theory to practice

Rory Sheehan1, Andre Strydom1, Nicola Morant2, Louise Marston2,

Federico Fiori1, Paramala Santosh1, Angela Hassiotis2

1King's College London, London, UK; 2University College London,

London, UK
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Background: Achieving the best use of psychotropic medications

requires collaboration between multiple different stakeholders. There

is a need to further embed patient and carer experience and views

into shaping clinical care.

Methods: 1) Qualitative data were collected in focus groups

(14 psychiatrists) and individual semi-structured interviews (38 peo-

ple with intellectual disability, paid carers, and family carers) and

analysed with thematic analysis to identify influences on achieving

collaborative medication decisions; 2) 79 people with intellectual

disability receiving care from community psychiatry teams were

recruited to a feasibility study of a structured medication review

tool designed to enhance the patient and carer voice in medication

discussions and decisions.

Results: 1) Relationships between different stakeholders and

the dynamics within a medical consultation emerged as key influ-

ences on the quality of medication decision-making; 2) A structured

form of medication review, delivered in the context of routine

clinic appointments, is feasible in UK settings and has potential

to address some of the relational barriers to collaboration

and enhance medication-related communication between

stakeholders.

Conclusions: Understanding the positioning and perspectives of dif-

ferent stakeholders in medication discussions and decisions can help

in the design and delivery of interventions to enhance collaboration

and achieve true medication optimisation.

Treatment resistance and psychiatric diagnoses of patients

presenting with challenging behaviour

Lauren Charlot1

1University of Massachusetts Medical School, Worcester

Massachusetts, USA

Background: Diagnostic confusion has been noted in usual

clinical care settings for people with intellectual and developmen-

tal disabilities and significant behavioural and emotional chal-

lenges. We examined this in patients for whom current treatment

was ineffective who were also treated with large numbers of

psychotropics.

Method: A retrospective review of findings for 50 individuals seen in

a specialized multidisciplinary evaluation clinic was conducted. Diag-

noses at referral were contrasted with those arrived at by the full

comprehensive multidisciplinary evaluations.

Results: The multidisciplinary team evaluation yielded more than two

times the rate of anxiety disorders, more Post Traumatic Stress Disor-

der (PTSD) and less bipolar disorder, as well as a lower rate of psy-

chotic disorders. Individuals received high rates of polypharmacy

(averaging five medications per person) and had multiple medical

comorbidities.

Conclusions: More prospective investigations of the role of diag-

nostic confusion in treatment failures and in polypharmacy are

needed.

Aggressive behaviour in developmental disorders

Physical environmental effects on aggression in children with and

without developmental disorders

Alister Baird1, Angela Hassiotis1, Eirini Flouri2, Nick Tyler3

1University College London, Department of Psychiatry, London, UK;
2University College London, Institute of Education, London, UK;
3University College London, Department of Civil, Environmental and

Geomatic Engineering, London, UK

Background: Our research aims to explore the associations between

physical environmental aspects and aggression in children with and

without neurodevelopmental disorders.

Method: We have conducted a systematic review, adhering to PRI-

SMA guidelines (Moher et al., 2009) that examines physical environ-

mental influences on childhood aggression (ages 0 to 18). We

included observational, psychometrically validated, and self-report

measures of aggression as our primary outcome(s). We included envi-

ronmental measures that assessed singular aspects of the child's

immediate physical environment. From a total 170 retrieved studies

for full text screening, 54 were included in this review.

Results: The results of our review provide evidence for the aggression-

reducing influence of greenspace exposure, rurality, music and interior

design features. Inversely, environmental stimuli which were associated

with increased aggression included elevated concentrations of air pollu-

tion, humidity, traffic noise, spatial density and urbanicity.

Conclusions: Elucidating the associations between physical environ-

mental aspects and childhood aggression, provides critical information

to help identify and disentangle the complex relationship between

environment and aggressive behaviour. The identification of these

environmental features has far reaching implications and will be of

interest to a wide range of stakeholders, including city planners, com-

munities, public health professions, clinicians, primary caregivers and

special education policy makers.

The minimal clinically important difference of the Aberrant

Behaviour Checklist–Irritability

Farah Elahi1, Angela Hassiotis1, Louise Marston1

1University College London, London, UK

Background: We estimated the minimal clinically important difference

(MCID) for the Aberrant Behaviour Checklist–Irritability (ABC-I).

Method: We conducted a literature search to identify randomised

clinical trials in the field of intellectual disabilities that have used the

ABC-I subscale. For the distribution-based approach, relevant data

from the clinical trials were extracted for meta-analyses. The anchor-

based approach involved conducting three online workshops with

stakeholders to review case studies based on scores of the ABC-I sub-

scale that have been collected as part of a large clinical trial. Findings

from the literature data extraction and stakeholder workshops were

synthesised.
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Results: Various values were calculated for the MCID on the ABC-I

subscale. Having applied the distribution-based approach onto the

data extracted from the literature, the MCID values were between

0.49 and 4.44. However, the stakeholders reported a much larger

MCID, between 6.6 and 16.6.

Conclusions: The findings from this research study are significant as

this is the first time the MCID has been estimated for the ABC-I sub-

scale. The MCID values estimated can be used by trial investigators to

base the sample sizes of future clinical trials and are able to identify

the smallest important change for people with learning disabilities pre-

senting irritability and aggression.

Complex interventions: What works, for whom, and in what

circumstances? A rapid realist review

Stephen Naughton1, Penny Rapaport1, Afia Ali1, Farah Elahi1, Maria

Lahab1, Angela Hassiotis1

1University College London, Division of Psychiatry, London, UK

Background: Aggression in adults with learning disability is common

and while some current interventions demonstrate efficacy, none have

managed to reduce aggression while improving quality of life in adults

with learning disability in routine care. This review aims to determine

why, for whom, and in what circumstances, complex interventions work

for aggression in individuals with mental health difficulties.

Methods: This review follows established realist standards. We devel-

oped search terms and searched for information across six databases.

We identified records for inclusion based on eligibility criteria. We

extracted data, which we are presenting as context-mechanism-

outcome configurations and initial programme theories. These will be

refined through discussions with stakeholders, culminating in a final

programme theory which will be reported at the Congress.

Results: 59 records were selected for review (this may change due to

the iterative nature of realist methodology). Samples include individ-

uals across the age range in inpatient and community settings with

conditions like autism spectrum disorders, dementia and learning dis-

ability. Examples of emerging initial theories include altering physical/

social environments, engaging service users/staff and adapting inter-

ventions based on individuals' needs.

Conclusions: The final programme theory will inform the development

of a personalised intervention for adults with LD who display aggres-

sion. Prospero registration: CRD42020203055.

An overview of mental health interventions for people
with intellectual disabilities in Singapore

Adult neurodevelopmental services: A clinical profile at a Singapore

psychiatric hospital

Jonathan Ee1

1University of Birmingham, Birmingham, UK

Background: The Adult Neurodevelopmental Service (ANDS) in Singa-

pore is the first service in South-East Asia for adults with intellectual

disabilities and/or autism spectrum disorder. This study compared the

sociodemographic characteristics and clinical needs of this population.

Method: Initial assessments conducted from 2015 to 2016 were ret-

rospectively reviewed for this descriptive study. A total of

272 patients were included in the study.

Results: Adults with intellectual disabilities comprised the largest per-

centage, followed by those with autism spectrum disorder, and then

those with co-occurring autism spectrum disorder and intellectual dis-

abilities. The autism spectrum disorder subgroup had the highest pro-

portion of individuals with employment, postsecondary school

education, functional capabilities, and a psychiatric disorder. In com-

parison, adults with only intellectual disabilities and adults with co-

occurring autism spectrum disorder and intellectual disabilities shared

similar lower levels of education and employment, and had a higher

proportion of individuals with epilepsy and aggressive behavior.

Conclusions: Adults with autism spectrum disorder in Singapore have

a unique social profile with different clinical needs compared to adults

with only intellectual disabilities or to adults with co-occurring autism

spectrum disorder and intellectual disabilities. Adults with only intel-

lectual disabilities and those with co-occurring autism spectrum disor-

der share many same social characteristics and high clinical needs. The

analysis of these profiles will be useful in developing services that bet-

ter meet the needs of this population.

Integration of care for adults with intellectual disability in Singapore

Ker-Chiah Wei1, Shilin Chen2

1Institute of Mental Health, Singapore, Singapore; 2Tsao Foundation,

Singapore, Singapore

Background: A specialized Mental Health Service for adult persons

with intellectual disability was started by the Institute of Mental

Health in Singapore in 2012 to better cater for the needs in this popu-

lation. It expanded beyond the usual outpatient and inpatient services

to various outreach initiatives in recent years.

Method: Collaborative work with social sector agencies (SSAs) was an

integral part of the care process, and joint initiatives with the Ministry

of Social and Family Development, as well as key SSAs such as the

Tsao Foundation, were rolled out subsequently to enhance the capa-

bilities for the whole sector.

Results/Conclusions: This presentation aims to detail the work that

has been done in this area, with improvements noted in both clinical

and training outcomes through the joint efforts.

Exploring the experiences of stakeholders of the Adult

Neurodevelopmental Service in Singapore

Jonathan Ee1

1University of Birmingham, Birmingham, UK
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Background: Mental health problems of people with intellectual dis-

abilities can negatively affect the willingness of healthcare profes-

sionals to work with them and their family carers to support them.

Method: Five studies used a qualitative approach to explore the expe-

riences of mental health professionals (MHPs) working with this popu-

lation as well as the experiences of family carers and service users

about the specialist mental health service and their mental health

experiences in Singapore.

Results: Mainstream MHPs reported feelings of uncertainty working

with people with intellectual disabilities and required additional train-

ing to increase their confidence to manage their mental health needs.

Specialist MHPs reported initial fears when starting out and became

more confidence working with this population over time. Family

carers found it challenging to manage the mental health problems of

their relatives and were satisfied with the specialist mental health ser-

vice. Both outpatient and inpatient service users desired increased

choice and autonomy over their lives.

Conclusions: These findings provide an increased understanding of the

lived experiences of different stakeholders and the impact of the culture

of Singapore on the provision of mental health services and outcomes

of people with intellectual disabilities. Recommendations are made for

service delivery, improving clinical practice and staff competency.

Peer influence and social cognition

A serious game design model and the social validity of the serious

game “You & I” for adults with mild to or borderline intellectual

disabilities

Suzanne Derks1, Mirjam Wouda2, Mark Meekel2, Agnes Willemen1,

Paula Sterkenburg1

1Vrije Universiteit Amsterdam, Amsterdam, The Netherlands; 2Ons

Tweede Thuis, Aalsmeer, The Netherlands

Background: Persons with mild to borderline intellectual disabilities

have reduced mentalizing abilities, which leads to difficulties in

stress regulation. A promising method to improve abstract skills like

mentalizing abilities can be serious gaming. However, developing a

serious game for people with mild to borderline intellectual disabil-

ities is also challenging, because of their wishes and needs. The aim

is to present a model for the development of such a serious game

and examine the social validity of the game “You & I.”
Method: For the model a literature search was conducted, and the co-

creation process was analyzed. The social validity of “You & I” was

examined using the Social Validity Scale (N=159; age 19 to 67).

Results: Key elements were found relevant for developing a serious

game for people with mild intellectual disabilities or borderline intel-

lectual functioning. The social validity was high especially on the

scales of usefulness and pleasantness.

Conclusions: The high social validity of the serious game “You & I”
indicates that the game matches largely with the expectations of

persons with mild intellectual disabilities or borderline intellectual

functioning. Co-creation probably contributes to this high social valid-

ity. The key elements translated in a game design model can be used

during the co-creation process of future serious games aiming at

teaching abstract skills in this population.

Susceptibility to peer influence in adolescents with a mild-to-

borderline intellectual disability

Eline Wagemaker1, Tycho Dekkers1, Anika Bexkens2, Elske Salemink3,

Jacqueline Zadelaar4, Hilde Huizenga1

1University of Amsterdam, Amsterdam, The Netherlands; 2Leiden

University, Leiden, The Netherlands; 3Utrecht University, Utrecht, The

Netherlands; 4Vrije Universiteit Amsterdam, Amsterdam, The Netherlands

Background: Adolescents with a mild-to-borderline intellectual dis-

ability may show more risk taking under peer influence than typi-

cally developing adolescents. The current study aimed to explain

why adolescents with mild-to-borderline intellectual disability are

particularly susceptible to peer influence, and therefore examined

three potential factors: inhibition, Theory of Mind (ToM) and a

negative interpretation bias. Method We assessed 163 adolescents

(111 with a mild-to-borderline intellectual disability, 52 typically

developing; 14–19 years; 63.0% boys) on all constructs using a

multi-method approach with experimental tasks, self- and/or

teacher-reports.

Results: Group comparisons revealed that adolescents with and with-

out mild-to-borderline intellectual disability were highly similar: they

did not differ in their susceptibility to peer influence, inhibition and

negative interpretations, regardless of measurement method. On two

of the four ToM instruments, adolescents with mild-to-borderline

intellectual disability had weaker ToM than typically developing ado-

lescents. They also reported less risk-taking than typically developing

adolescents. A structural equation model within adolescents with

mild-to-borderline intellectual disability showed that inhibition, ToM

and negative interpretation bias were not related to susceptibility to

peer influence.

Conclusions: Adolescents with mild-to-borderline intellectual disabil-

ity are susceptible to peer influence, but not more so than typically

developing adolescents. Their susceptibility is not related to inhibition,

ToM and negative interpretation bias. We discuss this conclusion in

light of earlier research as well as implications.

Improving resistance to influence in adolescents with mild

intellectual disability: Adaptation of the PEER-DM curriculum

Anika Bexkens1, Eline Wagemaker2, Tycho Dekkers2

1Leiden University, Leiden, The Netherlands; 2University of Amsterdam,

Amsterdam, The Netherlands
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Background: Adolescents with mild intellectual disability or border-

line intellectual functioning are highly susceptible to peer influence.

Khemka and Hickson (2013) developed the PEER-DM curriculum

to help adolescents with developmental disabilities improve their

social decision-making and resistance to negative peer influence.

We will present our translated and adapted version of the

PEER-DM.

Method: In collaboration with Khemka & Hickson, we translated and

adapted the PEER-DM curriculum for the Dutch context. We asked

focus groups of adolescents and school psychologists to help us cre-

ate relevant vignettes to practice with.

Results: Based on the focus groups we developed new vignettes rele-

vant to the Dutch context. Based on recent literature, we included

video vignettes and two additional sessions to the curriculum thereby

decreasing the distance between training and real-world situations. In

addition, we included role-plays with the trainers and a training actor

and focus on further consolidating the newly learned skills further by

asking the group to create a video blog about their experience during

the curriculum.

Conclusions: In this project we created an updated version of the

PEER-DM curriculum that is suitable to the Dutch context, and which

will be tested in an upcoming pilot study at a practical vocational

school.

Is boys' and girls' autistic behavior development influenced by their

preferred peers?

Gina Nenniger1, Christoph Michael Müller1

1University of Fribourg, Fribourg, Switzerland

Background: Students with autism spectrum disorder may experience

less peer influence due to their difficulties in theory of mind. We

examined the extent to which the level of autistic behavior among the

preferred peers in special needs schools influences the development

of students' individual autistic behavior.

Method: Longitudinal data of 330 students with high levels of

autistic behavior and low levels of adaptive skills attending special

needs schools were analyzed. Teachers reported on the social net-

works and autistic behavior of all students within school at the

beginning and end of a school year. Future individual autistic

behavior (T2) was predicted by T1-mean autistic behavior

among those peers who were highly liked by the students of

interest, controlling for their T1-individual autistic behavior

(Kindermann, 2016).

Results: Multilevel analyses indicated no significant effect of pre-

ferred peers' levels of autistic behavior on individual future autistic

behavior. However, interaction effects showed that girls were more

susceptible to peer influence than boys.

Conclusions: Implications for understanding autistic behavior devel-

opment and the role of theory of mind and gender in peer influence

will be discussed. Potential ways to support individuals with ASD in

their peer context will be proposed.

WORKSHOPS

Stress detection in people with intellectual disabilities

Fransje van Oost1, Jasper Bos1, Sylvia Huisman2, Nanda de Knegt2,

Jolien Verstegen3, Rieneke Dash3, Reon Smits1, Eric Riegen1, Denise

Klep1, Erwin Meinders1

1Mentech Innovation BV, Eindhoven, The Netherlands; 2Prinsenstichting,

Purmerend, The Netherlands; 3Severinus, Veldhoven, The Netherlands

Description: Challenging behavior and related stress in people with

intellectual disabilities is a persistent problem. It has negative conse-

quences for the quality of life, and it increases drop-out of care profes-

sionals. Early notification of stress via smart wearables enables

caregivers to better respond to client needs, thereby reducing the num-

ber of incidents against significant cost savings. The workshop demon-

strates real-time stress detection with the HUME, the emotion artificial

intelligence platform of Mentech. HUME converts physiological features

measured with wearables, such as skin conductance and heart rate, into

stress levels via trained artificial intelligence models. We will explain the

methodology of stress detection and how we train models with labelled

physiological data from a control group of healthy subjects, performed

in a reference setting in which emotions are prompted.

Contribution: During the demonstration, we expose participants to

Virtual Reality content to prompt stress reactions. The induced stress

levels are visualized via a dashboard. The demonstration provides

insight in the potential of stress detection with wearables. It will show

that HUME is an accurate instrument to notify caregivers about stress

development. It will also demonstrate the potential to use HUME to

measure the effect of interventions, for instance, to taper off the need

for medication (psychopharmaceuticals).

ORAL PRESENTATIONS

Autistic adults and adults with intellectual disabilities who set fires:

A systematic review

Josephine Collins1, Magali-Fleur Barnoux1, Peter E. Langdon2

1Tizard Centre, University of Kent, Canterbury, UK; 2Centre for

Educational Development, Appraisal & Research, University of Warwick,

Coventry, UK

Background: The purpose of this review was to systematically examine

and synthesise existing research to determine what is known about

autistic adults and adults with intellectual disabilities who set fires.

Method: PsychINFO, PsychARTICLES, Medline, CINAHL Plus with

Full Text, Criminal Justice Abstracts, SCOPUS, Open Grey and the

University of Kent arson library were searched for articles. Ancestry

searches were conducted. The methodological quality of studies was

assessed using the Mixed Methods Appraisal Tool.
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Results: Searches resulted in 100 articles that met the specific

inclusion criteria. Findings indicated that autistic adults and adults

with intellectual disabilities share some characteristics with other

adults who set fires (e.g., demographic features, aggression, impul-

sivity, maladaptive coping strategies). They also face additional

challenges (e.g., communication difficulties, a lack of support, lower

self-esteem).

Conclusions: Evidence suggests fire-setting is an issue for a minor-

ity of autistic adults and adults with intellectual disabilities. How-

ever, current research is generally of poor methodological quality,

limiting our ability to understand the unique characteristics and

treatment needs of this population. Nevertheless, there is tentative

evidence that they face additional challenges, which has implica-

tions for assessment, formulation and treatment, inclusive of risk

assessment.

Informant-reported cognitive decline, dementia and depression in

adults with intellectual disability

Andrew Allen1, Eimear McGlinchey1, Retha Luus1, Fathima Rosmin

Bavussantakath1, Philip McCallion2, Mary McCarron1

1Trinity Centre for Ageing and Intellectual Disability, Dublin, Ireland;
2College of Public Health, Temple University, Philadelphia, USA

Background: The IQCODE (informant questionnaire on cognitive

decline in the elderly) is an informant questionnaire that assesses

changes in functional ability in different domains. The current study aims

to examine if the IQCODE is associated with diagnosis of dementia, as

well as depressive symptoms and limitations in activities of daily living

(ADL's), in a longitudinal study of adults with intellectual disability.

Method: Data from Wave 3 and Wave 4 of IDS-TILDA (Intellectual

Disability supplement to the Irish Longitudinal Study on Ageing) will

be analysed. Depressive symptoms were assessed using the Glasgow

depression scale. A representative sample of participants aged

40 years and over were assessed at Waves 3 and 4. Data were

excluded where informants had known participants for less than two

years. This analysis was pre-registered (https://osf.io/n8gbh/).

Results: Hypotheses tested are: 1) IQCODE scores will have compara-

ble cut-off scores for dementia as in the general population, 2)

IQCODE scores at Wave 4 will be significantly associated with

depressive symptoms at Wave 3, and 3) IQCODE scores will be signif-

icantly associated with ADL limitations.

Conclusions: This research adds to understanding the utility of the

IQCODE in tracking cognitive and functional decline over time in peo-

ple with intellectual disability.

Staff training in positive behaviour support in the Netherlands: A

cluster controlled trial

Eke Bruinsma1, Annelies de Bildt1, Pieter Hoekstra1, Gerda de

Kuijper2, Barbara van den Hoofdakker1

1University Medical Centre Groningen, Department Child and Adolescent

Psychiatry, Groningen, The Netherlands; 2Centre for Intellectual Disability

and Mental Health, Assen, The Netherlands

Background: Positive Behaviour Support (PBS) is effective in reducing

challenging behaviours in adults with intellectual disabilities. Cur-

rently, however, PBS is not offered to individuals with intellectual dis-

abilities and challenging behaviours in the Netherlands. With this

study, we examined the effectiveness of a newly developed Dutch

PBS training for staff for reducing challenging behaviours of adults

with intellectual disabilities.

Method: We used a multi-centre cluster control design and included

26 residential group homes which were allocated to the intervention

condition (n = 14) or treatment as usual (n = 12). The primary out-

come measure was the Irritability subscale of the Aberrant Behavior

Checklist. Data will be analysed using longitudinal, multilevel analyses.

Results: After a long and difficult period of data collection, we col-

lected data from 174 staff members and 123 adults with intellectual

disabilities and challenging behaviours, including individuals with mild

(n = 22), moderate (n = 43), severe (n = 28) and profound (n = 30)

levels of intellectual disability. Results regarding the effectiveness of

the intervention will be presented at the conference.

Conclusions: We will present the clinical implications of our study and

offer suggestions for future studies.

The firesetting offence chain for adults with intellectual and other

developmental disabilities

Josephine Collins1, Magali-Fleur Barnoux1, Peter Langdon2

1Tizard Centre, University of Kent, Canterbury, UK; 2Centre for

Educational Development, Appraisal & Research, University of Warwick,

Warwick, UK

Background: The aims of the research are to: 1) validate Barnoux

et al.'s (2015) and Tyler et al.'s (2014) micro-level theories of adult

firesetting with a sample of adults with intellectual and developmental

disabilities who have set fires; and 2) to offer a unified descriptive

model of the offence chain for adults with intellectual and other

developmental disabilities who set fires.

Method: Thirteen adults in England with intellectual and other devel-

opmental disabilities were interviewed about the affective, cognitive,

behavioural, and contextual factors leading up to and surrounding a

recorded firesetting incident. Offence account interviews were

analysed using a Grounded Theory approach.

Results: The resulting model consists of four main phases: 1) back-

ground, 2) early adulthood, 3) pre-offence period, and 4) offence, and

post-offence period. The model accounts for unique precursors to

firesetting within this population, including mental health deteriora-

tion, poor problem solving and new motivations for firesetting.

Conclusions: The theoretical model seeks to explain the contributing

factors leading to a single incident of firesetting for adults with intel-

lectual and other developmental disabilities. The findings provide
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researchers and practitioners with a useful resource to inform assess-

ment and treatment practice, as well as a theoretical grounding in

which to base future research.

Assessment and treatment of PTSD in people with severe to

moderate intellectual and developmental disabilities: Two pilot

studies

Annemieke Hoogstad1, Liesbeth Mevissen-Renckers2, Carlijn de

Roos3, Robert Didden4

1Amerpoort, Baarn, The Netherlands; 2Trajectum, Zwolle, The

Netherlands; 3Levvel, Amsterdam, The Netherlands; 4Radboud University,

Nijmegen, The Netherlands

Background: People with intellectual and developmental disabilities

are at an increased risk for developing Post-Traumatic Stress Syn-

drome (PTSD.) However, little is known about its manifestation and

treatment in people with severe to moderate intellectual and develop-

mental disabilities. As in children with a similar developmental level

(<6 years), PTSD is expected to manifest mainly in (challenging)

behaviour. This is often the main reason for seeking help. PTSD

assessments are needed in order to identify PTSD in a timely way

and to provide treatment. In two pilot studies, PTSD assessment

and treatment were investigated.

Methods: In the first study a trauma interview (DITS-ID) was adapted

for adults with severe to moderate intellectual and developmental dis-

abilities based on clinical experiences and literature. To determine its

content and convergent validity, the KJTS3-6 (PTSD screen) and ABC

(challenging behaviour screen) were administered. Content validity

was also investigated by comparing proxy scores of individuals with

and without a PTSD classification. In the second study, the effective-

ness of EMDR on PTSD symptoms (DITS-ID) and challenging behav-

iour (BPI) was investigated in a multiple baseline design study.

Results: Results will be presented at the conference.

Conclusions: The two pilot studies are part of a project aiming to improve

recognition and treatment of PTSD in people with severe to moderate

intellectual and developmental disabilities. After the pilot studies, the find-

ings will be investigated more comprehensively in larger groups.

Setting up a new team of support staff for people with mild

intellectual disabilities and severe challenging behaviour

Suzanne Lokman1, Wietske van Oorsouw1, Robert Didden2, Petri

Embregts1

1Tilburg University, Tilburg, The Netherlands; 2Behavioural Science

Institute, Radboud University, Nijmegen, The Netherlands

Background: So far, studies about teams of staff supporting people

with intellectual disabilities have focused on team performance of

existing teams. This study aims to gain insight into the factors that

are most important in the process of setting up a new team of

support staff working with service users with mild intellectual dis-

abilities or borderline intellectual functioning and severe challenging

behaviour.

Method: Three participant groups (i.e., service users, direct support

staff, and people providing organizational support) participated in a

concept mapping procedure. First, statements about what is particu-

larly important when setting up a new team of support staff for peo-

ple with mild intellectual disabilities or borderline intellectual

functioning and severe challenging behaviour were collected by indi-

vidual interviews (service users) and focus groups (direct support

staff and those providing organizational support). Next, participants

were invited to cluster and prioritize the statements. Based on these

data, concept maps were computed and interpreted by an expert

group.

Results: Results will be available and shared during the IASSIDD

conference.

Conclusions: With this study, we intend to identify essential factors

when setting up a new team of support staff for people with mild

intellectual disabilities or borderline intellectual functioning and

severe challenging behaviour that may help disability service organiza-

tions provide an environment matching service users' needs.

Opinions of people with intellectual disabilities on measuring

challenging behaviour/psychotropic drug effects: Delphi study

Janneke den Besten-van Ravenswaaij1

1GGZ Drenthe, Centre of Intellectual Disability and Mental Health, Assen,

The Netherlands

Background: Focus groups of clients and parents investigated domains of

quality of life and functioning concerning targets for treatment of chal-

lenging behaviour (CB), the role of psychotropic drugs (PD) and the best

way to measure the treatment effects on the selected issues.

Method: Focus groups discussed domains of well-being and the role/

effects of PD-use in management of CB. Focus groups assessed exis-

ting outcome measures, to determine how best to measure the sever-

ity of CB and effects of PD in treatment of CB. The Delphi-method

was used, in which, through several survey and feedback rounds, con-

sensus was achieved among focus group members. The Appropriate-

ness Method by the RAND Corporation/University of California at

Los Angeles is used to analyze data.

Results: Selected subjects were: CB, (side) effects of PD, quality of

life, daily functioning and caregiver burden. So far, selected outcome

measures were: two behavior scales, two side effects scales and three

health-related quality of life scales. Final set of instruments will be

presented.

Conclusions: Clients and parents reached consensus on subjects,

domains and a set of outcome measures for treatment targets of

CB. We will make recommendations towards the field of intellectual

disability on preferred outcome measures. Final conclusions will be

presented.
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Problem behaviour, psychotropic drug prescription and coercive

measures: How do they relate?

Josien Jonker1, Gerda de Kuijper1

1 GGZ Drenthe, Centre of Intellectual Disability and Mental Health,

Assen, The Netherlands

Background: Problem behaviour is frequent in people with intellectual dis-

ability. Although often undesirable, psychotropic drug (PD) prescriptions

and coercive measures were used as an intervention in managing problem

behaviour. We aimed to study the relationship between symptoms of

problem behaviour, PD prescription and coercive measures in people with

intellectual disabilities.

Method: In this cross-sectional study, data of 40 residential facili-

ties of six organizations providing care for people with intellectual

disabilities in the Netherlands were used. Data on PD prescriptions

and standardized questionnaires were used to assess problem

behaviour and to record the use of coercive measures. The rela-

tionship between problem behaviour, PD prescriptions and the use

of coercive measures has been assessed by means of multi-level

analysis.

Results: In this study, 251 patients were included. Together they used

416 PDs. Behavioural outcomes and coercive measures were scored

for 213 patients. On unilevel analysis, more severe problem behaviour

was associated with a higher total use of PDs, the presence of poly-

psychopharmacology, the use of antipsychotics, antidepressants, anxi-

olytics/hypnotics and antiepileptics. Results of the multi-level analysis

will be presented.

Conclusions: Preliminary results show that the use of more and differ-

ent PDs is associated with more severe problem behaviour.

Pilot results of a group music intervention for people with an

intellectual disability

Gerianne Smeets1, Eline Swart1, Erik Scherder2, Xavier Moonen3,

Karin Volkers1

1Stichting Philadelphia Zorg, Amersfoort, The Netherlands; 2Vrije

Universiteit Amsterdam, Amsterdam, The Netherlands; 3University of

Amsterdam, Amsterdam, The Netherlands

Background: This is a pilot study of a randomized controlled trial to study

the effect of a group music intervention on executive functioning (EF),

challenging behaviour (CB), wellbeing, social acceptance and self-

confidence in adults with mild to moderate intellectual disability or border-

line intelligence.

Method: There were 29 participants, who were randomized into a

music intervention or a general activities group (i.e., an active control

group). Sixteen intervention sessions of one hour were performed

within twenty weeks. EF was measured by three different tests (Sun-

Moon Test, Dots Test and Circlespan), CB was measured by the Adult

Behaviour Check List, wellbeing by the Basic Psychological Need

Satisfaction and Frustration Scale – Intellectual Disability, social

acceptance by the Social Acceptance scale and self-confidence by the

Global Self-Esteem scale of the Self-Perception Profile for Adoles-

cents. Measurements were at baseline, post- intervention and at

11 weeks follow- up.

Results: Pilot results will be presented.

Conclusions: To our knowledge, this is the first study that random-

ized people with intellectual disabilities into a music group inter-

vention and an active control group. By ensuring that all

participants received the same amount of attention, the extra

effect of making music could be studied. Implications for future

research will be addressed.

EMDR in people with intellectual disabilities, difficulties and

adaptations: A systematic review

Simone Schipper-Eindhoven1, Nanda de Knegt1, Majlinda Zhuniq2,

Liesbeth Mevissen3, Jos van Loon4, Marrie Bekker5

1Prinsenstichting, Purmerend, The Netherlands; 2University of Pristina,

Pristina, The Netherlands; 3Trajectum, Utrecht, The Netherlands;
4Universiteit Gent, Gent, Belgium; 5Vrije Universiteit Amsterdam,

Amsterdam, The Netherlands

Background: This systematic review focuses on Eye Movement Desen-

sitization and Reprocessing (EMDR). This is a therapy for psychological

trauma, increasingly applied in treatment of people with intellectual dis-

abilities. The first research aim is to identify the difficulties in applying

EMDR for people with intellectual disability and the adaptations that

are made in the clinical field to overcome these challenges. The second

aim is to substantiate whether therapy outcome in EMDR can be

improved by incorporating an attachment-based approach, such as

Gentle Teaching.

Method: Systematic searches were conducted in three different biblio-

graphic databases. Two reviewers independently screened all potentially

relevant titles, abstracts and if necessary, the full text for eligibility. The

full texts of the selected articles (10) were further reviewed.

Results: Difficulties and adaptions were identified in three areas: cog-

nitive, physical and social-emotional.

Conclusions: Analyses of the adaptations in the social-emotional

area indicate that incorporation of an attachment-based approach,

such as Gentle Teaching, could help to overcome difficulties and

therefore improve EMDR therapy outcome for people with intellec-

tual disabilities. These findings will be the base for further research

in the form of case series in order to enhance effective clinical

treatment options.

Challenging behaviour: The inside view of adults with intellectual

disabilities living in Swiss residential settings

Eva Büschi1, Stefania Calabrese2
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1University of Applied Sciences Northwestern Switzerland, Olten,

Switzerland; 2Lucerne University of Applied Sciences and Arts, Lucerne,

Switzerland

Background: In Switzerland, ‘Challenging Behaviour of Adults with ID

in Residential Settings' is the title of a national study, funded by the

Swiss National Science Foundation. It aims at generating a sound

empirical database on the prevalence of challenging behaviour, the

existing forms, the management and the consequences they entail. A

sub-study focuses on the inside view of adults with intellectual disabil-

ities and challenging behaviour.

Method: The qualitative sub-study reflects the views of 17 adults

with intellectual disabilities who live in Swiss residential settings and

show challenging behaviour. To collect the data, methods such as

interviews, video and participating observations were used in order to

reveal their views. The collected data was analysed using Qualitative

Content Analysis.

Results: Adults with intellectual disabilities and challenging behaviour

highlight—among other things—several measures that help them to

avoid or reduce challenging behaviour. Three main preventive mea-

sures were focusing a) the establishment of a professional relationship

with care staff, b) the interaction and communication between them

and their primary carers, and c) general preventive measures on differ-

ent levels.

Conclusions: The elaborated preventive measures were integrated

into a good practice model showing obstructive as well as beneficial

aspects, thus helping staff to manage challenging behaviour in resi-

dential settings.

Post-traumatic stress in adults with intellectual disabilities: Study on

the efficacy of trauma-focused CBY and EMDR therapy

Brenda Cooiman1, Liesbeth Mevissen2, Karen Schipper1

1Reinaerde, Utrecht, The Netherlands; 2Liesbeth Mevissen Praktijk voor

Psychotrauma, Rha, Gelderland, The Netherlands

Background: Adults with mild intellectual disabilities or borderline intel-

lectual functioning (IQ 50-85 and adaptive functioning deficits in con-

ceptual and practical domains) are at greater risk than the general

population of exposure to potentially traumatic events and the develop-

ment of Post-Traumatic Stress Disorder (PTSD) (Karatzias et al., 2019;

Mevissen et al., 2020; Santoro, Shear & Haber, 2018). However, in this

population trauma and stressor related disorders such as PTSD are fre-

quently underdiagnosed and undertreated. Despite the availability of

multiple types of trauma-specific treatments for the general population,

there is a gap in understanding these collective interventions in persons

with intellectual and developmental disabilities literature (Keesler, 2020).

Method: For this study data of 100 adults with mild or borderline

intellectual disabilities (IQ 35-85) were included. All of them suffered

from post-traumatic stress symptoms and were offered Trauma-

Focused Cognitive Behavioural Therapy (TF-CBT)or Eye Movement

Desensitisation and Reprocessing Therapy (EMDR).

Results/Conclusions: At the start of therapy and at the end of therapy

they filled in a short questionnaire, the KKL (Korte Klachten Lijst/

Short Complaints List). An effect size on the results of the KKL, and

compared with the effect sizes described in randomized controlled tri-

als, will be presented.

Reducing aggressive behavior in people with intellectual disability

with dietary supplements

David Gast1, Robert Didden2, Bert van Hemert1, Erik Giltay1

1Leiden University Medical Center, Leiden, The Netherlands; 2Radboud

University, Nijmegen, The Netherlands

Background: To test if multivitamin, mineral and n-3 fatty acids

(FA) supplementation reduces the frequency of aggressive incidents

among people with intellectual disability.

Methods: We conducted a randomized, double-blind, placebo-con-

trolled, intervention trial of 16 weeks. Upon completion, participants

could enter a crossover phase while maintaining the blind. People with

intellectual disabilities aged between 12 and 40 years, living at a care

or treatment facility or receiving day care, and showing aggressive

behavior at least once a week were included. The main outcome was

the number of aggressive incidents during the trial period, as mea-

sured daily using the Modified Overt Aggression Scale (MOAS).

Results: In total 114 participants (35.1% ♀), with mean age of

23.0 years (SD = 7.4) were randomized, of whom 24 continued with

the cross-over trial. The level of intellectual disabilities varied from

profound and severe intellectual disabilities (n = 40), moderate intel-

lectual disabilities (n = 18), mild intellectual disabilities (n = 29) and

borderline intellectual functioning (n=27).

Conclusions: We will finish the trial phase and thereafter analyses the

data. Finding will be presented at the congress.

The impact of COVID-19 on the mental health and wellbeing of

adults with an intellectual disability

Fidelma Flannery1, Fintan Sheerin1, Jessica Eustace-Cooke1

1Trinity College Dublin, Dublin, Ireland

Background: To identify, evaluate, and summarise the findings of all rele-

vant studies relating to the impact of COVID-19 on the mental health

and wellbeing of adults with an intellectual disability.

Methods: Electronic databases searched: CINAHL, PyscINFO,

EMBASE, Web of Science and Medline. A number of grey literature

databases were also searched and the reference list of included stud-

ies manually searched. Screening was carried out independently by

two reviewers.

Results: A limited number of studies are available relating to the topic.

A meta-analysis was performed where studies were homogenous in

nature. A narrative synthesis was used to summarise the study article

data and relevant information. Thematic analysis of the semantic and
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latent topics of the articles guided the derivation of a framework for

the analysis of the outcome data. Statistical comparisons of article

data were completed on a case-by-case basis. The review supported

mental health and wellbeing consequences.

Conclusions: Studies among the general population report the nega-

tive impact that COVID-19 and associated restrictions have on mental

health and wellbeing. There is an increased need for research into this

impact for individuals with intellectual disability in order to inform

planning and policy for further waves and their aftermath, and for

future pandemics.

COVID-19 lockdown's impact on life satisfaction: comparison

between autistic and non-autistic adults

Marjorie Désormeaux-Moreau1, �Elodie Hérault1, Mélanie Couture1

1Université de Sherbrooke, Sherbrooke, Canada

Background: Public health measures taken to limit the spread of COVID-

19 led to changes in all individuals' lifestyle (e.g., personal and professional

roles and routines, ways to carry out activities). Additionally, fears about

the virus, unpredictable events, and confusion around public health mea-

sures may have fuelled an anxiety-provoking climate and altered the qual-

ity of life for many people. This research aimed to assess the quality of

life of autistic and non-autistic individuals before and during the COVID-

19 lockdown.

Method: A survey was launched among Quebec (Canada) adults dur-

ing the summer of 2020. Data analysis relies on descriptive and non-

parametric statistical tests.

Results: Slightly over 400 adults responded to the survey, one-quarter

of whom were autistic. Autistic participants self-reported a lower

quality of life compared to non-autistic adults. While both groups

reported a decreased quality of life during the COVID-19 lockdown,

the discrepancy (before – during the lockdown) was lower in autistic

adults.

Conclusions: Results highlight the influence of environmental and

occupational contexts on quality of life in autistic and non-autistic

adults, thereby reinforcing a socio-environmental understanding of

autism. Other quantitative and qualitative analyzes will be carried out

to understand the impacts of the pandemic on quality of life.

Wave: The value and irritability of an outsider's perspective

Gustaaf Bos1, Klaartje Klaver2; Alistair Niemeijer1

1University for Humanistic Studies, Department of Care Ethics, Utrecht,

The Netherlands; 2CCE, Utrecht, The Netherlands

Background: Since spring 2019, 14 people without healthcare experi-

ence – but with relevant knowledge and experience – have conducted

participant observations as outsider-researchers in six intellectual disabil-

ity service organisations.

Method: Each of them focuses on one case regarding one protago-

nist with challenging behaviour, half a day for two years. When

opportunities arise, they offer ideas and opinions. We want to dis-

cuss the rationale, process and preliminary findings, before facilitat-

ing a dialogue on this unique way of conducting collaborative, care

ethics research.

Results: We will reflect on some of the experiences of two

outsider-researchers, by using verbal and audio-visual means. We

will engage the audience in some of the tensions, struggles and

gains that come along with navigating the outsider-insider complex-

ities of WAVE. Two preliminary findings we would like to focus

on: 1) experimenting is rarely allowed when it is deemed too

strange (i.e., when it doesn't resemble or align with dominant prac-

tices, routines and logic), and 2) how outsider-researchers try to

navigate this resistance towards their otherness, and the conse-

quences thereof.

Conclusions: We would like to reflect on pitfalls and gains of radical

alternative ways of conducting collaborative research within highly

institutionalized contexts such as care for people with severe intellec-

tual disabilities and challenging behaviour.

Learning from COVID-19: Barriers and facilitators to coping with

routine disruption in autism

Anna Lambrechts1, Diellza Osmanaj1, Amanda Roestorf1

1 City University of London, London, UK

Background: To capture the factors that acted as barriers or facilitators to

coping with the first COVID-19 UK lockdown from the perspective of

parents of autistic children with complex support needs.

Method: Nine parents were interviewed about their child's experi-

ence of the first month of lockdown. The International Classifica-

tion of Functioning, Disability and Health (Bölte et al., 2014) was

used as a framework to identify personal and environmental fac-

tors that were either helpful or detrimental to adapting to the

lockdown. A thematic analysis was conducted to identify overarch-

ing themes.

Results: Findings indicated that children coped well with short-term

changes but struggled with long-term disruptions. In addition, more

verbally able children showed greater tolerance in the short term, but

disproportionate preoccupation with COVID-19 in the longer term.

Parents generally opted for limiting potential distress by facilitating a

child-led daily schedule. Children tended to stay within a self-defined

“safe space,” and substituted former activities (e.g., school, friends/

relatives) with others (TV, parent). Availability of resources, particu-

larly support networks and space, positively contributed to the child's

(and parent's) ability to cope.

Conclusions: This study provides valuable insights to support autistic

children with complex needs as we continue to experience disruption

from the COVID-19 pandemic.
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The SOOTHE eQuilt of mental health and wellbeing

Fintan Sheerin1, Silvia Angel Buil2, Jose Duran Salguero2, Desiree

Ferrer Lopez2, Eadaoin Foden1, Edward McCann1, Wolter Paans3,

Carlos Peña Salazar2, Sandra Fleming1

1University of Dublin, Trinity College Dublin, Dublin, Ireland; 2Parc

Sanitari Sant Joan de Déu, Barcelona, Spain; 3Hanze University of

Applied Sciences, Groningen, The Netherlands

Background: The unfettered voice of people with intellectual dis-

abilities is often absent in research into issues that are of impor-

tance to them. Voice is particularly important in consideration of

mental health and wellbeing. Facilitation of same underpinned the

EIT-Health funded SOOTHE study. The eQuilt sought to provide a

means for supporting voice whilst also normalising discussion of

mental health.

Method: Self-consenting adults with intellectual disability across Ire-

land, Spain and Netherlands were invited to create and anonymously

submit electronic images of mental health and wellbeing, with support

where necessary. Many were accompanied by textual explanations.

Images were thematically grouped, and electronic quilt/collages

prepared.

Results: Six thematic areas were identified: Covid-19 and wellness;

enjoyable activities; nature; people, relationships and love; home and

safety; colours and patterns. Working on these images facilitated dis-

cussions about mental health and wellbeing which participants found

useful, especially as they took place during Covid-19 related

restrictions.

Conclusions: The SOOTHE eQuilt provides insights into people with

intellectual disabilities' understandings of mental health and wellbeing.

The process also provides a platform for supporting mental health dis-

cussion between people with intellectual disabilities and their formal/

informal carers.

Using advanced AI technology to automatically analyze the

emotional expression of people with intellectual disabilities

Torsten Krämer1, Manuel Schwartze2, Peter Zentel2

1Heidelberg University of Education, Heidelberg, Germany; 2Ludwig

Maximilian University of Munich, Munich, Germany

Background: People with intellectual disabilities are still underrepre-

sented. Theoretically, it can be assumed that the expression of emo-

tions of people with intellectual disabilities partly deviates from that

of the general population. This raises the question of whether an AI-

based facial expression recognition software (Affectiva) can reliably

analyze the emotional expression of people with intellectual

disabilities.

Method: The study aims to investigate the expression of emotions of

people with intellectual disabilities (N = 30) elicited by images of the

IAPS related to basic emotions (fear, happiness, sadness, anger, and

disgust) and neutral content. Each session lasts 15-25 minutes, will be

videotaped, and analyzed using Affectiva (Affdex SDK). Additionally,

10% of the recordings will be coded manually.

Results: Based on previous studies, we will investigate whether the

participants show similar reactions to the presented pictures as people

without disabilities. To verify the results, automated and manually

coded facial expressions will be compared.

Conclusions: This study will improve the understanding of the emo-

tional expression of people with intellectual disabilities and investigate

whether an automatic approach is feasible.

Physiological stress as early-warning signal and the synchronization

between client and caregiver

Rianne Simons1

1Pluryn, Velden, The Netherlands

Background: Clients with severe to profound intellectual disabilities

and challenging behavior and their professional caregivers are vulnera-

ble to experience high levels of stress. Stress is believed to impact the

occurrence and maintenance of challenging behavior. We will present

patterns of physiological stress preceding incidents of challenging

behavior in a person with severe to profound intellectual disabilities.

Additionally, the interplay between the stress levels of the person and

a professional caregiver is presented.

Method: Physiological stress is measured with the Empatica E4 in a

person with severe to profound intellectual disabilities and challenging

behavior and a professional caregiver. From the perspective of

complex-systems theory, we test whether early-warning signals of cli-

ents' physiological stress predict transitions in the behavior of the per-

son. In addition, cross-Recurrence Quantification Analysis is

performed.

Results: Results show whether early-warning signals in physiological

measures can be used to predict transitions in behavior. Recurrence

plots show the (de)synchronization between physiological stress levels

of the client and the caregiver, as well as who is leading in the pattern

of physiological stress prior to an incident of challenging behaviour.

Conclusions: Insights into the physiological stress levels of a client

and caregiver may contribute to a reduction of challenging behavior

and an improvement of the client's and caregiver's well-being in clini-

cal practice.

A call to focus on mental stress in individuals with intellectual and

developmental disorders and mental or behavioural disorders

Lena Grüter1

1University of Cologne, Cologne, Germany

Background: Mental stress can be a trigger for or a component of

mental and behavioural disorders. Diagnosing mental and behavioural

disorders in individuals with intellectual and developmental disabilities

is challenging and fosters diagnostic dynamics. This study aims to

uncover these dynamics by presenting selected consequences for
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indicated treatment and intends to identify first approaches to

prevention.

Method: A review of published articles in Academic Search Complete,

PsycINFO, PSYNDEX, SpringerLink and Web of Sciences is used to

investigate the consideration of mental stress in the diagnostic assess-

ment and treatment of the individuals concerned. A selection of

47 articles is analysed thematically.

Results: Thematic analyses show that the diagnostic dynamics lead to

mental stress either not being explicitly named or recognised as a fac-

tor of the (psychiatric) diagnosis in the diagnostic assessment, or not

being explicitly named or considered in the indicated treatments. Fur-

thermore, the diagnosis is an interdisciplinary call to action to address

mental stress appropriately.

Conclusions: The results indicate that mental stress has to be con-

sciously named and conceptually established in approaches to

assessment and treatment to ensure that the resulting needs are

specifically addressed in treatment. As a contribution to mental

health, initial interdisciplinary approaches are presented and

discussed.

Polypharmacy and psychotropic polypharmacy in adults with

intellectual disability

Martin McMahon1, Chris Hatton2, Darren Bowring3

1Division of Health Research, Lancaster, UK; 2Manchester Metropolitan

University, Manchester, UK; 3Government of Jersey, Channel Islands,

Jersey

Background: Adults with intellectual disability are prescribed high levels of

medication, with polypharmacy and psychotropic polypharmacy common.

The objective of this study was to determine the prevalence of medication

use and factors associated with polypharmacy and psychotropic poly-

pharmacy in a population-level sample of adults with intellectual

disabilities.

Methods: An administrative total-population sample of adults

(≥18 years) (n=217) defined as having an intellectual disability in Jer-

sey participated (sampling frame n=285). We examined associations

of polypharmacy and psychotropic polypharmacy with socioeconomic

status, health and demographic variables using univariate and multi-

variate analysis.

Results: 83.4% of participants were prescribed medication

(Mean=4.58 SD=4.42) with high doses common. 38.2% of partici-

pants were exposed to polypharmacy while 23% of participants

exposed to psychotropic polypharmacy. In adjusted comparisons poly-

pharmacy was significantly associated with older age, increased sever-

ity of intellectual disability, living in a residential setting and having

increased co-morbidities. Psychotropic polypharmacy was associated

with being male, being aged 50+ years and having had a psychiatric

diagnosis over the life course.

Conclusions: Our results indicate that medication use, in high doses,

alongside polypharmacy and psychotropic polypharmacy is highly

prevalent in adults with intellectual disability. This increases the risk

of developing adverse drug events, drug-drug interactions and

medication-related problems.

Therapists' experiences using videoconferencing during the COVID-

19 pandemic

Cathelijn Oudshoorn1, Noud Frielink1, Heleen Riper2, Petri Embregts1

1Tranzo, Tilburg University, Tilburg, The Netherlands; 2Department of

Clinical Psychology, Vrije University, Amsterdam, The Netherlands

Background: Due to the restrictive COVID-19 measures, therapists in

the care and support of people with intellectual disabilities were, from

one moment to the next, forced to work remotely. This study

explored the experiences of therapists who provided therapy to peo-

ple with mild intellectual disabilities. This qualitative pilot study is a

first step to describe the therapists' perspective on using video

conferencing.

Method: To determine relevant themes, a thematic analysis with an

inductive method was deployed on self-recorded audio/email mes-

sages of seven therapists.

Results: Four main themes about the experiences of therapists could

be distinguished: 1) Confronted with a new reality, 2) Missing appro-

priate equipment, 3) Dealing with the needs of people with mild intel-

lectual disabilities, and 4) Unexpected opportunities.

Conclusions: Preliminary findings - Video conferencing might be a

promising alternative for providing therapies for people with mild

intellectual disabilities, but is not a “one size fits all”-solution. The per-

spectives of people with mild intellectual disabilities need further

exploration.

Neurocognitive assessment in adults with Down Syndrome and

other intellectual disabilities

Flavia Heloisa Santos1, Andreia Paiva2, Adam Nolan1, Charlotte

Thumser1

1University College Dublin, Dublin, Ireland; 2University of Minho, Braga,

Portugal

Background: This study investigates the measures used to detect cog-

nitive changes in adults with Down Syndrome and other intellectual

disabilities.

Methods:We conducted a systematic review focused on neurocognitive

disorders assessment tools adopted in Down Syndrome and other intel-

lectual disabilities samples. The searches were carried out in the data-

bases Web of Science, PubMed and PsycINFO in October 2020,

including papers published in English, Spanish and German. The inclusion

criteria were: 1) studies focused on screening age-related cognitive

changes in people with DS and OID, 2) samples composed of adults or

older adults, 3) scales and batteries applied for cognitive assessment.

Results: The findings were organised by diagnosis including 4,650

people with Down Syndrome and 1,801 with other intellectual
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disabilities. Concerning the study design, there were 48 cross-

sectional and 27 follow-up studies. We identified proxy and self-

report measures (39 scales, questionnaires and inventories, and

13 batteries) for assessing cognitive and behavioural changes in adults

in Down Syndrome and other intellectual disabilities.

Conclusions: This review highlights the need for unified and

standardised measures that allow the synthesis of research results

and greater consistency of diagnosis in clinical practice. We recom-

mend the use of specifically designed instruments to assess cognitive

functioning and behaviour changes in people with Down Syndrome

and other intellectual disabilities.

CBT for men with intellectual and developmental disabilities and

harmful sexual behaviour: Outcomes for men with autism vs. men

with intellectual disabilities

Glynis Murphy1, Neil Sinclair2, Peter E. Langdon3

1Tizard Centre, University of Kent, Canterbury, UK; 2Sinclair & Strong,

West Malling, UK; 3Centre for Education Development, Appraisal &

Research, University of Warwick, Coventry, UK

Background: Men with intellectual and developmental disabilities

sometimes engage in harmful sexual behaviour (HSB). They are not

always prosecuted and are not often offered treatment. Neverthe-

less, it is important not to simply risk manage such behaviour, and

the SOTSEC-ID model of group cognitive behavioural treatment has

shown promise in previous studies.

Method: 15 sites ran 26 CBT treatment groups, using the SOTSEC-ID

model, for 98 men. The SOTSEC-ID model is group CBT especially

adapted for men with intellectual and developmental disabilities and

HSB. Measures of harmful sexual behaviour, sexual knowledge, victim

empathy and cognitive distortions were taken before and after the one-

year long treatment groups, and were repeated at six month follow-up.

Results: There were low levels of further HSB, and significant

improvements in sexual knowledge, victim empathy and cognitive dis-

tortions after treatment, maintained at follow-up. However, the men

with autism did consistently worse than the men with intellectual dis-

abilities only.

Conclusions: Men with intellectual and developmental disabilities

showed improvements after group CBT for harmful sexual behaviour.

However, men with autism spectrum disorders did consistently less

well than the men with intellectual disabilities only. An RCT is now

beginning to test whether CBT using SOTSEC-ID is better than no

treatment for men with intellectual and developmental disabilities.

Insomnia in people with intellectual disabilities: A treatment

protocol

Annelies Smits1

1Sleep Wake Centre SEIN, Zwolle, The Netherlands

Background: People with an intellectual disability are prone to

sleep problems inherent to their compromised brain function. In

addition, daily caregivers determine a great deal of the daily rou-

tines which may lead to conditions for a(n) (un)healthy sleep. We

studied the effect of a modified insomnia protocol in intellectual

disability patients.

Methods: A cohort of 92 patients with intellectual disabilities referred

to our tertiary sleep wake centre underwent a workup consisting of

questionnaires, clinical interviews, actigraphy and polysomnography.

We developed a treatment protocol for insomnia treatment, based on

the CBT-i protocol of the European Guidelines for Insomnia, tailored

to specific care needed by individual patients with intellectual

disabilities.

Results: Insomnia was diagnosed in 60 patients. 26 patients com-

pleted the protocol, 18 patients were treated successfully. Fit for age

time in bed, more (physical) activities, enhanced light/dark regime and

carefully designed bed ritual were the most successful interventions.

Conclusions: Causes of sleep problems in people with intellectual dis-

abilities are comprised of an intertwining of intrapersonal and environ-

mental conditions. Inadequate time in bed and lack of (physical)

activities are most common, and in the majority of cases treatable,

reasons for insomnia.

Responding to mental health concerns in older adults with

intellectual disability (SOOTHE)

Edward McCann1, Sandra Fleming1, Pablo Alvarez2, Frank O'Reilly2,

Jonathan Whelan2, Fintan Sheerin1, Niamh Mulryan3, Eadaoin Foden1

1Trinity College Dublin, Dublin, Ireland; 2Learnovate, Dublin, Ireland;
3Daughters of Charity Disability Support Services, Dublin, Ireland

Background: Older people with intellectual disability experience

poorer mental health than those in the mainstream population. A

recovery framework underpinned the SOOTHE study. The overall aim

of the study was to address mental health and well-being among older

people with an intellectual disability and develop user-derived solu-

tions to maximise their mental health and well-being.

Method: This ethically approved, EIT-Health funded, practice innova-

tion study comprised two work packages, each with three sequential

focus groups. Participants were older adults (n=7) with a moderate

intellectual disability. Due to COVID-19 restrictions virtual focus

group interviews were utilised.

Results: Participants articulated their understanding of mental health

and well-being and focused on how COVID-19 was impacting upon

their mental health. This resulted in increased negative emotional

responses especially around how restricted movements affected

socialisation. Engaging in structured activities were important to their

mental health and well-being. Three digital user-derived solutions

were developed in response to their identified psychosocial needs

focusing on socialisation, music and independence.

Conclusions: Participants articulated what mental health and well-

being meant to them, and how the restrictions of COVID-19 were
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impacting upon their mental health. Three digital user-derived

bespoke prototypes were developed to address psychosocial issues

and concerns identified by the participants.

Supporting couples when one partner has a diagnosis of dementia

Karen Watchman1, Paula Jacobs1

1University of Stirling, Stirling, UK

Background: We are seeking insight into day-to-day experiences of

couples with intellectual disability. A key aim is to identify factors

that support sustainability in relationships when one partner has a

dementia diagnosis.

Method: This qualitative study involves focused conversations with

ten couples with intellectual disability, and semi-structured interviews

with practitioners, parents or siblings who provide support for one or

both partners (n=30). Focused conversations are a structured process

with less emphasis on direct questioning, enabling participants to

identify what may help in the future. Data will be thematically

analysed.

Results: The study is ongoing. We will present scoping review findings

demonstrating rationale for the study. This highlights lack of previous

research with couples affected by dementia when both partners have

an intellectual disability. Methods of data collection and methodologi-

cal approach will be shared, including how people with intellectual dis-

ability have been involved in the inception, planning and development

of the study.

Conclusions: Relationships and marriages of people with intellectual

disability are to be celebrated. Simultaneously, we know of the

increased risk of dementia in people with intellectual disability, partic-

ularly Down syndrome. Study findings will have implications for inte-

grated support across families, health, allied health, and social care

sectors.

The use of smart wearables for early notification of stress in people

with intellectual disabilities

Nanda de Knegt1, Jasper Bos2, Fransje van Oost2, Jolien Verstegen3,

Hanneke Smaling4, Sylvia Huisman1, Rieneke Dash3, Nienke

Vrenegoor1, Lindsey Welling1, Anne Bonewald2, Can Bikcora2, Denise

Klep2, Reon Smits2, Eric Riegen2, Erwin Meinders2

1Prinsenstichting, Purmerend, The Netherlands; 2Mentech Innovation BV,

Eindhoven, The Netherlands; 3Severinus, Veldhoven, The Netherlands;
4Leids Universitair Medisch Centrum, Leiden, The Netherlands

Background: Challenging behavior and related stress in people with

intellectual disabilities is a persistent problem. It has negative con-

sequences on the quality of life, and it increases drop-out of care

professionals. Early notification of stress via smart wearables

enables caregivers to better respond to client needs, thereby

reducing the number of incidents against significant cost savings.

Method: We present the results of a validation study in which artifi-

cial intelligence models were used for stress detection. 50 intramural

clients with an intellectual disability were included in the study. Dur-

ing events of challenging behavior, the physiological responses (such

as skin conductance and heart rate) were measured with wearables

and video recordings for behavior analysis were taken for validation.

Results: The study showed that the trained model was well capable of

notifying stress in people with an intellectual disability. Escalations

were clearly reflected in physiology and well recognized by the model.

In addition, the study demonstrated its potential for effect studies on

interventions.

Conclusions: The study showed the great potential of sensor-

based stress detection in the daily support of people with chal-

lenging behavior. Stress detection has value in both the early

notification and avoidance of escalations and to measure the

effect of interventions.

Blended music intervention for people with an intellectual disability

and challenging behaviour

Gerianne Smeets1, Erik Scherder2, Xavier Moonen3, Karin Volkers1

1Stichting Philadelphia Zorg, Amersfoort, The Netherlands; 2Vrije

Universiteit Amsterdam, Amsterdam, The Netherlands; 3University of

Amsterdam, Amsterdam, The Netherlands

Background: This study of a blended music intervention has two pri-

mary aims: 1) to evaluate its feasibility for people with a mild or mod-

erate intellectual disability and challenging behaviour, and 2) to study

its effect on wellbeing and challenging behaviour.

Method: Ten participants received sixteen individual music sessions

of one hour over a period of eight weeks. The music sessions were

carried out by trained music professionals in accordance with a man-

ual and could be carried out digital or face-to-face. Data was mea-

sured at baseline and post-intervention. Wellbeing was measured

with the Personal Wellbeing Index-ID, and challenging behaviour was

measured with the Aberrant Behaviour Checklist. Feasibility measures

focused on acceptability and practicality.

Results: Pilot results will be presented.

Conclusions: To our knowledge, this study is the first investigation of

a blended music intervention for people with mild to moderate intel-

lectual disability and challenging behaviour. Implications for future

research will be addressed.

POSTER PRESENTATIONS

A scoping review of the trauma literature for adults with an

intellectual disability

Paddy McNally1, Laurence Taggart1, Mark Shevlin2

1Ulster University, Newtownabbey, UK; 2Ulster University, Coleraine, UK
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Background: To identify the current status of the existing research lit-

erature on the broader context of trauma that is specific to adults

with an intellectual disability.

Method: A scoping review was conducted using the Arksey and

O'Malley (2005) framework and the PRISMA-ScR. Forty international

papers were reviewed spanning 2000–2020, and the quality assessed

using the Mixed Methods Appraisal Tool.

Results: The results are as follows: 1) aggressive behaviours can be

symptoms of trauma, 2) there are appropriate assessment tools for

assessing the impact of trauma, 3) evidence-based interventions for

trauma in the general population may be effective, and 4) that factors

associated with disability can be traumatic for people with an intellec-

tual disability.

Conclusions: There is a growing body of literature highlighting

assessment needs and potential interventions for people with an

intellectual disability who have experienced psychological trauma.

Further research needs to be conducted to develop and assess

interventions and move towards trauma informed pathways

of care.

Psychotropic drugs intake in older people with intellectual

disability

Laura García-Domínguez1, Patricia Navas1, Miguel �Angel Verdugo1,

Víctor Benito Arias1, Laura Esteban1

1INICO. University of Salamanca, Salamanca, Spain

Background: Older people with intellectual disability have a poorer

health status than their peers without intellectual disability, and

the prevalence of mental health conditions and challenging behav-

iors in this group is significantly higher. Psychotropic medication is

commonly used to manage these conditions, although its adverse

effects can affect people's health, especially that of the most frag-

ile ones. The aim of this study is to analyze what factors predict

the intake of psychotropic drugs in older people with intellectual

disability in Spain.

Method: A questionnaire was elaborated to collect data regarding

psychotropic medication in older people with intellectual disability.

The sample includes 991 people over 44 years with intellectual

disability. Data were obtained from professionals and relatives

who knew the person well. Binary logistic regression was per-

formed to identify factors associated with psychotropic drugs

intake.

Results: Older people, with severe/profound intellectual disability,

suffering from a mental health condition, presenting challenging

behaviors or living in residential settings, were more likely to take two

or more psychotropic drugs.

Conclusions: Aging people with intellectual disability are more sensi-

tive to medication adverse effects. It is important to consider other

non-pharmacological therapies to manage challenging behavior and

ensure an adequate health status.

Longitudinal study on adaptive behavior of children with moderate

or severe intellectual disability

Ryo Yamaguchi1, Soichi Hashimoto2, Sujin Lee1, Satomi Tanaka1,

Takahiro Watanabe3, Kunio Odaka3, Hironobu Shimoda4

1The United Graduate School of Education Tokyo Gakugei University,

Tokyo, Japan; 2Tokyo Gakugei University, Tokyo, Japan; 3Juntendo

University, Tokyo, Japan; 4Gunma University, Gunma, Japan

Background: This longitudinal study investigated the developmental

characteristics of adaptive behavior in children with moderate or

severe intellectual disabilities through six school years in special

needs school.

Method: A survey was conducted with 32 moderate or severe intel-

lectually disabled children enrolled in a special support elementary

school in Tokyo. The breakdown was 16 children with Down syn-

drome and 16 children with autism spectrum disorders. Their average

IQ was 35.4 (Down syndrome; 40.5, autism spectrum disorders; 31.2)

in the first grade of special needs school. The new version of the S-M

social life ability test was used in the survey.

Results: Results suggested that the social life index of children with

intellectual disabilities at admission did not change substantially until

graduation. The development of each area differed as the school year

increased, such that Self-Help, Locomotion, Occupation, and Self-

Direction developed adequately, whereas Communication and Sociali-

zation developed relatively moderately. Also, developmental differ-

ences between these areas widened as the school year increased.

Conclusions: The acquisition of “Self-Help,” “Locomotion,”
“Occupation,” “Communication” and “Self-Direction” for children

with moderate or severe intellectual disabilities was mostly dependent

on the child's mental age (intellectual developmental stage) and did

not differ by the type and characteristics of disability.

Mental ill-health in mothers of people with intellectual disabilities: A

meta-analysis

Ewelina Rydzewska1, Kirsty Dunn1, Sally-Ann Cooper1, Deborah

Kinnear1

1University of Glasgow, Glasgow, UK

Background: Mothers of people with intellectual disabilities may be

more prone to experiencing mental ill-health compared to mothers of

typically developing people, which may differ at different stages of

the caregiving trajectory. We aimed to systematically review evidence

in this area.

Method: Prospero registration: CRD42018088197. Medline,

Embase, CINAHL and PsycINFO databases were searched. No time

limits were applied. Studies were limited to English language. Only

studies which had a comparison group of mothers of typically

developing/ed children were included. Where possible, meta-

analyses were performed.
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Results: 32/3,089 retrieved articles were included, of which

10 reported on anxiety, 21 on depression and 23 on other indicators

of mental ill-health. Mothers of individuals with intellectual disabilities

experienced poorer mental health. Meta-analyses revealed significant

findings for anxiety, depression, parenting stress, emotional burden,

common mental disorders, but not for somatic symptoms. Research

on mental ill-health of mothers of adults with intellectual disabilities

at different stages of the caregiving trajectory was lacking.

Conclusions: There is evidence of poorer mental ill-health in mothers

of people with intellectual disabilities compared to mothers of typi-

cally developing people, but lack of focus on different stages of the

caregiving trajectory, methodological inconsistencies between studies,

and lack of robust studies pose limitations.

Mental health needs of people with intellectual and

developmental disabilities and their caregivers: Approaches for

intervention

M. Thomas Kishore1, John Vijay Sagar Kommu1

1National Institute of Mental Health and Neurosciences, Bangalore, India

Background: People with intellectual and developmental disorders

are at a higher risk mental health problems than their peers with-

out intellectual and developmental disorders. Mental health needs

are one of the major reasons for caregiver's stress, stigma,

extended hospitalization and institutional care. Unmet mental

health needs can impact the quality of life of both individuals with

intellectual and developmental disorders and their caregivers. But,

the mental health needs are not adequately met for various rea-

sons that are related to the condition, caregivers' attitude, profes-

sionals' knowledge and attitude, and systemic gaps in service

delivery. Cognitive and communication deficits, psychosocial mas-

king, baseline exaggeration and diagnostic overshadowing can con-

tribute to underreporting of mental health problems among

individuals with intellectual and developmental disorders. Even if

the mental health needs are identified, the persons with intellectual

and developmental disorders may not be owned by mainstream

mental health systems nor the non-medical settings which take

care of the education and vocational services are well equipped to

address these issues. As a result of these issues, individuals with

intellectual and developmental disorders will slip through the gaps

in services delivery.

Method/Results/Conclusions: In this context, the aims and objectives

of the discussion are as following: Understand the nature and inten-

sity of mental health needs in people with intellectual and develop-

mental disorders. Reviewing the challenges related to identification

and intervention of mental health needs in intellectual and develop-

mental disorders. Identifying and narrowing the gaps in mental health

service delivery for people with intellectual and developmental disor-

ders and their caregivers. Supporting the caregivers, families and com-

munities in accessing and delivering mental health services for people

with IDD.

Delusions in people with intellectual disabilities and schizophrenia

Vera Rössler1

1 Ludwig-Maximilians-Universität München, München, Germany

Background: Delusions are commonly understood as fixed beliefs

which are impervious to conflicting evidence. Although they can occur

in different psychiatric and neuropathological conditions, they are a

key diagnostic criterion of schizophrenia. The content of delusions

can include different delusional themes which are linked to the

patient's life and sociocultural embedding. People with intellectual dis-

abilities have a higher risk of comorbid psychotic disorders such as

schizophrenia. At the same time, diagnosing schizophrenia in people

with intellectual disabilities can be challenging. Despite the impor-

tance ascribed to delusions in diagnosing schizophrenia, only little is

known about the presentation of delusions in patients with intellec-

tual disabilities.

Method: Therefore, medical records of 929 delusional patients hospi-

talized for schizophrenia were analysed. 4% of this sample had an

additional diagnosis of intellectual disability.

Results: In this subsample, 27% experienced polythematic delusions.

On average, a patient had 1.3 delusional themes. 65% had delusions

of persecution and 41% delusions of reference, followed by delusions

of poisoning (8%) and religious delusions (8%). Less often, patients

showed hypochondriacal delusions (5%), nihilistic delusions (3%) and

delusional infestation (3%).

Conclusions: In addition, the subsample with intellectual disabilities is

compared with the sample without intellectual disabilities and implica-

tions for research and practice are discussed.

Perceptions of communication and interaction in teletherapy and

traditional face-to-face therapy

Naomi Umeda1

1Buckinghamshire Health Care NHS Trust, High Wycombe, UK

Background: The aim of the project was to compare the perceptions

of students with neurodevelopmental disorders, and Speech and Lan-

guage Therapists, of communication and interaction in teletherapy

and face-to-face therapy. Communication and interaction with our cli-

ents is thought to be important in our therapy since this could facili-

tate therapeutic alliances (Lawton et al, 2018). There is already some

research to support delivery mode specific differences (O'Malley

et al., 1996).

Method: This was a preliminary project using both quantitative and

qualitative methods. Using questionnaires, three SaLTs and six FE col-

lege students were asked to evaluate their communication and inter-

action with their partners in face-to-face and teletherapy.

Results: In line with research findings, all SaLTs and some students

perceived mode specific differences in communication and interac-

tion. SaLTs found the differences rather hard, but our students gave

more positive impressions of Teletherapy than SaLTs, probably
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reflecting their interests in technologies. Their perceived differences

between the two modes were much smaller than the SaLTs, possibly

due to their limited awareness of norms for communication.

Conclusions: As a result of the project, training needs for both SaLTs

and students on video conferencing platforms and online communica-

tion skills were identified.

People with an unknown cause of intellectual disability use more

psychotropic drugs

Chantal Konijn1, Lisette van der Heijden2, Pieter-Paul Robroek3, Jiska

Verheul4, Yvette de Waard5, Alyt Oppewal6, Sandra Mergler6

1Cosis, Groningen, The Netherlands; 2Ipse de Bruggen, Zoetermeer, The

Netherlands; 3's Heerenloo Zorggroep, Amersfoort, The Netherlands;
4ASVZ, Sliedrecht, The Netherlands; 5Twentse Zorgcentra, Enschede, The

Netherlands; 6Erasmus University Medical Center, Rotterdam, The

Netherlands

Background: To investigate the differences in psychotropic drug

use between people with intellectual disability with a known

genetic cause compared to people with intellectual disability due to

non-genetic or unknown causes.

Method: Adults with intellectual disability (n = 812), living in Dutch

residential care settings, were included in this cross-sectional, multi-

centre study. Data was collected between 2016 and 2019 and

retrieved from pharmaceutical and medical records.

Results: Almost half of the study population used psychotropic drugs

(49.4%). Of the people with a genetic cause of intellectual disability

(n =180), 34.4% used psychotropic drugs. Of the people with a non-

genetic cause of intellectual disability (n = 197), 40.6% used psycho-

tropic drugs, as did 59.5% of the people with an unknown cause of

intellectual disability (n = 435). Females used psychotropic drugs sig-

nificantly less often than males (OR=0.681; p=0.021). Additionally,

people with an unknown cause of intellectual disability used a signifi-

cant higher number of different psychotropic medications (1.17; SD

0.93) than those with a genetic (0.57; SD 1.17) or non-genetic cause

(0.77; SD 1.29). Between the two groups with a known cause of intel-

lectual disability, there was no significant difference in the number of

psychotropic drugs used.

Conclusions: Fewer psychotropic drugs are used in people with a

known cause of intellectual disability.

A study of sexual victimization among people with developmental

disabilities

Chiaki Iwata1

1Toyo University, Tokyo, Japan

Background: The aim of this study is to clarify the situation and the

cause of sexual victimization among people with disabilities, in order

to enable us to support to them.

Method: The study was conducted for the service users of the

café for the people who have, or who are suspected of having a

developmental disability. In this cross-sectional study, 32 of them

answered the questionnaire survey, 13 of them were interviewed

in a focused group and three of them were interviewed

individually.

Results: Based on the results of the questionnaire survey, 71.9%

of people with developmental disability experienced sexual victimi-

zation. The result suggests that people with developmental disabil-

ity are at greater risk of sexual victimization, compared to those

without a disability. The interview study showed that risk of sex-

ual violence was attributable to characteristics shared by people

with developmental disability, such as low self-esteem and social

isolation.

Conclusions: The analysis identified a number of ways to offer sup-

port for victims of sexual victimization among people with develop-

mental disability, including the need for sexual education and human

rights education for these people, as well as the need to develop sup-

port systems for the victims and place legal restrictions on

perpetrators.

Hair glucocorticoids in adults with intellectual disabilities and

depressive symptoms

Pauline Hamers1, Mesut Savas1, Elisabeth van Rossum1,

Yolanda de Rijke1, Patrick Bindels1, Dederieke Festen1, Heidi

Hermans2

1Erasmus Medical Center, University Medical Center Rotterdam,

Rotterdam, The Netherlands; 2Amarant, Tilburg, The Netherlands

Background: The aim of this study was to explore long-term biological

stress levels in adults with intellectual disabilities and depressive

symptoms by measurement of hair glucocorticoids (cortisol and corti-

sone), and to investigate the effect of bright light therapy (BLT) on

these hair glucocorticoid levels.

Methods: Scalp hair samples were used to retrospectively exam-

ine hair glucocorticoids levels by liquid chromatography-tandem

mass spectrometry (LC-MS/MS) on baseline and post-BLT (with

10.000 lux) and dim light (300 lux). Anxiety and depressive

symptoms were measured with the Dutch version of the Anxiety,

Depression and Mood Scale (ADAMS) and the Signalizing Depres-

sion List for people with Intellectual Disabilities (SDL-ID). Partici-

pant's life events were counted with the Checklist Life

Events (CLE).

Results: Hair samples of 14 participants were included, and we found a

significant correlation between baseline hair cortisol and baseline

scores of depression. Only hair cortisone was significantly increased

after a light intervention in our total sample, particularly after dim light.

Conclusions: The use of hair glucocorticoids to retrospectively exam-

ining biological stress levels in adults with intellectual disability may

be a promising objective method to gain more insight in the level of

stress they have experienced.
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Rather this way! From controlling “behavioural problems” towards

catalysing “quality of life”

Boelina Sikma1, Joris Marrecau1

1De Lovie, Poperinge, Belgium

Background: “Rather this way” is a new approach we developed in

De Lovie vzw (Belgium) to support people with intellectual disabil-

ities and challenging behaviour. This approach aims at moving

towards more support instead of control and coercion.

Method: Theory on Triple C, New Authority, Self Determination and

theory of Social-Emotional Development formed the fundament of

the project “Rather this way.” We organised focus groups and formu-

lated questions and dilemmas for clients and their families, for col-

leagues and other stakeholders. Thus, literature research and focus

groups formed the basis for developing the new approach in

November 2019. From there, we started up the bottom-up improve-

ment processes on micro and meso level.

Results: This new approach helps us to focus on needs, instead of control.

A lot of frustrating rules were being questioned. Another way of being

clear and providing guidance was found. We saw a decrease of problem

behaviour, but even more important an increase of quality of life.

Conclusions: “Rather this way”—our newly developed approach—

helps us to tackle “behavioural problems,” helps us to focus on quality

of life and to find new ways to support our clients.

Development of a clinical screening instrument for depression

symptoms in children with autism

Sinead Rhodes1, Christopher Eaton1, Rachael Wood1, Tracy Stewart1,

Stella Chan2, Andrew McKechanie1, Ereni Skouta3, Jacqui Rodgers4,

Leila Mackie1, Allan Piper3, Jessica Oldridge1

1University of Edinburgh, Edinburgh, UK; 2University of Reading, Reading,

UK; 3NHS Lothian, Edinburgh, UK; 4University of Newcastle,

Newcastle, UK

Background: Depression is common in children and young people

with autism spectrum disorder, and current screening measures have

been developed for, and validated with, typically developing people.

Method: We developed a brief screening tool to enable clinicians

from diverse professional backgrounds to identify depression symp-

toms more accurately in children and young people with autism spec-

trum disorder. Items from 11 existing depression measures were

extracted into a database. An expert panel utilised clinical and

research knowledge relating to depression and autism to identify a

pool of 25 individual items for further consultation with autism pro-

fessionals, children and young people with autism spectrum disorder

and their parents. Interviews were conducted with young people with

autism spectrum disorder (aged 9-18 years) without co-occurring

intellectual disability and their parents (N=16 dyads), and autism

spectrum disorder practitioners (N=18) to ascertain the content valid-

ity, necessary adaptations, acceptability and readability of the items

using a co-production model.

Results: Those items deemed to have greatest face validity, accept-

ability and readability following triangulation of findings from inter-

views with the three informant groups comprise the final item scale.

To ensure multi-informant integration, child and parent report ver-

sions of the depression screener were developed.

Conclusions: This Neurodevelopmental Depression Inventory is a

novel depression symptom screening tool for use in routine clinical

services and to advance research.

Evaluation of an mindfulness-based intervention for people with

mild intellectual disability: A multiple single-case study

Marieke Leeflang1, Jooske van Busschbach1, Mia Scheffers1

1 Windesheim University of Applied Sciences, Zwolle, The Netherlands

Background: Stress is a common problem for individuals with mild

intellectual disability, and can lead to behavioural and psychologi-

cal problems. This study examined the effects of an individual

mindfulness-based cognitive training (MBCT) program adjusted for

individuals with mild intellectual disability. The intervention aimed

to reduce stress and improve coping with stress.

Method: Within a multiple-baseline repeated single-case study with

an AB1B2-design seven participants daily reported stress levels and

weekly reported personal stress symptoms and coping style by using

visual analog scales during a baseline period of 3-6 weeks, followed

by a 10-week training and six-week follow-up. In addition, the

adjusted Perceived Stress Scale (PSS-10) and the Coping Inventory

for Stressful Situations (CISS-21) were administered four times, at

baseline, pre- and post- intervention and at follow-up.

Results: Data are currently collected. Data of the first three to four

participants will be presented.

Conclusions: This study aims to contribute to the evidence- base of

the individual mindfulness-based cognitive intervention for individuals

with mild intellectual disability who experience stress. Daily and

weekly collected data in this multiple single-case study adds value to

clinical practice.

Track 3c: Profound and Multiple Intellectual Dis-
abilities (PMID)

PRESENTATIONS IN A SYMPOSIUM

Challenges for persons with profound and multiple
disabilities

Exploring vulnerabilities in the pandemic: Ethical concerns and

methodological consequences

Timo Dins1

1University of Cologne, Köln, Germany

Background: Persons with profound intellectual and multiple disabil-

ities are commonly considered particularly vulnerable. While health
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problems and lack of opportunities to participate have been a reality

for them long before the outbreak of the global pandemic, the current

crisis most likely leads to a deterioration of their situation. However,

the pandemic is also said to have the potential to make their needs

and demands more visible. In this presentation, we want to reconsider

this assumption and thus aim at exploring their complex vulnerabilities

in this special situation.

Methods: While participatory research approaches would be in order

to investigate vulnerabilities, they do not come into question – ironi-

cally, because close contact between researchers and study partici-

pants enhances the same vulnerabilities this study wants to explore.

The presentation reflects this paradox and in addition, it provides first

insights from a systematic literature review on this phenomenon.

Results: Research with (and for) persons with profound intellectual

and multiple disabilities has always had to carefully consider their vul-

nerabilities. The major particularity in the current situation is that their

vulnerabilities are now medically underpinned.

Conclusions: In situations such as the current global pandemic new

methodological approaches are needed in order to involve the per-

spective of persons with profound intellectual and multiple

disabilities.

Communicating (in) the crisis: Outline of a research project

Caren Keeley1, Maria Busch1, Timo Dins1

1University of Cologne, Köln, Germany

Background: This presentation gives an overview of the research pro-

ject “Communicating (in) the Crisis” (ComCri) which investigates the

situation of persons with profound intellectual and multiple disabilities

in the context of the COVID-19 pandemic. It aims at exploring the

complex vulnerabilities and communicational needs of persons with

profound intellectual and multiple disabilities, and at investigating

health literacy among persons with profound intellectual and multiple

disabilities and their caregivers.

Methods: ComCri pursues a triangular approach: A literature review

and a Delphi study serve as a starting point to map the research field.

These findings are incorporated in a questionnaire that is sent out to

care practitioners and supporters. A short ethnographic field phase

complements the empirical data.

Results: The presentation outlines the methodological approach and

provides insight into the current state of research. Here, the focus is

placed on conceptual considerations on the interrelation between

health literacy, communication capacities and vulnerabilities of per-

sons with profound intellectual and multiple disabilities.

Conclusions: Although there is an increased public awareness of the

situation of vulnerable persons during the pandemic, persons with

profound intellectual and multiple disabilities still occupy a marginal

position in public discourse. By providing research-based knowledge

to service providers as well as advocacy organisations and

policymakers ComCri contributes to raise the public awareness of the

specific needs and demands of these persons.

Involving people with profound intellectual and multiple disabilities

in service design

Caren Keeley1

1 University of Cologne, Köln, Germany

Background: In order to plan care services for persons with profound

intellectual and multiple disabilities and to broaden the variety and quan-

tity of these services, it seems imperative to take into account the per-

spective of those affected and to ask them about their opinions, needs

and requirements. Challenges arise mainly from limited verbal language

and barriers to understanding processes. The presentation provides a the-

oretical review of methodological and pedagogical concepts and methods

which focus on the subjective perspectives of persons with profound

intellectual and multiple disabilities. It aims at showing possible

approaches to involve persons with profound intellectual and multiple dis-

abilities into user surveys.

Method: Existing approaches (e.g. diagnostic procedures, pedagogical

concepts, research methodological approaches) will be analysed and

transferred to the needs of people with profound intellectual and mul-

tiple disabilities by a theoretical review.

Results: Specific methods are needed to involve people with profound

intellectual and multiple disabilities in the design of services. These

can only be developed in an interdisciplinary way. The present consid-

erations show possible developments.

Conclusions: “Nothing about us without us”: this also applies to peo-

ple with profound intellectual and multiple disabilities in all areas of

life, which is why it is imperative to include them in the development

of person-centred services. The results of this discussion will be fun-

damental with regards to the research design of the presented

project.

Barrier-free communication in the COVID-19 pandemic? Health

literacy among persons with profound intellectual and multiple

disabilities

Maria Busch1

1University of Cologne, Cologne, Germany

Background: Communication processes are of central importance

for prevention, health promotion and the favourable course of a

disease. Concepts of individual and organisational health literacy

include these processes but do hardly acknowledge communicative

diversity and exclude persons with profound intellectual and multi-

ple disabilities, who mostly communicate nonverbally. This study

aims to explore health literacy among individuals with profound

intellectual and multiple disabilities under a critical perspective of

barrier-free communication during the COVID-19 pandemic and

beyond.

Method: A literature review will outline interdisciplinary perspectives

on health literacy and the extent to which persons with diverse com-

munication access and needs are included. Additionally, qualitative
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interviews with experts in barrier-free communication are presented

to explore possibilities to engage persons with profound intellectual

and multiple disabilities in health-related issues.

Results: Barrier-free communication on health-related topics is not

sufficiently available for persons with profound intellectual and multi-

ple disabilities, as evidenced by a lack of 1) inclusion of communicative

diversity in health literacy-concepts, and 2) multimodal communica-

tion offerings on health topics during the current pandemic.

Conclusions: This research contributes to expanding health literacy

concepts to an inclusive concept, valuing communicative diversity

and respecting the rights to education, communication and health.

Professional and nonprofessional supporters are identified as

important persons to consider in research and practice within

health literacy among persons with profound intellectual and multi-

ple disabilities.

Pain in people with severe or profound intellectual and
multiple disability (S/PMID)

Pain assessment in adults with profound intellectual and multiple

disabilities

Annemieke Enninga1, Aly Waninge2, Wendy Post1, Annette van der

Putten1

1Department of Special Needs Education and Youth Care, University of

Groningen, Groningen, The Netherlands; 2Research Group Healthy

Ageing, Allied Health Care and Nursing, Hanze University of Applied

Sciences, Groningen, The Netherlands

Background: It remains unknown if POSAID, a recently developed

pain observation scale for adults with profound intellectual and multi-

ple disabilities, is sensitive enough to properly assess differences in

pain severity in people with profound intellectual and multiple disabil-

ities. The objective of this study was to determine the psychometric

properties of the POSAID scale using a polytomous scoring method

based on the intensity of pain.

Method: The POSAID item pool, consisting of 15 items, was used to

determine which of those items form a strong scale that satisfies the

assumptions of the Mokken scale model using a polytomous scoring

method. Internal consistency was measured with Rho. Interrater and

intrarater reliability were analysed and compared with the POSAID

scale with a seven-item scale using a dichotomous scoring method. In

total, 85 adults with profound intellectual and multiple disabilities

participated.

Results: Preliminary results are promising when it comes to forming a

strong scale to assess pain based on the intensity of pain. Interrater

and intrarater reliability seem to be sufficient. Further details about

the psychometric properties of the POSAID will be presented at the

congress.

Conclusions: The POSAID seems to have sufficient psychometric

properties in assessing pain. Further research is necessary to deter-

mine to which extent the POSAID can differentiate between different

pain situations.

A mobile application to signal pain: Adults with severe or profound

intellectual disabilities

Helen Korving1, Paula Sterkenburg1, Emilia Barakova2, Loe Feijs2

1Vrije Universiteit Amsterdam, Amsterdam, The Netherlands; 2Eindhoven

University of Technology, Eindhoven, The Netherlands

Background: Recognizing pain in adults with severe or profound

intellectual and multiple disabilities is difficult and exacerbated by

their inability to clearly express pain or communicate about it to

their caregivers. The research presented focuses on an alternative

way to measure acute pain, by physiological measurement and a

mobile application.

Method: The visual for the mobile application of pain was developed

during a co-productive process including parents, caregivers,

researchers and designers. The possibility to measure physiological

pain responses was tested on 30 healthy adults without intellectual

disabilities during relaxation, pain caused by submerging a hand in

cold water and no pain, while participants self-reported their pain

level on a seven-point scale.

Results: The visual for application of practice is developed and evalu-

ated by caregivers. Next, preliminary results indicate a sufficient pos-

sibility that the physiological response to acute pain can be measured

in adults without severe or profound intellectual and developmental

disabilities.

Conclusion: This study is a first assessment for a caregiving aid for

measuring acute pain. The next step in the development of the appli-

cation is to examine the reliability of the pain measuring system in

adults with severe or profound intellectual and developmental

disabilities.

Attachment, social relationships and pain in children or adults with

intellectual disability

Paula Sterkenburg1, Helen Korving1, Gloria Kempelmann1

1Vrije Universiteit Amsterdam, Amsterdam, The Netherlands

Background: The presence of an attachment figure, like a parent,

when a child or person with severe or profound intellectual dis-

ability has pain is thought to be beneficial and necessary, but

the research on the relation between the experience of pain and

attachment or social relationships has not yet been reviewed.

Method: A systematic literature search was conducted through sev-

eral international databases (e.g., Worldcat, Wiley Online Library,

Springerlink, ScienceDirect) with search terms child+, adolescent,

intellectual disability, combined with pain and social relationships or

attachment, for peer-reviewed articles and reviews published from

2005-2020 in English, German or Dutch. References were searched

for additional articles.

Results: The primary search resulted in 306 hits, for which 17 articles

met inclusion criteria. From the reference search 15 articles met inclu-

sion criteria, resulting in a total of 32 articles for review. Themes were:
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secure and insecure relationships with parents; relationships with

peers, chronic pain and pain tolerance.

Conclusions: The results indicate that there is a clear relationship

between secure attachment, warm caring relationships and coping

with pain. Next to general medical care, more attention should be

given to the importance and presence of caring parents and caregivers

during pain and in coping with pain.

WORKSHOPS

Introduction to using the Visual Assessment Scale CVI-PIMD, an

assessment of visual functioning

Marjolein Wallroth1, Marieke Steendam2

1Royal Dutch Visio, Amsterdam, The Netherlands; 2Royal Dutch Visio,

Den Haag, The Netherlands

Description: The workshop will consist of a video presentation and

include interaction with participants. The VAS CVI-PIMD is available

online, and this workshop will encourage participants to use it in prac-

tice, in addition to the manual. The VAS CVI-PIMD is the only instru-

ment to assess visual functioning of persons with profound

intellectual and multiple disabilities in a uniform manner. It is based on

scientific research.

Contribution: After the workshop, participants will be able to use the

VAS CVI-PIMD in daily practice. The VAS CVI-PIMD is an assessment

instrument that combines the results of the observations on visual

functioning by a multidisciplinary team, after the ophthalmological

examination and the formal assessment of visual functions. Using

their own observations, all aspects of visual functioning and character-

istics of CVI are compiled in the VAS. Based on these results, mild or

severe CVI can be detected. The many items recorded in the VAS also

give a solid base for treatment. The VAS can be used again after a

period of time, to show changes. The VAS CVI-PIMD is an instrument

that records the diversity in visual functioning, valuing each aspect of

it within daily life.

ORAL PRESENTATIONS

Communication intervention for people with profound intellectual

and multiple disabilities: Implications from a systematic review

Juliet Goldbart1, Jean Ware2, Darren Chadwick3, Susan Buell4, Jill

Bradshaw5

1Manchester Metropolitan University, Manchester, UK; 2Bangor

University, Bangor, UK; 3University of Wolverhampton, Wolverhampton,

UK; 4University of Dundee, Dundee, UK; 5University of Kent,

Canterbury, UK

Background: Communication is a human right. Children and adults with

profound intellectual and multiple disabilities experience profound

developmental delay, and communication, mobility and sensory difficul-

ties, restricting their access to this basic right. A range of communica-

tion interventions is available to increase interaction and participation,

but there is limited high-quality supporting evidence. The aim of this

paper is, through a systematic review, to identify evidence-based com-

munication interventions for practitioners and to inform the design of

future research.

Methods: A systematic review was undertaken, conforming to PROS-

PERO guidelines. Quality appraisal was conducted using Crowe's Criti-

cal Appraisal Tool (CCAT). Findings are reported according to PRISMA.

Results: Few good-quality evaluations of communication intervention

were found; however, some cautious recommendations can be made

for teaching and therapy. Challenges to research rigour include the

diversity of children and adults with profound intellectual and multiple

disabilities, small sample sizes and difficult decisions regarding who

should intervene, assessment consistency, acceptable intervention

intensity and the management of fidelity.

Conclusions: Whilst further high-quality research is needed, some

interventions with either cognitive or interactive bases can be cau-

tiously recommended. Researchers could consider greater use of sin-

gle case experimental designs and the involvement of parents,

teachers and therapists in delivering interventions.

Teacher-student relationship in process of educating people with

profound intellectual disability

Danuta Kope�c1

1Uniwersytet im. Adama Mickiewicza, Pozna�n, Poland

Background: The relationship existing between a teacher working

with a student who has profound intellectual and multiple disabilities

is a sine qua non condition for the education process. It sets the

framework for their meetings and affects the quality of education. It is

the teacher who is always responsible for the quality of the relation-

ship and its course.

Method: The theory of attachment (Ainsworth, Bowlby) and the the-

ory of intersubjectivity (Threvarten) set the theoretical framework for

the issues raised in the speech which will present the results of the

research project adopting the interpretive paradigm with the use of

qualitative interviews with the teachers of PIMD students.

Results: The project aimed at presenting the nature of relationships

during the education process from the teacher's perspective. The

speech will focus on the difficulties arising in the course of relation-

ships, which result from the specific functioning of teachers and peo-

ple with PIMD, and the ways of dealing with them (including: "student

as a screen" or “imputing an identity").

Conclusions: The summary will discuss conditions related to the

mentalizing process (Fonagy), the fulfillment of which is important for

the quality of a teacher-student with profound intellectual and multi-

ple disabilities relationship.
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Selection of the best screening tools for use with the Nigerian

adolescent population: Focus group

Eziafakaku Nwokolo1, Peter E. Langdon2, Glynis Murphy1

3Tizard Centre, University of Kent, Canterbury, UK; 2Centre for

Educational Development, Appraisal and Research, University of

Warwick, Coventry, UK

Background: The aim was to examine the validity and cultural appro-

priateness of measures for screening for autism spectrum disorder

and intellectual disability in Nigerian adolescents, and to make rec-

ommendations for measures to be included within a future validation

study.

Method: Findings of a recently completed systematic review were

used to select four screening tools (two for each of autism spectrum

disorder and intellectual disabilities), which were presented to a focus

group conducted following the guidelines for use of the nominal

group technique. The group was comprised of a parent and

professionals.

Results: Autism spectrum disorder: The group reviewed the Social

Communication Questionnaire (SCQ) and the Autism Spectrum Quo-

tient (AQ-10), and the SCQ was agreed as the most appropriate for

use. Intellectual disability: The Child and Adolescent Intellectual Dis-

ability Screening Questionnaire (CAIDS-Q) and the Screener for Intel-

ligence and Learning Disabilities (SCIL) were reviewed, and the SCIL

was agreed as the most appropriate. Minor adjustments were made

for cultural appropriateness.

Conclusions: The SCQ was preferred as it has two versions; lifetime

and current, which will enable information gathering for adolescents

who had never been screened. The SCIL was validated for use with a

broad age range. Inclusion of the DSM-5 items, and the wide age

range made it a preferred option.

Odor detection in children with profound intellectual and multiple

disabilities

Geneviève Petitpierre1, Juliane Dind1, Catherine De Blasio1

1 University of Fribourg, Fribourg, Switzerland

Background: Olfactory perception is a "basal" sensory modality. The

olfactory functioning of people with profound intellectual and multi-

ple disabilities is poorly known, even if it is highly stimulated in edu-

cational tasks. This study aims to identify the signs and

manifestations of olfactory reception (i.e., odor detection) in children

with profound intellectual and multiple disabilities.

Method: Twenty-two children with profound intellectual and multiple

disabilities (7–18 years old; M=13.09; SD=3.3) were exposed to

Sniffin' Sticks with 18 odors versus a neutral condition (empty stick) in

a within-groups design. The set of stimuli has been chosen with the

research partners. Both the order and the side of stimuli presentation

have been counterbalanced. Participants' behaviours were filmed in

odor versus neutral conditions. Participants' odor detection responses

were inferred from behavioural data such as head alignment on the

stick, smiles, vocalizations, mouth movements, grimaces, global motor

movements, etc. Data have been coded using EUDICO Linguistic

Annotaor (ELAN, v. 5.9) in terms of occurrences or duration. Inter-

observer reliability, calculated on 20% of the data, was found to

be fair.

Results: Analyses are currently in progress. Conclusions: The results

are expected to enable a better understanding of children's odor

treatment skills.

Following children with severe disabilities and their parents through

a communication intervention

Anna Rensfeldt Flink1, Malin Broberg2, Karin Strid2, Gunilla

Thunberg1, Jakob Åsberg Johnels1

1University of Gothenburg, Department of Health and Rehabilitation,

Göteborg, Sweden; 2University of Gothenburg, Department of

Psychology, Göteborg, Sweden

Background: We aimed to 1) identify change in parent-child commu-

nication following the parents' participation in a communication

course and 2) to explore how parents' experiences of the intervention

related to observed, communicative behaviours in parent and child.

Method: Participants were two children with severe to profound

intellectual and multiple disabilities and their mothers. Data consisted

of filmed parent-child play with repeated measures before, during and

after the communication course and longitudinal parent interview

data. Filmed data were coded for parents' communication style and

use of alternative and augmentative communication (AAC) and chil-

dren's interactive engagement and were statistically analyzed. Parent

interviews were analyzed thematically.

Results: The statistical analysis revealed no patterns of change. The

parents experienced that the intervention was a process that affected

their knowledge and thinking about communicating with their chil-

dren. Both parents also exemplified changed, communicative behav-

iours on their part.

Conclusions: The failure to observe any actual change in communica-

tive behaviours raises questions about the relationship between

parental knowledge, skills and implementation as well as the mecha-

nisms of change in communication development for children with pro-

found intellectual and multiple disabilities. A number of

methodological issues, including choice of outcome measures, are

considered, but so is the nature of parental communicative training

and change.

Co-production of a multisensory music drama intervention for a

student with profound intellectual and multiple disabilities

Linn Johnels1, Simo Vehmas1, Shakila Dada2, Jenny Wilder1

1Stockholm University, Stockholm, Sweden; 2University of Pretoria,

Pretoria, South Africa
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Background: The knowledge regarding educational support for chil-

dren with profound intellectual and multiple disabilities needs to be

developed. Research has stressed that social interaction, including

music therapy, may contribute to enhanced alertness and engagement

in people with profound intellectual and multiple disabilities. Multisen-

sory music drama (MSMD) is a partly new pedagogical approach com-

bining interactive music with props-supported story presentation. The

aim of this study is to describe the co-production process between a

teacher of a student with profound intellectual and multiple disabil-

ities and a researcher while developing MSMD sessions. Research

questions focus on the teacher's perspectives of the feasibility of

MSMD in the school context and with a student with profound intel-

lectual and multiple disabilities.

Method: A qualitative approach with stimulated recall interviews were

used to investigate the applicability of MSMD in the pedagogic con-

text as well as to form and iteratively improve MSMD in design-based

cycles.

Results: Preliminary findings will be presented, which may reveal

implications for research and practice concerning feasibility of the

MSMD intervention and research designs of co-production between

stakeholders to students with profound intellectual and multiple dis-

abilities and researchers.

Conclusions: It will potentially contribute to the evidence-based

knowledge of how to support development and educational

approaches for the target group.

Caring for unfamiliar persons with profound intellectual and multiple

disabilities

Meike Engelhardt1

1Ludwig-Maximilians-University of Munich, Munich, Germany

Background: Persons with profound intellectual and multiple disabilities

are highly dependent on others to get their needs fulfilled (Granlund,

Wilder, & Almqvist, 2015). Therefore, high-quality care is crucial. One

important element of care is the relationship between direct support

persons (DSPs) and the person with profound intellectual and multiple

disabilities (Nieuwenhuijse et al., 2020). This study addresses the experi-

ences DSPs have made in caring for unfamiliar persons with PIMD.

Implications are derived on how high-quality care can be assured in such

care scenarios.

Method: A multi-perspective approach revealed the experiences of

twelve participants (seven professional DSPs, three relatives, two per-

sons without experience with people with profound intellectual and mul-

tiple disabilities) within a group discussion and three problem-centered

interviews. Data collection and analysis were oriented towards

Grounded Theory Methodology (Strauss, 1998; Strauss & Corbin, 1996).

Results: Caring for people with profound intellectual and multiple dis-

abilities goes along with different forms and degrees of insecurity in

DSPs. Handling these insecurities covers various strategies: unassisted

acting, cooperation and adhering to common (institutional)

regulations.

Conclusions: The study revealed the complexity of having to deal with

insecurities in care situations including unfamiliar persons with pro-

found intellectual and multiple disabilities. Actions to support DSPs in

such scenarios need to be undertaken. A follow-up study focuses on

the role assistive technology could play to do so.

Odor detection in children and teens with profound intellectual and

multiple disabilities

Graziela Leite Costa1, Jelena Vukovic1, Geneviève Petitpierre2, Juliane

Dind2

1University of Fribourg, Faculty of Science and Medicine, Fribourg,

Switzerland; 2University of Fribourg, Department of Special Education,

Fribourg, Switzerland

Background: People with profound intellectual and multiple disabil-

ities are polymedicated. Some drugs have side effects on odor

and/or taste through neurological mechanisms. This study aims to

study the influence of medication on the olfactory detection

responses in children and teens with profound intellectual and mul-

tiple disabilities.

Method: Twenty-two children and teens with profound intellectual

and multiple disabilities (7-18 years old; M=13.09; SD=3.3) took part

in this between-groups study design. The participants' psychopharma-

cological profile was determined after analysis of their drug consump-

tion. Sub-groups were formed based on known effects of drugs on

olfaction and/or taste according to PubMed, Swissmedicinfo and

Micromedex. Participants were exposed to two Sniffin' Sticks with ali-

mentary standardized odors (orange, garlic). Both the order and the

side of stimuli presentation were counterbalanced. Participants'

behaviours were filmed in odor versus neutral condition. The

response variable is head alignment on the stick. Data have been

coded using EUDICO Linguistic Annotaor (ELAN, v. 5.9) in terms of

occurrences or duration. Inter-observer reliability, calculated on 20%

of the data, was found to be fair.

Results: Analyses are currently in progress.

Conclusions: The results are expected to enable a better understand-

ing of children's odor treatment condition.

Research agenda for profound intellectual and multiple disabilities

from professionals' perspective

Johanna Douma1, Judith van der Molen1, Aly Waninge2, Annette van

der Putten1

1University of Groningen, Groningen, The Netherlands; 2Hanze University

of Applied Sciences Groningen, Groningen, The Netherlands

Background: Persons with profound intellectual and multiple disabilities

may benefit from research that is specifically targeted at them and their

support. This study aims to identify research priorities from profes-

sionals' perspective, as input for further research.

1350 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1350 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


Method: A broad range of Dutch professionals in the support of per-

sons with profound intellectual and multiple disabilities participated in

this study. The research agenda was composed based on three

phases. The first phase consisted of an online inventory of themes or

questions professionals deemed important for future research. Profes-

sionals were asked to mention up to five questions that persons with

profound intellectual and multiple disabilities might benefit from if

studied. In the second phase, professionals could choose their priori-

ties from main themes and sub-themes that were based on analyses

of the first phase. The third phase consists of a focus group with pro-

fessionals, in which the preliminary research agenda can be discussed.

Results: This study is currently being conducted. We aim to present a

final research agenda regarding profound intellectual and multiple dis-

abilities from Dutch professionals' perspective.

Conclusions: The research agenda for profound intellectual and multi-

ple disabilities from professionals' perspectives can be used as

practice-based input for further research. Additionally, answers avail-

able from research that are supposed to be of benefit can be shared

with or implemented in practice.

Emotions in daily life of people with profound intellectual and

multiple disabilities: Analysing the influence of physiological changes

Torsten Krämer1, Gašper Slapničar2, Jakob Valič2, Mitja Lustrek2

1Heidelberg University of Education, Heidelberg, Germany; 2Jožef Stefan

Institute, Ljubljana, Slovenia

Background: Due to the highly individual behaviour signals of people

with profound intellectual and multiple disabilities, achieving a deeper

insight into their emotional expression is difficult. Our research aims to

discern the potential relationship between physiological changes and

inner states to reduce their dependence on others, improve their com-

munication and address their needs.

Method: Within a single case research approach, baseline phases and

daily activities of two persons with profound intellectual and multiple

disabilities were recorded with additional measurement of heart rate

(variability) for more than seven months. Afterwards, the recordings

were annotated using an emotional valence scale. These annotations

of inner states serve as the basis for statistical analysis regarding

physiological differences between the different activities and for

training of machine-learning models.

Results: Regarding the correlation between heart rate (variability)

and inner states, an evaluation is conducted to analyse the

assumption of their meaningful relationship followed by testing if

the features of different inner states are statistically different. To

predict the potential inner state, machine-learning models are cre-

ated and evaluated using established machine-learning metrics. The

results will be presented.

Conclusions: The results will broaden the understanding of emotional

expression of people with profound intellectual and multiple disabil-

ities, and provide implications for their daily life embedded in a quality

of life concept.

Assessing cognition of persons with PIMD with the Tactile Working

Memory Scale

Emmi Tuomi1, Riikka Lindström2, Aarno Laitila3, Virpi-Liisa Kykyri3,

Tuija Aro3

1University of Jyväskylä, Helsinki, Finland; 2University of Helsinki,

Helsinki, Finland; 3University of Jyväskylä, Jyväskylä, Finland

Background: The aim of this study was to develop and adapt methods

of assessing cognition, especially the working memory, in individuals

with profound intellectual and multiple disabilities, and therefore

often considered as difficult to be assessed by standardized psycho-

logical assessment instruments.

Method: Three young person with severe or profound intellectual and

multiple (including sensory) disabilities participated this qualitative

research. They were assessed with individually modified Bayley Scales

III. The assessments were video recorded and further analyzed by

using the Tactile Working Memory Scale (TWMS), a method for

observational assessment of persons with congenital deafblindness.

Results: Preliminary results about the usability of the TWMS to assess

persons with profound intellectual and multiple disabilities, and the

inter-rater reliability of observations through TWMS, will be pres-

ented. These preliminary results suggest that the TWMS is an applica-

ble method for analyzing tactile working memory in videoed

assessments, with some limitations regarding the environmental and

interactional arrangements of the situations.

Conclusions: Based on the preliminary results, there are applicable

methods and practices to assess cognition of persons with profound

intellectual and multiple disabilities, but the elements of interaction,

environmental elements and the assessor and observer effects must

be regarded carefully.

Ecological self-awareness (ESA) development in children with PIMD:

a longitudinal study

Juliane Dind1

1Université de Fribourg, Fribourg, Switzerland

Background: The aim of the study is to observe the evolution of ESA

expressions 5 years after a first measurement.

Method: ESA is a primary and pre-reflexive form of self-awareness,

developed through the interaction of the infant with its body and

physical environment. The Self-Awareness Observation List for chil-

dren with profound intellectual and multiple disabilities (SAOL-PIMD)

(Dind, 2020) was developed in order to observe expressions of ESA in

this target-group. In 2015, the SAOL-PIMD was administered to

18 children with profound intellectual and multiple disabilities (aged

7-12 years). Results allowed to distinguish three profiles of ESA

expressions, contrasted by the quantity, diversity and complexity of

behaviors expressed. Five years later, the SAOL-PIMD has been

administered again to five participants, following the same procedure.

Results: Analysis are currently in progress.
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Conclusions: This longitudinal study is the first to observe the devel-

opment of ESA in children with PIMD. It will allow to verify if ESA

develops naturally in children with PIMD over the years as in typical

children. Next step will be to implement an intervention program

aiming to teach ESA related skills.

Track 3d: Diverse Conditions

PRESENTATIONS IN A SYMPOSIUM

The body in diagnostics and interventions

The body experience questionnaire for adults with mild intellectual

disability or borderline intellectual functioning: Development and

initial evaluation

Manon Smit1, Mia Scheffers1, Claudia Emck2, Jooske van

Busschbach1, Peter Beek2

1Windesheim University of Applied Sciences, Zwolle, The Netherlands;
2Vrije Universiteit Amsterdam, Amsterdam, The Netherlands

Background: Body experience is an important facet of psychoso-

cial functioning that affects one's (mental)health and behaviour.

To date, no questionnaire exists to measure body experience in

adults with mild intellectual disability or borderline intellectual

functioning. Therefore, the aims of this study were to develop a

Body Experience Questionnaire (BEQ) tailored specifically to this

group, and to evaluate its applicability, comprehensibility and

reliability.

Method: The BEQ-mb was developed in five stages: concept develop-

ment, focus group with six psychomotor therapists, cognitive inter-

views with five-, and pilot testing with 85 adults with mild intellectual

disability or borderline intellectual functioning, and evaluation of the

results of the pilot test.

Results: Some of the BEQ-mb items were evaluated as too abstract

and therefore revised or removed. The internal consistency is good

for the total scale (α = 0.84) and the subscales body awareness

(α = 0.84) and body satisfaction (α = 0.80), but low for the subscale

body attitude (α = 0.48). The test-retest reliability is excellent for the

total scale and the subscales (ICC = 0.76 - 0.85).

Conclusions: With the development of the BEQ-mb, new opportuni-

ties for clinical examination and research on body experience are

unlocked. Future research is needed to investigate its structural and

convergent validity.

Interoceptive awareness and coping skills in relation to aggressive

behaviour in people with mild intellectual disability or borderline

intellectual functioning

Tamara Bennink1, Tina Bellemans1, Mia Scheffers1, Manon Smit1

1Windesheim University, Zwolle, The Netherlands

Background: Psychomotor therapy (PMT) is often used in Dutch care

facilities to reduce aggressive behaviour in people with mild intellec-

tual disability or borderline intellectual functioning. The aim of the

present study is to evaluate the impact of interoceptive awareness

(IA) and adequate coping skills (CS) on aggressive behaviour, and the

correlation between these two mechanisms.

Method: Participants with mild intellectual disability or borderline

intellectual functioning (n = 218) completed the Anger Bodily Sensa-

tions Interview - intellectual disabilities (ABSI-id) and the Coping

Inventory for Stressful Situations (CISS-21). Their caregivers com-

pleted the Social Dysfunction and Aggression Scale (SDAS-9). IA and

CS in the aggressive group (n = 111) and the non-aggressive group

(n = 54) were compared. The correlation between IA and CS, and the

difference in correlations between the aggressive and non-aggressive

groups were also evaluated.

Results: The aggressive group scored significantly higher on IA than

the non-aggressive group, while the non-aggressive group scored sig-

nificantly better on task-oriented CS. Correlations between IA and CS

were moderate.

Conclusions: Future research is needed to further clarify the impact

of IA and CS on aggressive behaviour.

Clients' experiences of psychomotor therapy for anger regulation

problems and aggressive behaviour

Tina Bellemans1, Nienke Peters-Scheffer2, Robert Didden2, Jooske

van Busschbach3

1Windesheim University of Applied Sciences, Leusden, The Netherlands;
2Radboud University, Nijmegen, The Netherlands; 3Windesheim

University of Applied Sciences, Zwolle, The Netherlands

Background: Psychomotor therapy (PMT), an experiential treatment

with body experience and movement as cornerstones of its approach,

is often applied in Dutch clinical practise to address aggressive behav-

iour in people with mild intellectual disabilities or borderline intellec-

tual functioning. The aim of this study is to explore clients'

experiences of PMT.

Method: Seven clients were interviewed about the perceived out-

comes and the helpful aspects of PMT. All clients completed their

treatment a month prior to the interview. An Integrative Phenomeno-

logical Analysis was used to analyse the data.

Results: According to the clients, becoming aware of increasing ten-

sion and/or learning to down regulate the tension were targeted at in

therapy. They emphasised both the possibility to learn by doing as

well as the therapeutic alliance as essential to create a save though

motivating context where clients can experiment with alternative

behaviour. As a result, the clients perceived fewer aggressive out-

bursts and an increased self-esteem.

Conclusions: People with mild intellectual disabilities or borderline

intellectual functioning experience PMT as a helpful intervention to

learn to deal with anger and aggression. By taking the body as a

starting point in PMT, opportunities are created to explore as well as

to experiment with emotion recognition and (new) behaviour.
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Evaluation of a psychomotor intervention for people with mild

intellectual disabilities or borderline intellectual functioning who

have experienced sexual abuse

Marieke Leeflang1, Jooske van Busschbach1, Mia Scheffers1, Irma De

Leeuw1

1Windesheim University of Applied Sciences, Zwolle, The Netherlands

Background: People with mild intellectual disability or borderline

intellectual functioning who have experienced sexual abuse, experi-

ence a broad range of behavioural, psychological and body-related

problems. The aim of the present study is to evaluate a recently devel-

oped psychomotor intervention, based on theory and practice-based

consensus. This intervention aims to regain a feeling of safety by

recovering contact with and control over the body and by enhancing

contact with other people. Improving body experience, regulating

arousal and emotions and obtaining adaptive coping skills are impor-

tant themes.

Method: Within a (non-concurrent) multiple baseline across sub-

jects design, ten participants weekly report on designated out-

comes using a personalised questionnaire. In addition, the short

version of the Brief Symptom Inventory (BSI-18), the Diagnostic

Interview of Trauma and Stressors for people with MID (DITS-

MID), the Coping Inventory for Stressful Situations (CISS-

21) and the Body Experience Questionnaire for MID-BIF (BEQ-

mb) were administered at baseline, pre- and post- intervention and

at follow-up.

Results: Data are currently being collected. The intervention and pre-

liminary results will be presented.

Conclusions: This study contributes to the development

of an evidence-based psychomotor intervention, focused on regaining

a feeling of safety and diminishing the negative impact of sexual

trauma for people with mild intellectual disabilities or borderline intel-

lectual functioning.

ORAL PRESENTATIONS

Epilepsy and nonepileptic myoclonus in adults with Angelman

syndrome

Rianne de Jong2, Marie-Claire de Wit2, Dederieke Festen2

1ASVZ, Sliedrecht, The Netherlands; 2Erasmus Medical Center,

Rotterdam, The Netherlands

Background: Epilepsy occurs frequently in individuals with Angelman

syndrome. In a Dutch study on Angelman syndrome in adulthood, epi-

lepsy appeared to change into adulthood. Some adults developed pro-

longed episodes of rhythmic shaking while awake, known as

nonepileptic myoclonus (NEM). The aim of this study was to provide

insight into the characteristics of epilepsy and nonepileptic myoclonus

in Angelman syndrome in adulthood.

Methods: A descriptive, cross-sectional study was conducted among

adults with Angelman syndrome. Information was obtained by ques-

tionnaires, (telephone) interviews and study of medical records and

video fragments.

Results: 67 adults with Angelman syndrome (aged 18-82 years), of

whom 84% had epilepsy, were included in the study. Active sei-

zures were present in 41% of the adults. Tonic-clonic seizures and

absences were most common. Anti-epileptic drug (AED) withdrawal

failed in 86%. NEM occurred in 25 adults, and started first in

puberty. Duration of the episodes varied from seconds to hours.

Triggers for NEM were identified in 88% of adults. Most frequent

triggers were fast or unexpected movements, tiredness, menstrua-

tion and illness.

Conclusions: A significant number of the adults with Angelman syn-

drome still experience seizures, and AED withdrawal failed in the

majority. Nonepileptic myoclonus is common in adults, and often trig-

gers can be identified.

Identifying barriers to quality of life in charge syndrome:

A systematic review and meta-analysis

Andrea Thomas1, Caitlin Williams1, Jeremy Kirk2, Chris Oliver1,

Caroline Richards1

1University of Birmingham, Birmingham, UK; 2Birmingham Women's and

Children's NHS Foundation Trust, Birmingham, UK

Background: CHARGE syndrome (OMIM #608892) is a rare multi-

system neurogenetic condition associated with variants in the

CHD7 gene. The aim of the study was to systematically review

the prevalence of behavioural and comorbid psychological, cogni-

tive and physiological characteristics reported in the CHARGE syn-

drome literature.

Method: In accordance with PRISMA guidelines, the databases Ovid

MEDLINE, Ovid PsycINFO, Ovid Embase, and PubMed were searched

from database inception to May 2019 using OMIM terms for

CHARGE syndrome. Pooled prevalence estimates were calculated

using reliable, prespecified quality weighting criteria. The sensitivity of

the results was analysed and meta-regression was conducted to iden-

tify the influence of co-occurring characteristics as a potential source

of heterogeneity.

Results: Of the 46 eligible studies, data could be extracted for

1,860 participants. Among these, prevalence estimates were

highest for developmental delay (79%), intellectual disability (63%),

aggression (51%), self-injurious behaviour (47%) and sleep difficul-

ties (46%). Meta-regression indicated statistical associations

between self-injury and aggression, Autism and gross motor diffi-

culties, sleep difficulties and heart defects and sleep difficulties and

growth deficiency.

Conclusions: The review is the first to provide quality weighted

pooled prevalence estimates for diagnostic signs, behavioural, psycho-

logical, cognitive and physiological characteristics, and comorbidities

associated with a diagnosis of CHARGE syndrome.
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Pediatrician's perspectives of the Autism Spectrum Disorder (ASD)

Diagnostic Hub model

Golnaz Ghaderi1, Nicole Hammond1, Christina Hanna1, Jane Heintz-

Grove2, Elizabeth Macklin2, Virginie Cobigo1

1University of Ottawa, Ottawa, Canada; 2Children's Hospital of Eastern

Ontario, Ottawa, Canada

Background: In response to a provincial need to increase access to

timely assessment of autism spectrum disorder (ASD), a community-

based capacity building model, the Diagnostic Hub, was developed in

Ottawa, Canada. This model was designed by a specialized children's

treatment centre, wich provided specialized support to community

pediatricians to assess clients under the age of four with a suspected

diagnosis of ASD. The present study is a program evaluation of this

quality improvement initiative.

Method: Six participating pediatricians (n=6) agreed to participate in

the semi-structured interviews consisting of 18 questions, which

lasted between 20–30 minutes. The interviews were intended to

gather perspectives of the pediatricians regarding the Diagnostic Hub

model. The pre-structured case summary approach was used to ana-

lyze the data.

Results: Four primary themes emerged: the training offered, the multi-

disciplinary approach, the network of support, and the communication

with the lead organization. Model strengths included the specialized

training and access to resources and ASD specialists, while improve-

ments could be made to reduce the post-assessment workload.

Conclusions: Preliminary evidence suggests that participation in the

Diagnostic Hub may increase access to resources and support which

in turn, may increase ASD assessment and diagnostic capacity among

community-based pediatricians.

Intellectual disability and behavioural problems in Smith-Magenis

syndrome

Cathelijne Linders1, Agnies van Eeghen1, Esther de Rooij-Askes1,

Marie-José van den Boogaard2, Erik Boot1

1's Heeren Loo, Amersfoort, The Netherlands; 2Universitair Medisch

Centrum Utrecht, Utrecht, The Netherlands

Background: Smith-Magenis syndrome (SMS) is a genetic neu-

rodevelopmental disorder characterized by intellectual disability and

major sleep and behavioural disturbances. SMS is caused by a

17p11.2 deletion or mutation of the RAI1 gene. This retrospective

study explored intellectual disability severity and behavioural prob-

lems in these groups.

Method: We reviewed medical records from 84 individuals (aged

0-45 years), ascertained through a Dutch SMS specialty clinic.

Results: We included a total of 66 individuals with data on intellectual

disability (n=53) and behavioural problems obtained with the Child

Behaviour Checklist (n=39). Forty-seven individuals (71%) had a

17p11.2 deletion and 19 (29%) a RAI1 mutation. The proportion of

moderate/severe intellectual disability was higher (p=0.01) and

median full scale IQ scores were lower (56.0 vs. 73.5, p=0.001) in the

17p11.2 deletion group. Median CBCL 6-18 scores were higher in the

RAI1 group for: total (73.5 vs 66.0, p=0.02), somatic complaints (68.0

vs. 57.0, p=0.000), withdrawal/depression (69.5 vs. 55.0, p=0.02), and

internalizing behaviour (66.0 vs. 55.0, p=0.002).

Conclusions: The results suggest that intellectual functioning is higher

and behavioural problems are more severe in individuals with a RAI1

mutation compared to those with a 17p11.2 deletion. This supports

that genotype must be taken into account in research and clinical

practice.

Engaging people with Down syndrome in a virtual drawing task: An

experimental study

Stefan Michalski1, Caroline Ellison2, Tobias Loechester2, Ancret

Szpak2

1 University of South Australia, Adelaide, Australia; 2University of South

Australia, Magill, Australia

Background: Down syndrome is a cause of intellectual disability which

can greatly undermine an individual's success in learning environments.

Participation in new and enjoyable activities, such as virtual reality (VR),

may improve in-class behaviour and engagement. The primary aim of

this study was to assess whether a VR leisure experience would

improve classroom behaviour in young adults with Down syndrome.

Method: Seventeen young adults with Down syndrome were rec-

ruited from an organisation in South Australia. All participants com-

pleted two interventions in a within-subjects design: drawing in VR

(Tilt Brush, developed by Google) and conventional drawing (paper

and pencils). Participants returned to usual classroom activities after

each intervention, on two separate days. On a seven-point scale, two

educators observed changes in behaviour from better (+3) to worse

(�3). Specifically, educator's assessed changes in mood, attention,

activity, impulses, anxiety and withdrawal.

Results: Classroom behaviour significantly improved after VR drawing

and conventional drawing, respectively. Irrespective of the interven-

tion, participant's mood, attention and overall behaviour significantly

improved. No significant differences were found between VR drawing

and conventional drawing interventions.

Conclusions: This study adds to a sparse literature, demonstrating the

benefits of a VR exposure to improve learning experiences for young

adults with Down syndrome.

Arterial stiffness, physical activity and sedentary levels in adults with

and without Down syndrome

Guillermo R. Oviedo1, Manel Font-Farré1, María Carb�o-Carreté2,

Myriam Guerra-Balic1, Sandra Sim�on-Siles1, Casimiro Javierre2

1FPCEE Blanquerna - Universitat Ramon Llull, Barcelona, Spain;
2Universitat de Barcelona, Barcelona, Spain
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Background: To describe and compare physical activity levels

(PAL), sedentary behaviours (SB) and arterial stiffness (AS) in adults

with and without Down syndrome.

Method: Sixteen adults with Down syndrome (27±5yrs) and 16 adults

without Down syndrome (27±5yrs) participated in this study.

Informed consent was signed by each participant and legal guardians.

Brachial and central systolic and diastolic blood pressure (BSP; BDP;

CSP; CDP), central augmented pressure (AP), augmentation index

(AIx), AIx normalized at 75 beats/min (AIx@75) and AS (carotid-

femoral pulse wave velocity [cfPWV]) were measured by using the

SphygmoCor-Xcel device. PAL and SB were assessed with GT3X-

Actigraph accelerometers.

Results: Non-significant differences were found for SB (Down Syn-

drome = 458.48±108.78 vs. non-Down syndrome = 515.35

±71.78 min/day), BSP/BDP (DS=116.31±10.9/68.4±9.3 vs. Non-

Down syndrome=123.43±8.8/71.6±6.6 mmHg); CSP/CDP

(DS=103.6±8.5/61.1±9.3 vs Non-DS=107.0±7.6/71.6±6.6 mmHg)

and cfPWV (Down syndrome=5.5±.6 vs. Non-DS=5.8±.7 m/sec). The

non-DS-group engaged in more moderate to vigorous PA than the

Down syndrome group (66.71±22.10 vs. 31.76±17.37 min/day). The

AP (Down syndrome=6.4±2.7 vs. non-Down syndrome=1.8

±3.2 mmHg); AIx (DS=18.1±6.3 vs Non-Down Syndrome=4.9±10.3)

and the AIx@75 (DS=12.3±8.8 vs non-Down syndrome=-1.6±11.7)

were significantly higher in the Down syndrome group.

Conclusions: In the present study, both groups had similar values of

central and peripheral blood pressure. Nevertheless, the Down syn-

drome group showed higher AP, AIx and AIx@75 values, which may

be due to a higher aortic wave reflection.

Evaluating social cognition outcome measures in youth with Down

syndrome

Emily Hoffman1, Anna Esbensen1, Emily Schworer1

1Cincinnati Children's Hospital Medical Center, Cincinnati, Ohio, USA

Background: A 2015 NIH working group on Down syndrome iden-

tified the need for evidence-based outcome measures, and cur-

rently no measure of social cognition has been validated in youth

with Down syndrome.

Method: Seventy-four youth ages six to 19 years old with Down syn-

drome were assessed on social cognition subtests of the NEPSY-II

[Theory of Mind (ToM) and Affect Recognition] at two time points.

Caregivers also completed the Social Responsiveness Scale, 2nd edi-

tion (SRS-2). Measures were evaluated for feasibility, test-retest reli-

ability, practice effects, and convergent validity.

Results: Regarding feasibility, 87% completed the ToM, 71% com-

pleted Affect Recognition, and 77% of parents completed the SRS-2.

Test-retest reliability ranged from poor to excellent (ICC = .40-.92),

practice effects were not found, and convergent validity was poor to

adequate.

Conclusions: All social cognition measures met criteria for a portion of

the psychometric indices evaluated and would be appropriate for use

in clinical trials with youth with Down syndrome. Results suggest the

ToM subtest was the strongest measure, with high feasibility, ade-

quate test-retest, no practice effects and adequate validity.

Knowledge gaps in Tuberous Sclerosis Complex

(TSC)-Associated Neuropsychiatric Disorders (TAND) research: A

scoping review

Stephanie Vanclooster1, Stacey Bissell2, Agnies van Eeghen3, Liesbeth

De Waele4, Anna Jansen5, Petrus de Vries6, TANDem Consortium7

1Vrije Universiteit Brussel, Brussels, Belgium; 2University of Birmingham,

Birmingham, UK; 3Erasmus Medical Centre, Rotterdam, The Netherlands;
4UZ Leuven, Leuven, Belgium; 5University Hospital Brussels, Brussels,

Belgium; 6University of Cape Town, Rondebosch, South Africa;
7International TANDem Consortium, Leuven, Belgium

Background: Tuberous Sclerosis Complex (TSC)-Associated Neuro-

psychiatric Disorders (TAND) encapsulates the non-physical charac-

teristics associated with Tuberous Sclerosis Complex. Across the

TAND levels of behavioural, psychiatric, intellectual, academic, neu-

ropsychological and psychosocial difficulties, seven “natural clus-

ters” have been identified. However, a comprehensive review of

the TAND research literature across levels, methodologies and clus-

ters has not been performed to date.

Method: Using a scoping review methodology, a systematic search of

12 electronic databases was conducted in February and March 2020.

In accordance with PRISMA guidelines, inter-rater reliability was

established by two reviewers at each stage of abstract screening, full

text review and data extraction. Quality appraisal ratings were also

assigned to determine the overall quality of published TAND studies.

Results: 2,841 results were returned, with 231 studies included in the

final analysis after sequential elimination (67% cohort studies, 20%

case studies, 13% animal studies). Few studies explored TAND mani-

festations in older adults (<1%), with an overall paucity of interven-

tional TAND research and studies specifically relating to scholastic

and psychosocial quality of life clusters.

Conclusions: This scoping review contextualises the existing TAND

research landscape. It is evident that several TAND clusters are

under-researched. Greater emphasis also needs to be given to remote

methodologies and behavioural interventions in future TAND

research.

Clinical variability in individuals with ATR-X syndrome in the

Netherlands

Anne Noordhuis-Zijderveld2, Dederieke Festen2, Arooj Kharl2,

Marloes van Gastel3, Madeleine Hartmann4, Hennie Bruggenwirth2,

Shimriet Zeidler2

1ASVZ, Sliedrecht, The Netherlands; 2Erasmus Medical Centre,

Rotterdam, The Netherlands; 3ORO, Helmond, The Netherlands; 4ATR-x

Syndrome Netherlands Foundation, Weert, The Netherlands
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Background: The Alpha Thalassemia mental Retardation syndrome, X-

linked (ATR-X syndrome) is a rare genetic disorder characterized by

alpha thalassemia, intellectual disability, facial characteristics and geni-

tal abnormalities. Detailed descriptions of the clinical phenotype are

rare. The aim of this study was to describe the clinical phenotype of

ATR-X syndrome.

Methods: Data was collected through questionnaires, interviews,

physical examination and the study of medical records.

Results: Twenty-two individuals, aged 2-68 years old, were included.

Three individuals were deceased at the time of the study. All individ-

uals had a variable degree of intellectual disability. Alpha thalassemia

was found in 30% and genital abnormalities in 70% of the individuals.

First health problems, most frequently feeding problems, started in

the neonatal period in the majority. Other main reported health prob-

lems were reflux (59%), constipation (72%), periods of not eating or

drinking (45%), heart defects (28%), epilepsy (33%), scoliosis/kyphosis

(48%), visual impairment (61%) and hearing loss (38%). Behavioral

problems (90%) and sleeping problems (64%) also occurred frequently.

Conclusions: We report on the largest cohort of clinically studied indi-

viduals, including the oldest individuals, reported to date. Clinical

knowledge is essential to improve care for the individuals with ATR-X

and to evaluate future therapies for this group.

The power of 1: N-of-1 studies in rare genetic neurodevelopmental

disorders

Annelieke Müller1, Marion Brands2, Peter van de Ven2, Kit Roes3,

Martina Cornel2, Clara van Karnebeek3, Frits Wijburg2, Joost Daams2,

Erik Boot1, Agnies van Eeghen1

1's Heeren Loo, Amersfoort, The Netherlands; 2Amsterdam University

Medical Center, Amsterdam, The Netherlands; 3Radboud University

Medical Center, Nijmegen, The Netherlands

Background: Millions of people worldwide are affected by one of the

nearly 6000 rare genetic disorders, often associated with intellectual dis-

ability. Interventional research is challenging due to vulnerable, small and

heterogeneous patient populations. To improve the use of N-of-1 studies,

randomized, controlled, multiple crossover trials within single patients, in

rare genetic neurodevelopmental disorders, we systematically reviewed

the literature and formulated recommendations for future studies.

Method: EMBASE and MEDLINE were searched for N-of-1 studies in

rare genetic neurodevelopmental disorders. Information was recorded

on types of interventions, outcome measures, validity, strengths and

limitations. Qualitative and descriptive analyses were performed.

Results: Twelve studies met inclusion criteria, including both single trials

and series. Main strengths were the use of personalized and clinically

relevant outcomes. Limitations included lack of power analyses and the

use of ancillary statistical analyses. Generalizability was compromised

due to limited use of validated and generalizable outcome measures.

Conclusions: Properly executed N-of-1 studies may provide a power-

ful alternative to larger randomized controlled trials in rare disorders.

We provide recommendations for future N-of-1 studies with a focus

on patients with ID, ultimately optimizing evidence-based and

personalized care.

Methylphenidate for ADHD in Smith-Magenis syndrome: A protocol

of an N-of-1 series

Annelieke Müller1, Janneke Zinkstok2, Nanda Rommelse3, Peter van

de Ven4, Kit Roes3, Frits Wijburg4, Erik Boot1, Agnies van Eeghen1

1's Heeren Loo, Amersfoort, The Netherlands; 2University Medical Centre

Utrecht, Utrecht, The Netherlands; 3Radboud University Medical Center,

Nijmegen, The Netherlands; 4Amsterdam UMC, Amsterdam, The

Netherlands

Background: Smith-Magenis syndrome (SMS) is a rare genetic neu-

rodevelopmental disorder characterized by intellectual disability

(ID) and severe behavioural and sleep disturbances. Many patients

with SMS are diagnosed with attention-deficit/hyperactivity disorder

(ADHD), a condition often treated with methylphenidate (MPH),

although efficacy may differ with regards to aetiology and comorbid-

ity. The primary aim is to examine the effectiveness of MPH in indi-

viduals with SMS and ADHD.

Method: We will apply an N-of-1 series of double-blind randomized

and placebo-controlled multiple crossover trials in six participants.

Each N-of-1 trial will consist of a baseline period, a dose titration

phase, three cycles of alternating intervention periods each followed

by a 7-day washout period, and a follow-up measurement. The pri-

mary outcome measure is the Strengths and Difficulties Question-

naire. Secondary outcome measures include the Emotion

Dysregulation Inventory and Goal Attainment Scaling.

Results: Participants will receive personalized evidence of the effec-

tiveness. Data will be aggregated to investigate the effectiveness of

MPH for ADHD in the whole SMS population.

Conclusions: The protocol presents the first properly powered N-of-1

study in a genetic syndrome incorporating personalized outcome mea-

sures. It provides a much-needed bridge between practice and sci-

ence, ultimately optimizing evidence-based and personalized care.

Initial diagnosis of autism spectrum disorder in adults in the Geneva

area: Clinical, personal and procedural aspects

Markus Kosel1, Auriane Billen2, Fabienne Gerber1, Nader Perroud1

1Geneva University Hospitals, Geneva, Switzerland; 2Geneva Medical

School, Geneva, Switzerland

Background: Our outpatient clinic, affiliated to the Geneva University

Hospitals (Switzerland), is dedicated to mental health of adults with

intellectual and developmental disabilities and/or autism spectrum

disorders. We assessed the new demands for care in 2018, and espe-

cially for diagnostic evaluation of autism spectrum disorders.

Methods: Retrospectively, clinical and demographic data were ana-

lyzed. Our diagnostic assessment of autism spectrum disorders is
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based on a psychiatric interview by experienced clinicians (psycholo-

gist, psychiatrist), screening instruments (Empathy Quotient, Autism

Spectrum Quotient) structured assessments (Autism Diagnostic

Observation Schedule, Autism Diagnostic Interview-Revised) and the

medical history of the developmental period. This is completed by the

assessment of frequent comorbidities such as mood and anxiety disor-

ders, attention deficit disorder, intellectual and developmental disor-

ders, and others.

Results: 86 adults initiated clinical visits in 2018. 43 diagnostic first life-

time ASD assessments were conducted. For 29 patients, a diagnosis of

autism spectrum disorders was established (13 females, 42%; 16 males).

Conclusions: The high number of first lifetime diagnosis of autism

spectrum disorders in adults is intriguing, and especially the important

part of newly diagnosed female patients. Several explications are dis-

cussed, among them: the increasing awareness in patients and clini-

cians, the adequacy of the diagnostic criteria of autism spectrum

disorders for female patients, the importance of immigration.

Exploring sensory profiles in children with neurodevelopmental

conditions

Peter Zentel1, Vera Rössler1

1Ludwig-Maximilians-Universität München, München, Germany

Background: The release of the DSM-5 brought changes to the classi-

fication of autism spectrum disorders. These include highlighting

hyper- and hyporeactivity related to sensory stimuli, as well as empha-

sizing sensory interests as diagnostic criteria. Although sensory fea-

tures are neither pathognomonic nor exclusive for autism spectrum

disorders, they appear to be significantly more common in people with

autism spectrum disorders than in people with other neu-

rodevelopmental disorders.

Method: A thorough understanding of children's sensory specialties is

important because they can lead to behavioral and performance prob-

lems and can interfere with a child's integration into a community. An

understanding of the specific patterns of sensory specialties can help

develop explanatory models for the formation and maintenance of

sensory specialties and it provides the basis for more effective pre-

vention and treatment strategies. The aim of the project is to compare

sensory characteristics of children with ASD with a group of children

with intellectual disabilities as well as with a control group of typically

developing children (N = 30 per group). Sensory specificities are

assessed by the Sensory Profile 2, a short form parent questionnaire

for children.

Results/Conclusions: Similarities and differences of the groups are

discussed and implications for research and practice are elaborated.

Ocular findings in 142 individuals with 22q11.2 deletion syndrome

Emma von Scheibler1, Emy van der Valk Bouman2, Tos Berendschot3,

Noël Bauer3, Levinus Bok4, Pit Vermeltfoort4, Thérèse van

Amelsvoort3, Agnies van Eeghen1, Michiel Houben2, Erik Boot1,

Michelle van Egmond2

1's Heeren Loo, Amersfoort, The Netherlands; 2University Medical Center,

Utrecht, The Netherlands; 3Maastricht University Medical Center,

Maastricht, The Netherlands; 4M�axima Medical Center, Veldhoven, The

Netherlands

Background: 22q11.2 deletion syndrome (22q11.2DS) is a multi-

system disorder caused by heterozygous microdeletions on chromo-

some 22q11.2, with an incidence of 1:3000 live births. Characteristics

include congenital birth defects, intellectual disability and neuropsy-

chiatric disorders. Previous studies on ocular findings in children,

reported an increased prevalence of refractive errors and strabismus.

Method: A retrospective chart review of individuals with 22q11.2DS

who underwent ophthalmic examination in one of three Dutch hospi-

tals. Visual acuity, refraction, orthoptic, fundoscopy and slit lamp

results were extracted.

Results: One hundred and forty-two individuals (44% male, median

age 8.5 [0.0-56.8] years) were included. Retinal tortuosity was

reported in 32%, posterior embryotoxon in 21%, strabismus in 13%,

optic disk abnormalities in 15% and amblyopia in 11%. Three percent

had low vision (≥0.5 logMAR). The majority of individuals had mild

(33%), moderate (24%) or severe (18%) farsightedness. Nearsighted-

ness was seen in 13%. High astigmatism was seen in 27% of individ-

uals. Weak positive correlations were found between age and

astigmatism (p<0.05, R 0.2-0.3) and a shift from farsightedness

towards nearsightedness with age (p<0.05, R0.24-0.26).

Conclusions: Clinicians should be aware of strabismus and amblyopia

in 22q11.2DS at young age and refractive errors at all ages.

Age-related high-frequency hearing loss in adults with microdeletion

22q11.2

Emma von Scheibler1, Josine Widdershoven2, Denise van Barneveld2,

Nina Schröder2, Agnies van Eeghen1, Thérèse van Amelsvoort2,

Erik Boot1

1's Heeren Loo, Amersfoort, The Netherlands; 2Maastricht University

Medical Center, Maastricht, The Netherlands

Background: 22q11.2 deletion syndrome (22q11.2DS) is a multi-

system disorder caused by heterozygous microdeletions on chromo-

some 22q11.2, with an incidence of 1:3000 live births. Characteristics

include birth defects, intellectual disability and neuropsychiatric disor-

ders. We studied hearing loss in adults with 22q11.2DS, an under-

studied topic in this genetic condition.

Method: A retrospective chart review including adults who visited an

otolaryngologist at the 22q11.2 expert center of MUMC+ for routine

health check including audiologic testing. Hearing loss was defined as

>20 decibel at the range of 250-8000Hz.

Results: Thirty-two adults (47% male, mean age 26.3±10.7 years) with

a molecularly confirmed 22q11.2 deletion were included. Hearing loss

was found in 81% (95% CI: 67-96%), of whom 39% had a documented
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history of hearing loss. Forty-one percent of ears showed high-

frequency hearing loss; most commonly sensorineural (45%), followed

by conductive (19%), and mixed (5%). Moderate to weak positive cor-

relations were found between age and hearing loss averaged over

0,5-1-2 kHz (r=0.45 p=0.000) and at 8000Hz (r=0.35, p=0.004).

Conclusions: High-frequency hearing loss appears to be common at a

relatively young age, and increasing with age, in adults with

22q11.2DS. Our findings may have implications for future revisions of

the practical guidelines for managing adults with 22q11.2DS.

The fear of being laughed at in neurodevelopmental disorders

Noémie Treichel1, Jo van Herwegen2, Daniel Dukes1, Andrea

Christiane Samson3

1University of Fribourg, Institute of Special Education, Fribourg,

Switzerland; 2University College London, Institute of Education, London,

UK; 3UniDistance Switzerland, Brig, Switzerland

Background: This study is about gelotophobia, i.e. the fear of being

laughed at, in individuals with different developmental disorders. Indi-

viduals with high-functioning autism spectrum disorder have been

shown to have higher levels of gelotophobia than typically developing

individuals. In this study, we first investigate whether this fear is

syndrome-specific for autism spectrum disorder or whether individ-

uals with other developmental disorders, specifically Williams syn-

drome and Down syndrome, also experience this. Second, we explore

which traits could explain high levels of gelotophobia.

Methods: Parents of individuals with autism spectrum disorder

(N=31), Williams syndrome (N=37) and Down syndrome (N=60)

answered a series of questionnaires about gelotophobia, social impair-

ments and personality traits.

Results: Results confirmed that individuals with autism spectrum dis-

order have significantly higher gelotophobia scores than the other

groups (p's < .001). They also reported comparatively more pro-

nounced social impairments and a higher level of seriousness and bad

mood, as well as a lower level of cheerfulness. A regression analysis

showed that among all these factors, bad mood and seriousness were

the most important predictors of gelotophobia.

Conclusions: The experience of gelotophobia seems to be a specificity

of autism spectrum disorder, which appears to be related to their neg-

ativity bias, rather than to social cognitive impairments.

The process and logistics of testing motor competencies in children

with autism spectrum disorder in the Czech context

Tereza Mozna1, Hana Valkova1

1Masaryk University, Brno, Czech Republic

Background: Motor competencies and their early diagnosis play the

key role in the development of children with autism spectrum disor-

der. The starting point is the use of diagnostic instruments which can

be managed by these children. For the Czech environment, it is neces-

sary to adjust the management and logistics of the standard TGMD-3

and MABC-2 instruments from the original environment. Such adjust-

ments are the aim of the study.

Method: Investigations of motor competencies using TGMD-3 and

MABC-2 were conducted in 37 participants with autism spectrum dis-

order aged 7-10 years. The reactions were recorded: understanding,

implementation, timing.

Results: Children cope with the testing with respect to the following

criteria: before starting the testing, a visualized course is presented.

The last station is a reward. Stations are arranged in a semicircle, pro-

gress arrows visibly marked beginning and end. Subtests are visually

highlighted. Each participant has an assistant, who motivates to com-

plete, but does not intervene. Sufficient time is allowed for probands.

Conclusions: Children with autism spectrum disorder aged 7-10 years

can handle the standardized TGMD-3 and MABC-2 motor tests, with

some adjustments to the communication and motivation channels, as

well as management and logistics of the investigation process. Further

work is being done to specify the manual, including the role of the

assistant.

POSTER PRESENTATIONS

Puberty induction in boys with CHARGE syndrome and

hypogonadism: Experiences of patients and parents

Dieuwerke Dijk1, Gianni Bocca1, Adelita Ranchor1, Conny van

Ravenswaaij-Arts1

1University Medical Centre Groningen, Groningen, The Netherlands

Background: CHARGE syndrome is a rare and complex disorder with

an incidence of 1:15000 to 1:17000 live births and is associated with

a wide range of issues, including, but not limited to, coloboma, con-

genital heart disease, atresia of the choanae, retardation of growth

and development, hypogonadotropic hypogonadism, ear abnormalities

and hearing loss. Due to hypogonadotropic hypogonadism, 60-88% of

children with CHARGE syndrome have no spontaneous pubertal

development and need hormone replacement therapy. There is a lot

of uncertainty about the optimal treatment, including concerns

regarding possible side effects like an increase of behavioural prob-

lems. In boys, decision-making is even more challenging because of

the availability of two different treatment options: human chorionic

gonadotropin (HCG) and testosterone supplementation. We want to

learn more about the effects of the different treatment modalities and

the experiences of boys and men with CHARGE syndrome and their

parents, in order to make a tool to guide the decision-making process.

Method: We aim to achieve this by a mixed-methods approach which

includes in-depth interviews, questionnaires and medical chart review.

Results/Conclusions: Here, we will present the results of the in-depth

interviews.
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Comparison of intelligence tests in children with autism and

impaired adaptive functioning

Chantanee Mungkhetklang1

1Rajanukul Institute, Bangkok, Thailand

Background: To examine the difference between the Stanford Binet

Intelligence Scale-Fifth Edition (SB5) and the Wechsler Nonverbal

Scale of Ability (WNV) in children with low functioning autism.

Method: Thirty-seven children with autism aged 3-15 years

(Mean= 6.45, SD = 3.49), who have Adaptive Behavior Composite

scores from Vineland Adaptive Behavior Scales below than 30, were

assigned. The participants were asked to do the WNV and nonverbal

domain in the SB5. The IQ scores from both tests non-normally dis-

tributed were analyzed using the Wilcoxon signed-rank test.

Results: The results revealed that the IQ scores from the SB5

(Mean = 51.05, SD = 12.07) were significantly higher (Z = -2.483,

p= 0.013) than the WNV (Mean =47.16, SD = 12.23). Furthermore,

the subtest materials in the SB5 are more convincing for low function-

ing autism, as it mostly asks participants to use hands to do trial and

error tasks rather than mostly pointing for the WNV.

Conclusions: The SB5 may be a better choice for pulling out the

potential of the children with low functioning autism, which is usually

underestimated due to their limited language skills. Our results are

expected to raise awareness and enlighten practitioners about the dif-

ferences in various cognitive tests, which would help to enhance the

effectiveness of intelligence assessment of these individuals.

Scoping review of strategies for parent management of elopement

behaviour among children with autism spectrum disorder

Lise Olsen1, Crystal Shannon1, Catie Balehowsky1, Sarah Le1, Robert

Janke1

1University of British Columbia, Okanagan, Kelowna, Canada

Background: Participation in community recreation and leisure for

children living with autism spectrum disorder contributes to health

and quality of life. Child elopement is one barrier that can impede par-

ticipation. Through this scoping review, we aim to assess the literature

on strategies to support parents and caregivers with managing elope-

ment behaviour.

Method: We are conducting a scoping review, guided by the Arksey

and O'Malley framework and PRISMA-ScR checklist. The aim is to

review literature regarding strategies to support parent and caregivers

with managing children elopement behaviour in home and community

environments. Search procedures were developed in consultation

with a university librarian and included five electronic library data-

bases. Two reviewers assessed abstracts and full text articles and a

third reviewer provided arbitrations.

Results: A summary of the search results and key findings will be pres-

ented. Findings will include information on the types of studies, char-

acteristics of the interventions or strategies, and related parent/

caregiver attitudinal or behavioural outcomes.

Conclusions: This review will contribute to understanding about how

parents and caregivers of children with autism spectrum disorder can be

supported in home and community environments through addressing

child elopement behaviour, an issue that may often prevent family par-

ticipation in community recreation and leisure activities.

Track 4: Ethics, Politics and Diversity

PRESENTATIONS IN A SYMPOSIUM

Self-advocacy for policy priorities

Health and social policy priorities of adults with intellectual disability

in South Africa

Siphesihle Zihlazi1, Sharon Kleintjes1, Siyabulela Mkabile2

1University of Cape Town, Observatory, Cape Town, South Africa;
2Department of Psychiatry and Mental Health, University of Cape Town,

Observatory, Cape Town, South Africa

Background: The aim of this study is to explore the health and social

policy priorities identified by people with intellectual disability in

South Africa.

Method: A scoping review from 1994-2020 on policy priorities for

people with intellectual disability will be conducted. Semi-structured

interviews will document the views of South African adults with intel-

lectual disability on their policy priorities, a sample of approximately

10 participants with intellectual disability, aged 18 years and above.

Results: This presentation will report on the findings of the scoping

review and preliminary findings on the policy related concerns of

South African participants with intellectual disability.

Conclusions: The implications of participants priority health and social

policy concerns will be considered in relation to current public health

and social policies which impact on the lives of people with intellec-

tual disability in South Africa.

Developing a conceptual framework for policy self-advocacy by

adults with intellectual disability

Babalwa Tyabashe-Phume1, Sharon Kleintjes1, Charlotte Capri1

1University of Cape Town, Observatory, Cape Town, South Africa

Background: This study aims to inform the development of a concep-

tual framework for self-advocacy by persons with intellectual disabil-

ity in the South African context.

Method: Empowerment theory, and the social and the human

rights models will be used as theoretical frameworks for this study.

Participants will be purposefully sampled. Data will be collected

through a scoping literature review, semi-structured interviews and

focus groups with policy makers and implementers, carers and per-

sons with intellectual disability, with interviews analysed themati-

cally using Atlas-ti.
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Results: This presentation will report on preliminary findings to

inform a contextually appropriate conceptual framework for policy

related self-advocacy by adults with intellectual disability in

South Africa.

Conclusions: The implications of the suggested components of a self-

advocacy framework to support policy input by adults with intellec-

tual disability will be considered in terms of what may best accommo-

date the active participation of adults with intellectual disability in

influencing public health and social policy decisions which impact on

their lives

Strategies to promote self-advocacy for people with intellectual

disability in South Africa

Cole Goldberg1, Sharon Kleintjes1

1University of Cape Town, Observatory, Cape Town, South Africa

Background: This study investigates what strategies are best suited to

develop the capacity of people with intellectual disability to self-

advocate for inclusion of their priorities in social and health related

policy and service development processes in South Africa.

Method: Triangulation of data from a scoping literature review, docu-

ment analysis and semi structured interviews with people with intel-

lectual disability and other staff working at non-governmental and

disabled people's organisations will inform the development of a local

self-advocacy toolkit.

Results: This presentation will report on preliminary findings to inform

tangible strategies to improve the self-advocacy skills of people with

intellectual disability in a South African context.

Conclusions: The implications of identified strategies for skills training

to enhance policy participation will be considered in terms of what

may best accommodate adults with intellectual disability's active par-

ticipation in influencing public health and social policy decisions which

impact on their lives.

ORAL PRESENTATIONS

Detection of abuse of adults with intellectual and developmental

disabilities in services

Josephine Collins1, Glynis Murphy1

1Tizard Centre, University of Kent, Canterbury, UK

Background: The review aimed to address the following research

questions: “How is abuse detected within services for adults with

intellectual and developmental disabilities?” and “How can we

improve such detection?”
Method: The global literature in PsychINFO, PsychARTICLES,

Medline, CINAHL Plus with Full Text, Criminal Justice Abstracts,

SCOPUS and PubMed were searched. Ancestry searches were

conducted. Studies referring to children or adolescents, older

adults, and adults without intellectual or other developmental dis-

abilities were excluded, as were non-empirical items (i.e., books,

letters, reviews), those not written in English, and those where the

topic of the article did not relate to abuse perpetrated by profes-

sionals or staff, or quality of care within services. The methodologi-

cal quality of studies was assessed using the Mixed Methods

Appraisal Tool.

Results: Searches resulted in 48 articles being identified. Several risk

factors and protective factors related to victim characteristics, perpe-

trator characteristics and organisational factors were summarised.

Strategies for detecting abuse within services include overt or covert

surveillance and measures of service culture and atmosphere. How-

ever, methodological constraints limit the reliability and validity of

findings.

Conclusions: Evidence suggests the abuse of adults with intellectual

and developmental disabilities in services is common, but may be pre-

dictable and preventable.

Distory: Intergenerational learning about the history of intellectual

disability in Canada

Ann Fudge Schormans1, Erin Kuri1

1McMaster University, School of Social Work, Hamilton, Ontario, Canada

Background: The DiStory project supports intergenerational sharing of

knowledge about the history of institutionalization of people with

intellectual disabilities and its harmful legacy. The purpose is to guide

development of curriculum materials for postsecondary social service

students. Here we focus on an ethical tension arising in this knowl-

edge sharing.

Method: The inclusive project team includes co-researchers with

intellectual disabilities (survivors of institutions and younger individ-

uals growing up in community) and academic and community-based

co-researchers. Arts-based workshops and small group and one-on-

one discussions are used to share knowledge and design curriculum

materials reflecting co-researchers' ideas about what students need

to know.

Results: Through sharing difficult experiences, survivors and younger

co-researchers gained knowledge and different perspectives about

institutionalization and ongoing impacts of institutionalized care.

Despite preparation and provision of ongoing support to both co-

researcher groups, some younger co-researchers felt silenced, under-

standing their negative experiences as “not as bad” as those of survi-

vors. Survivors empathized, yet some still struggled to make space for

younger co-researchers' stories.

Conclusions: Intergenerational transmission of experience was iden-

tified as important for social change by co-researchers with intel-

lectual disabilities. Unanticipated ethical tensions necessitated

vigilance, immediate attention, thoughtful and collaborative

responses to promote safe and caring experiences with inter-

generational learning.
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Personalism and new eugenics movement

David Treanor1

1University of Tasmania, Bellerive, Tasmania, Australia

Background: The aim of the paper focuses on research by Reinders

et al. (2021) on the new eugenics movement. They claim that eutha-

nasia and physician assisted suicide for poor Quality of Life reasons

may be the emergence of a new eugenics movement. This paper

argues a corollary follows from the nexus between the “internal” and

“external” practices of different views of intellectual and development

disabilities.

Method: The methodology is through philosophical lens of Personal-

ism. The paper explains Personalism and uses Reinders et al.'s

research to explore their claim. The methodology is interpreted to

develop a personalist corollary.

Results: The research finds the claim has validity.

Conclusions: The paper's corollary notes that albeit international con-

ventions, unless persons living with the experience of an intellectual dis-

ability and/or developmental disability lives are valued and considered

as important to society, such persons are at risk having disposable lives.

CEOs' strategies to stimulate the sharing and application of

knowledge in intellectual disability care organizations

Marion Kersten1, Elsbeth Taminiau2, Mathieu Weggeman3, Petri

Embregts2

1VGN, Utrecht, The Netherlands; 2AWVB, Tranzo, Tilburg University,

Tilburg, The Netherlands; 3Eindhoven University of Technology,

Eindhoven, The Netherlands

Background: To improve and innovate the quality of care of people

with intellectual disabilities, healthcare organizations are challenged to

optimize the sharing and application of knowledge. Although CEOs

play a key role in these processes, it is still unclear how they fulfil this

role. Therefore, we explored their strategies to stimulate professionals

to share and apply knowledge in their daily work, as well as the con-

textual factors influencing these strategies.

Methods: Data were collected through individual semi-structured

interviews with eleven CEOs of care organisations for people with ID

in the Netherlands. The interview guide was based on our systematic

review (Kersten et al., 2018) and on theoretical insights. Data were

analysed using an inductive, thematic approach.

Results: We have discerned four strategies applied by CEOs. According

to the CEOs, the execution of these strategies was influenced by fac-

tors related to the internal and external context. In the internal context

persons and the organizational context are en/disabling. The external

context involved the socio-political environment and collaborative part-

nerships ID care organisations are involved in.

Conclusions: While aiming to optimize knowledge processes in their

organisations, CEOs appear to be actively involved in both the design

and the execution of strategies.

Bridging the know-do gap: Contextual factors stimulating new

professionals to apply knowledge

Marion Kersten1, Noud Frielink2, Mathieu Weggeman3, Petri

Embregts2

1VGN, Utrecht, The Netherlands; 2AWVB, Tranzo, Tilburg University,

Tilburg, The Netherlands; 3Eindhoven University of Technology,

Eindhoven, The Netherlands

Background: While aiming to improve and innovate the quality of

care and quality of life of people with intellectual disabilities,

healthcare organizations deploy strategies to stimulate the sharing

and application of knowledge of (new) professionals. However, the

use of (new) knowledge in daily practices, in other words: bridging

the know-do gap, remains challenging to healthcare organizations.

Therefore its worthwhile to explore what new professionals them-

selves consider to be the most essential contextual factors to

improve the application of knowledge.

Methods: A concept mapping study in which groups of new profes-

sionals participate is conducted. In order to collect statements on

ways in which their organizations can stimulate the application of

knowledge focus groups were organized with influx of direct care

staff, intellectual disability physicians and psychologists and new

direct care staff from outside the care sector. Afterwards, participants

individually prioritized and clustered these statements, resulting in

concept maps. An expert group has interpreted the concept maps.

Results: During the presentation we will provide an overview of the

contextual factors which according to new professionals stimulate

their application of knowledge.

Conclusions: The results of this study are a starting point to further

explore how care organizations effectively can bridge the know-

do gap.

How news portrayals about prenatal diagnosis affect stigma toward

mothers and people with trisomy 21

Alexander Röhm1, Michélle Möhring1, Cosima Nellen1, Matthias

R. Hastall1

1TU Dortmund University, Dortmund, Germany

Background: News portrayals of affected individuals

(i.e., exemplars) are frequently used by journalists to illustrate or

personalize abstract or complex issues, and to evoke emotions

(Zillmann, 2006). Little is known about how rather subtle changes

in exemplar depictions may increase or reduce the stigmatization

of social groups like persons with trisomy 21. This study aims to

examine possible unintended stigmatizing exemplar effects, such as

increased negative emotional reactions and social distance towards

mothers and people with trisomy 21, resulting from reading news

portrayals about prenatal diagnosis.

Method: In a 2 � 2 � 3 between-subjects online experiment

N = 958, respondents read stimulus articles featuring an exemplar of
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a pregnant woman that was manipulated regarding age (27 years

vs. 41 years), relationship status (romantic relationship vs. single), and

prior knowledge about trisomy 21 (positive vs. negative vs. none).

Results: Depictions of older and single mothers in a supposedly disad-

vantageous situation evoked negative emotions. Social distance was

directly affected by depicted age and indirectly affected by the com-

bined exemplar characteristics via anger as mediator.

Conclusions: Overall, our findings highlight the manifold effects of

news articles about prenatal diagnosis. Moral, journalistic, and practi-

cal implications for strategic anti-stigma communication will be

discussed.

UN CRPD: Does it need to be that hard?

Cath Basterfield1

1Access Easy English, Mentone East, Australia

Background: The United Nations Convention on the Rights of

Persons with Disabilities 2006, Article 21 says in part “…access to

information ….provid(es) information intended for the general pub-

lic to persons with disabilities in accessible formats.” This paper

will ask how does the UN CRPD document address Article 21?

Method: A number of versions of the UNCRPD were reviewed,

including: 2007 Easy Read (English), 2020 Easy English, publicly acces-

sible Plain Language and original legalese.

Results: These were analysed on a like for like basis using the Flesch-

Kincaid Reading Scale. There was no significant difference in the

equivalent reading level of the plain language and Easy Read, being

8.3 and 8.2. The legalese was significantly higher, at an equivalent of

18.4 grade reading level. The Easy English was significantly lower at

an equivalent grade 3.3 reading level. Language analysis, including

sentence length, vocabulary choices and type of sentence structure

were completed. Formatting and image selection were also

considered.

Conclusions: There is now an Easy English version of the UN CRPD

available to the public at a reading level considerate to people who

have low literacy. There remains significant work to be done to ensure

Article 21 of the UNCRPD is addressed.

Attitudes towards people with intellectual disability associated with

integrated sport participation

Carly Albaum1, Annie Mills1, Diane Morin2, Jonathan Weiss1

1York University, Toronto, Canada; 2Universite du Quebec a Montreal,

Montreal, Canada

Background: The current study had two aims: 1) to compare

implicit and explicit attitudes between adults who participated in

integrated sport events and a comparison group who did not, and

2) to examine the association between degree of involvement in

integrated sport and attitudes about intellectual disability.

Method: 745 adults without intellectual disability completed an online

survey measuring implicit and explicit attitudes: 295 who were

involved in integrated sport activities with Special Olympics athletes,

and a matched-comparison group of 450 adults who were not.

Results: Individuals who participated in integrated sport reported less

negative behavioural and affective attitudes relative to the comparison

group, with mixed results when examining cognitive attitudes. Groups

did not differ on implicit attitudes. Greater involvement in integrated

sport was related to some, but not all, aspects of explicit attitudes.

Conclusions: Involvement in integrated sport may be linked to how par-

ticipants view intellectual disability, which has important implications

for both enhancing social inclusion and for informing positive attitudes.

Revelland: A creative accessibility network to make performances

both immersive and accessible

Ronald Ligtenberg1, Koen Deweer2

1Possibilize, Utrecht, The Netherlands; 2Konekt, Gent, Belgium

Background: Revelland is a collaborative network (represented in Ireland,

the United Kingdom, Belgium, the Netherlands, Bulgaria and Greece)

that is passionate about finding ways to make live music performances

both more accessible to a broader audience and more immersive.

Method: We aim to transform live music performances into multisen-

sory events. By adding scent, taste, sight and touch, musicians take

their audience on a journey of the senses. A journey through the emo-

tions present within the music. An immersive experience that offers

the audience a deeper understanding of the music. Making the live

performances also accessible to people for whom hearing sound is not

possible, attracting a broader audience.

Results: People with hearing impairments are often socially excluded

from music performances; by adding sensory effects to live music per-

formances, they will become more immersive and more accessible.

This way we will work both on making music more accessible as well

as on improving the experience of live music.

Conclusions: Musicians are being trained by international leading sense

experts and monitored by an Inclusion Board that manifests the princi-

ple “Nothing about us without us.” The musicians will get a deep insight

in immersion, accessibility and sensory effects, and they will use these

insights to transform their performances into multisensory events.

Restrictive measures in Swedish services for people with intellectual

disability: What measures are used and why?

Petra Björne1, Roy Deveau2, Peter McGill2, Lena Nylander3

1Department for Disability Support, City of Malmö, Malmö, Sweden;
2Tizard Centre, University of Kent, Canterbury, UK; 3Department of

Clinical Sciences/Psychiatry, Lund University, Lund, Sweden

Background: Swedish legislation does not allow the use of restrictive

practices in community services for people with intellectual
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disabilities. The aim of this study was to identify if restrictive mea-

sures are used, and the reasons staff give for their use.

Method: A survey was developed, containing four Likert style ques-

tions and one free text question. The questions addressed the types

of and reasons for restrictive measures, their intrusiveness for service

users and the value to staff of their replacement. Respondents were

asked what strategies are required to reduce restrictive practices.

250 surveys were completed by staff in group homes and daily activi-

ties services in one large Swedish municipality.

Results: Organisational factors outside of the control of staff contrib-

uted to the use of restrictive practices, such as the lack of proper

staffing, the physical design of services, and available training or

supervision. The main reason given for using restrictive measures was

to protect and support the well-being of service users. A third of staff

reported daily or weekly use of some restrictive measures.

Conclusions: Reducing the use of restrictive measures cannot be the

sole responsibility of staff. It requires structural changes with engage-

ment from senior management.

The conflation of theory and metatheory in critical ableism and

Disability Studies research

Hannah Ebben1

1Sheffield Hallam University, Sheffield, UK

Background: As a part of my PhD research on the cultural representation

of autism, my theoretical sub-aim was to align a consistent understanding

of the social model of disability with my Cultural Studies project on the

role of knowledge and nuance on autism in contemporary visual culture.

Method: My methodology followed Humanities-based inductive anal-

ysis of three case studies of 21st-century visual culture, with the help

of existing critical disability theory, predominantly Fiona Kumari Cam-

pbell's notion of ableism. My thesis contains a critical review of

established “declarations of criticality” in British academia.

Results: The field of Disability Studies revolves around research on

the social model of disability, but this conception of disability on its

own is meta-theoretical and meta-epistemological, which means that

it is largely knowledge about knowledge. The adoption of meta-theory

as a theoretical framework could inadvertently cause more difficulty

to perform thorough study of diversity and representation because of

a greater risk of logical inductive fallacies.

Conclusions: For Humanities research and teaching, I recommend a

clearer distinction between theory and meta-theory in order to pre-

vent unnecessary project obscurity in Disability Studies practices. It is

important to be vigilant regarding one's motivation and intentions

behind one's self-presentation as critical.

Quality of care as act of balancing

Pim Blomaard1

1Vrije Universiteit Amsterdam, Amsterdam, The Netherlands

Background: Building good relationships with care receivers is chal-

lenging because each of them is different. Person Centred Care

requires the ability to individualize and therefore an inner flexibility to

deal with judgements, emotions and caring behaviour. The caregiver

needs 'inner space' (Carlo Leget).

Method: Based on a scoping review we developed a care model for

balancing with regard to caregivers' psychosocial skills. We used the

Aristotelian concept of looking for 'the middle' between two extreme

opposites.

Results: We found 12 factors involved in inner balancing. Balancing

takes place in three domains: the cognitive, the emotional/affective

and the motivational/operational domain. They are connected with

the capacities of judgment, empathy and creativity. More awareness

of this inner dynamics makes it possible for caregivers to become

more flexible in caring and working together in a team.

Conclusions: Reflection and self management of psychosocial skills

that caregivers use, are needed to enhance the quality of life of care

receivers. In order to individualize the caring practice caregivers have

to become aware of their inner acts of balancing and how to create

more inner flexibility.

Including the voices of people with intellectual disabilities in health

research

Angela Henderson1, Rhiann McLean1, Lois Cameron2, Nicki Ewing2,

Deborah Cairns Kinnear1

1University of Glasgow, Glasgow, UK; 2Talking Mats, Stirling, UK

Background: People with intellectual disabilities experience health

inequalities and face barriers to engagement in research that seeks to

understand and address their health needs. The Scottish Learning Dis-

abilities Observatory developed the Research Voices project, the first

ever Citizens' Jury of people with intellectual disabilities focused on

health research.

Method: A Citizens' Jury is a model of deliberative democracy that

meaningfully involves members of the public in decisions that affect

their communities. Citizens' Juries are demographically representative,

and the process encourages critical engagement with evidence and

rigorous deliberation. Over five days, the Jury heard from expert wit-

nesses in policy, practice and lived experience and made 10 recom-

mendations for research.

Results: A demographically representative Citizens' Jury was recruited

(12 jurors recruited 16 - 66 years old). Participants deliberated on

complex issues in health research including consent, ethical approval

and inclusive research. Results include improvements in self-reported

confidence and knowledge and demonstrated the importance of

skilled facilitation for this group. An in-depth evaluation has identified

the barriers and facilitators to engagement in this method.

Conclusions: An adapted Citizens' Jury supported by skilled facilita-

tion can effectively support people with intellectual disabilities to

engage with complex information and make informed recommenda-

tions on research.
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Reclaiming vulnerability for a disability bioethics

Gert-Jan Vanaken1, Kristien Hens2, Ilse Noens1, Jean Steyaert1

1KU Leuven, Leuven, Belgium; 2University of Antwerp, Antwerp, Belgium

Background: Bioethical questions on disability matters are omnipres-

ent. Disability studies and activism, and bioethics, however, have a

conflicted history. Consequently, a thorough framework is lacking to

analyse the ethics of clinical and public health interventions for dis-

abled people, incorporating key ideas of disability studies.

In this conceptual study, we explore potential cross-pollination

between these two fields, thereby contributing to a nascent disability

bioethics.

Method: First, we review critiques of ableist biases in bioethics, high-

light lacking ethical underpinnings in most claims made in disability

studies and problematise the moral ideal of independency in some dis-

ability activism. Next, we analyse recent developments in both fields

offering the potential for interdisciplinary overlap, such as feminist

and queer bioethics, crip theory and the disability justice framework.

Second, we put forward the concept of vulnerability.

Results: Departing from traditional understandings of vulnerability as

weakness or lack of autonomy, we build on recent feminist re-

interpretations of this concept as a universal condition and a situa-

tional, political one at the same time.

Conclusions: Arguably, reclaiming vulnerability for disability purposes

may offer the necessary analytical tools to dismiss mainstream bioeth-

ics' patronising approach to disability, while providing moral grounds

for disability claims to solidarity and empowerment in clinical and pub-

lic health contexts.

Parents' perceptions of internet opportunities and risks for their

adolescents - A comparative study

Kristin Alfredsson Ågren1, Anette Kjellberg1, Helena Hemmingsson2

1Linköping University, Norrköping, Sweden; 2Stockholm University,

Stockholm, Sweden

Background: To investigate the opportunities and risks of internet

use as perceived by parents of adolescents with intellectual disabil-

ities compared with parents of adolescents without intellectual

disabilities.

Method: A national survey on Internet use from the Swedish Media

Council was used. It was sent to a sample of parents of adolescents

with intellectual disabilities, 13–20 years old, in special schools in four

municipalities in Sweden (n = 318). Data of a reference group of par-

ents with adolescents without intellectual disabilities was obtained

from the Media Council. Comparative statistical analyzes were per-

formed, and logistic regression to control for confounding factors.

Results: A significantly lower proportion of parents of young people

with intellectual disabilities perceive risks and negative consequences

with the internet and playing games compared to the reference group.

However, a significantly higher proportion of parents of adolescents

with intellectual disabilities perceive that their adolescent never uses

smartphones and social media compared to the reference group.

Conclusions: The results provide new knowledge about the opportu-

nities and risks of internet as perceived by parents of young people

with intellectual disabilities compared with a reference group.

Supporting internet use among young people with intellectual disabil-

ities, in collaboration with their parents, could enable their digital skills

and digital participation.

Conceptualizing equal dignity related to persons with intellectual

disabilities

Jeroen Knevel1

1Utrecht University of Applied Sciences, Utrecht, The Netherlands

Background: Equal dignity is deemed an underlying moral value of

humanity. Consequently, it affects the support of people with intellec-

tual disabilities. Contemporary theories, however, insufficiently help

to reflect (inter)actions respecting dignity and (inter)actions witnessing

indignity. Hence, a new language was sought that better lives up to

the praxis of the moral idea of dignity and indignity, and critical reflec-

tion on it.

Method: Between 2015 and 2020 a Grounded Theory method was

applied to construct a new language on equal dignity. Data collection

comprised 43 written reflections and additional conversations by stu-

dents Social Work, open observations, literature and researchers' own

reflection.

Results: A vocabulary has been developed fostering the thoughts and

discourses on equal dignity.

Conclusions: Equal dignity constitutes a social continual dynamic. It

appears helpful to describe dignity in gerund-participles and in so

doing it provides for a language that helps social work practi-

tioners, researchers and educators to reflect on their work and the

professional relationship with service users with intellectual

disabilities.

Analysis of an abuse scandal

Glynis Murphy1

1Tizard Centre, University of Kent, Canterbury, UK

Background: In May 2019, the British TV programme Panorama

showed appalling abuse of people with intellectual disabilities and

challenging behaviour in a small UK hospital, filmed by an undercover

reporter. The Care Quality Commission (the national regulator for care

settings) subsequently asked an independent reviewer (GM) to ana-

lyse their records, to examine how this abuse was missed.

Method: The CQC allowed access to all its inspection reports, and

17 CQC staff were interviewed, as well as some previous staff at the

hospital, the local health commissioner, the local Safeguarding lead,

two whistleblowers, and two advocates.
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Results: Six inspections had taken place since the hospital was regis-

tered in 2015. There had been high rates of staff turnover, frequent

use of agency staff, and high rates of restraint recorded at most

inspections, but these data were difficult for inspectors to access.

Numerous allegations of abuse had been made by service users; many

of these allegations were later retracted. Several inspections rated the

service as “good.” The people interviewed had not considered abuse

was occurring, but several felt “uncomfortable” in the service.

Conclusions: Inspections were very process-driven, examining many

written records, but interviewing few service users or carers. Recom-

mendations will be discussed.

Registration of mild intellectual disability in primary care, curse or

blessing?

Lisanne Warmerdam1, Lisanne Warmerdam1, Ron van Asselt1,

Angelie van der Aalst1

1National Health Care Institute, Diemen, The Netherlands

Background: Knowledge about the existence of mild intellectual dis-

ability, can help general practitioners (GPs) in communicating with and

(thus) providing appropriate care for the patient with mild intellectual

disabilities. Dutch GPs register patients' complaints, symptoms and

disorders using the ICPC (International Classification of Primary Care)

coding system. But is this also the case for mild intellectual disability,

which in fact isn't a symptom or disorder, but a characteristic? The

aim of this research was to study whether GPs register and classify

mild intellectual disability using ICPC coding.

Method: We compared (on individual level) the number of people

with confirmed mild ID in a large Dutch database (Central Bureau of

Statistics, CBS) with a database of Dutch GP's (Nivel Primary Care

Database). This database uses routinely recorded data from GPs in a

representative sample of the Dutch population.

Results: Only 14% of the people with confirmed mild intellectual dis-

ability is registered by Dutch GPs using ICPC code P85. Furthermore,

only 0,33% of all people in the primary care database is registered

using ICPC code P85.

Conclusions: Dutch GPs do not register mild intellectual disability

consistently, nor uniformly. General guidelines as well as a clear and

appropriate ICPC-code for registration of mild ID are currently

lacking.

Assisted suicide and intellectual disability: A review of risks and

vulnerabilities

Tim Stainton1

1Canadian Institute for Inclusion and Citizenship, UBC, Vancouver,

Canada

Background: Assisted suicide is a rapidly evolving phenomenon both

in terms of new jurisdictions allowing assisted suicide and in

expansion of scope in countries which currently have assisted suicide

regimes.

Method: A particular concern is the increase in AS for people with

cognitive and mental impairments in several low country jurisdictions

and currently being debated in Canada.

Results/Conclusions: This paper will briefly review the developments

in AS expansion and evaluate the risks and vulnerabilities that assisted

suicide presents for people with intellectual and developmental

disability.

Safeguarding the voice of people with a disability: Vulnerabilities in a

pandemic

Vidette Turner1, Marie Sheahan1

1Interact Health Group, Albury, Australia

Background: We propose a model of service delivery informed by citi-

zenship that promotes the voice of people with a disability. The aim

of this paper is to describe the vulnerabilities exposed by the pan-

demic, and suggest ways to mitigate against these vulnerabilities.

Method: A single case study will describe a model of service delivery

informed by Ruth Lister's citizenship model, and how this model pro-

motes the voice of a person with a disability with a complex presenta-

tion. It will also describe the vulnerabilities of this model in the

context of a pandemic.

Results: The pandemic has exposed the fragility of human rights for

people with a disability. The case study will describe the vulnerabilities

and their impact on the person with a disability: impulses of paternal-

ism, the effects of inconsistent consultation, and lack of systematic

and sustained government measures in the early stages of the

pandemic.

Conclusions: The citizenship model of service delivery continues to

support the inclusion and participation of people with a disability. This

paper will discuss the importance of sustained consistent consultation

with the person with a disability, resisting the impulses of paternalism,

and the need to value the health, safety and well-being of people with

a disability.

Policy design during COVID-19 In Israel: The case of family centers

for children with disabilities

Ayelet Gur1, Tali Noy Hindi2

1Tel Hai Academic College, Upper Galilee, Israel; 2University of Haifa,

Haifa, Israel

Background: This study aims to analyze the process of designing a

disability policy as bricolage. We demonstrate our contention by

describing the interactions among the multiple layers of governance

and the macro, meso and micro conditions involved in delivering ser-

vices through family centers for children with disabilities in Israel dur-

ing Covid-19.
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Method: The qualitative methodology included a content analysis of

the Director General's Circulars dealing with the Covid-19 pandemic

and a thematic analysis of two focus groups consisting of directors of

centers from regional councils and urban municipalities.

Results: Although the macro level policy was designed to be equiva-

lent throughout the country, there was variation in the supply of ser-

vices during the first Covid-19 lockdown. Devolution of power to

local governments in times of crisis works only partially.

Conclusions: Therefore, the national government officials must work

with local authorities and find solutions for financially unstable munic-

ipalities and tools to deal with micro level challenges.

Mothers' perspectives on providing supported decision making to

adults with Intellectual disability

Hannah Casey1

1National University of Ireland Maynooth, Knockcroghery, Ireland

Background: To qualitatively examine the mechanisms, conflicts, and

any changes experienced by mothers when assisting their loved one

with intellectual disabilities in decision-making since the introduction

of the Assisted Decision-Making Act 2015.

Method: Seven mothers with an adult child attending an adult care

service for people with intellectual disabilities participated in one-to-

one, semi-structured interviews about their experiences of assisted

decision-making. Interviews were recorded with consent and tran-

scribed verbatim. Data were analysed using inductive thematic

analysis.

Results: Three main themes and 10 subthemes were identified. These

were Care (Family, Services, Routine), Decision Making (Importance,

Ability, 2015 Act), and Challenges (Conflict, Time, Limitations, Vulner-

ability). Decision-making was a challenging issue for families of adults

with intellectual disabilities. The desire to protect often outstripped

participants' acknowledgement of the individual with intellectual dis-

abilities' right to choose. The 2015 Act was agreed with in principle,

but caused concern in practice.

Conclusions: Research on assisted decision-making in an Irish context

has been limited to date, particularly under the new legislation. This

study attempted to provide a nuanced view by asking those directly

affected, instead of discussing abstract implications. The findings indi-

cate greater support and training in assisted decision-making is

required for people with intellectual disabilities and their family

members.

Using routine care data: Opinions and beliefs by people with

intellectual or visual disabilities

Maaike van Rest1, Eline Heppe2, Richtje Ras1, Mairi Ann Cullen3,

Anne de la Croix4, Carlo Schuengel1, Richard Hastings3

1Vrije Universiteit Amsterdam, Amsterdam, The Netherlands; 2Royal

Dutch Kentalis, Sint-Michielsgestel, The Netherlands; 3CEDAR, University

of Warwick, Coventry, UK; 4VU Medical Center, Amsterdam UMC,

Amsterdam, The Netherlands

Background: In formal care for people with disabilities, data are rou-

tinely collected such as on physical, psychological, and practical char-

acteristics, which could be a source of insights for improving care

practices. With regard to the governance over care data for research,

this study collected the opinions and experiences on this topic from

people with intellectual disabilities or visual impairment (low sighted

or blind).

Method: 36 adults took part (18-65 years old; M=42.2; SD=14.7;

47% female) of whom 20 with intellectual disability and 16 with visual

impairment. 18 of the interviewees were from England, the United

Kingdom, and 18 were from the Netherlands. Opinions and beliefs

were assessed with a semi-structured interview and data were

analysed inductively using the Framework approach (Ritchie & Spen-

cer, 1994).

Results: People from both countries and both disability groups in gen-

eral believed that using and sharing routinely collected care data,

which they considered their own, would be important to improve the

care and lives of people with disabilities. They also expressed con-

cerns and worries.

Conclusions: Benefits, risks, and issues of ownership need to be taken

into account in research with routinely collected care data. Implica-

tions for data governance are discussed.

Big ideas that changed the world of disability: Accessible theory for

inclusive researchers

Craig Hart1,2

1Tizard Centre, University of Kent, Canterbury, UK; 2Open University,

Milton Keynes, UK

Background: We aim to 1) explore how researchers with learning/

intellectual disabilities can use and apply disability theory in their

work, and in understanding their own experiences; 2) show aca-

demics that sharing theory with self-advocates is highly effective in

changing our approach to research.

Method: We ran a webinar series for self-advocates and inclusive

researchers, focusing on thinkers who have influenced the field of dis-

ability studies. These included the social model (Mike Oliver), eugenics

(Darwin, Galton), power and surveillance (Foucault), suppression

(Spivak) and access to knowledge (Freire). Each workshop used the

principles of co-production to: present and explain the ideas; develop

understanding through engagement in a practical activity; and discuss

and relate to lived experience, with particular reference to COVID-19.

An observer present at each session evaluated the success of the

webinar in relation to the aims.

Results: The results are presented in the form of vignettes of each

session.

Conclusions: Our research shows that people with intellectual disabil-

ities are more than capable of understanding, applying and extending

1366 © 2021 John Wiley & Sons Ltd. J Appl Res Intellect Disabil. 2021;34:1181–1371.wileyonlinelibrary.com/journal/jar

1366 ABSTRACT
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


theoretical ideas when these are presented in a meaningful way. Their

contribution is essential in challenging exclusion and developing

research in this field.

Moral values and the stigmatization of people with intellectual

disabilities in personnel decisions

Michélle Möhring1, Matthias Hastall1, Ute Ritterfeld1

1Technical University of Dortmund, Department of Rehabilitation

Sciences, Dortmund, Germany

Background: Based on the theory of intuitive moral judgements

(Moral Foundations Theory: Haidt & Joseph, 2004), the current

research aimed to shed some light on the role that moral values

play for personnel decisions related to people with intellectual dis-

abilities as applicants.

Method: A mixed-methods study (embedded parallel design) was con-

ducted to investigate personnel decision-makers' moral values and

attitudes towards people with intellectual disabilities. Qualitative and

quantitative data of 109 German personnel decision-makers was col-

lected via online surveys. Participants answered open and standard-

ized questions about their values, company values and their attitudes

towards the employment of applicants with intellectual and develop-

mental disabilities (i.e., Down syndrome, autism spectrum disorder).

Results: Results indicate that a high emphasis on individual or pro-

gressive values (i.e., care, fairness and liberty) is associated with posi-

tive attitudes towards people with Down syndrome and autism

spectrum disorder, while strong orientations towards loyalty, author-

ity, and purity were linked with more stigmatizing attitudes (i.e., focus

on lower efficiency).

Conclusions: The results allow a better understanding how moral

values affect the stigmatization of people with intellectual disabilities

in personnel decisions. They are also helpful for developing targeted

interventions for the destigmatization of this group in employment

contexts.

Inclusive translation and dissemination of special olympics

health data

Lieke van Heumen1, Courtney Krueger2

1University of Illinois at Chicago, Chicago, Illinois, USA; 2Self-advocate,

Chicago, Illinois, USA

Background: Special Olympics Research and Evaluation (R&E) supports

Special Olympics International (SOI)'s health work by monitoring pro-

gress and measuring the impact of SOI's strategic plan. This presenta-

tion covers a collaboration between SOI and the University of Illinois at

Chicago (UIC) to promote inclusive translation and dissemination and

increase the accessibility of resources for a variety of audiences.

Method: Not all evaluation findings are accessible to athletes with dis-

abilities, despite their participation in evaluation projects. UIC reviewed

research materials, assisted SOI in the creation of an accessible and

inclusive dissemination strategy, modified existing and developed new

accessible resources, acquired feedback from an advisory group of self-

advocates and other stakeholders, and assisted in dissemination. UIC

collaborated with an athlete who served as a co-evaluator in this pro-

ject. The co-evaluator provided feedback on the resources, recruited

self-advocates for the advisory groups and co-facilitated these groups.

Results: This presentation will cover the lessons learned in the part-

nership between SOI and UIC and will provide examples of how the

inclusivity and accessibility of resources was improved in the course

of the collaboration.

Conclusions: Knowledge translation of research is key to empowering

adults with disabilities to become health advocates and to participate

in future health interventions.

Effects of labor rights education with video modeling on self-

advocacy of students with intellectual disability

Jong Min Lee1, Yu-Ri Kim1

1Ewha Womans University, Seoul, South Korea

Background: The purpose of this study was to examine the effects of

the education on human rights of labor with video modeling on self

advocacy of high school students with intellectual disabilities.

Method: An experimental group (15 students) was selected from spe-

cial education school. This study consisted of 15 sessions, including

three different situations depending on the four types of labor rights

violations; wage arrears, verbal abuse, assault, sexual harassment,

industrial accidents and unfair dismissal. Self-advocacy consisted of

problem awareness and communication, and “Self Advocacy Assess-

ment Tools” developed by the researchers.

Results: The results of this study are as follows: 1) It was confirmed

that the self-defense post-scoring score was significantly higher than

the total score of prior scores (repeated measurement t test); 2)Self

advocacy according to the four situations of labor rights infringement

has all been improved;(3) Both problem awareness and communica-

tion have been improved; 4) The self-advocacy total and the compo-

nents' Cohen's d and Hedge's g showed values greater than .8.

Conclusions: This study is meaningful in that it conducted labor

human rights education that comprehensively covered workers' rights

and obligations based on the specific situation of the working environ-

ment. It is effective as a practical arbitration in that it used student-

motivated educational materials.

Excess deaths and the pandemic: The history of the1918 influenza

pandemic in one institution

David O'Driscoll1,2; Jan Walmsley3; Jane Bernal4

1University of South Wales, Ponsanooth, UK; 2University of

Hertfordshire, Hatfield, UK; 3Open University, Aylesbury, UK; 4University

of South Wales, Pontypridd, UK

J Appl Res Intellect Disabil. 2021;34:1181–1371. wileyonlinelibrary.com/journal/jar © 2021 John Wiley & Sons Ltd. 1367

ABSTRACT 1367
Published for the British Institute of Learning Disabilities  

http://wileyonlinelibrary.com/journal/jar


Background: To consider the patterns of death in 1918-1920 in resi-

dents of Leavesden Hospital (LH), an asylum for the “imbecile poor”
managed by the Metropolitan Asylums Authority (MAB), in order to

explore the effect of the Influenza pandemic of 1918-19 on people

with intellectual disabilities.

Method: Detailed examination of death and burial records from LH,

including basic demographics, cause of death, month of death, length

of stay before death, and place of burial.

Results: Higher death rates were seen in 1918 than in subsequent

years in all MAB institutions. 520 died in LH, 30.6% from influenza

and 30.1% from tuberculosis. Mean age at death was 44.2 years for

men 51.3 years for women. 25–50% of deaths occurred within a year

of admission. Newer arrivals were less likely to be buried in the hospi-

tal cemetery.

Conclusions: The deaths of people with intellectual disabilities in LH

during the 1918 pandemic occurred against a background of very high

premature mortality. The impact of war-time on the inhabitants was

greater than that of the pandemic. Influenza alone cannot explain the

excess deaths, frequent even before the pandemic struck in autumn

1918. Parallels and divergence between the 1918 pandemic and the

Covid-19 pandemic will be discussed.

POSTER PRESENTATIONS

Conceptual model of the emergence of the real utility of people with

disabilities

Daniel Kyungu Tchikala1

1Université de Liège, Lubumbashi, Congo

Background: With regard to stigma theory, perspective theory and the

concept of information asymmetry, we suggest that one of the major

obstacles that people with disabilities face in being socio-economically

inserted is information asymmetry on their degree of real usefulness,

due to the stigmatization of which they are victims. It creates a gap

between their real utility and the utility perceived by applicants for

labor power.

Method: The best way to explode the real utility of people with dis-

abilities is to unleash their creativity through entrepreneurship where

competition is about the product and not about appearances. Then,

communicate widely on the achievements of these initiatives to

improve the access of labor force applicants to provide information

on the real usefulness of people with disabilities.

Results: This recommendation is also in line with the aspirations of

people with disabilities, as demonstrated by the results of empirical

studies. In the long term, the effects of this strategy end up having a

positive impact on the behavior of applicants for the labor force

towards people with disabilities on the salaried labor market.

Conclusions: The whole framework of analysis and intervention that

we propose is called the model of the emergence of the real useful-

ness of people with disabilities.

Development of a critical appraisal tool for intellectual disabilities

research

Lynette Harper1, Ann Ooms2, Irene Tuffrey-Wijne2

1Kingston University and St Georges University, Kingston upon Thames,

UK; 2St Georges University and Kingston University, London, UK

Background: A critical appraisal tool (CAT-ID) was developed, as no

tool in isolation was adequate to critique the different methodologies

used in research involving individuals with an intellectual disability.

Method: Since no tool has currently been validated for this popula-

tion, it was felt pertinent to develop a critical appraisal system. Spe-

cific consideration was given to the definition of the sample in line

with the World Health Organisation (WHO) definition, public and

patient involvement (PPI) in the design of the study, ethical consider-

ations (such as consent, capacity, and coercion) and generalisability to

other sub-populations and settings.

Results/Conclusions: The newly developed critical appraisal tool, which

was an amalgamation of a variety of critical appraisal tools will be pres-

ented. Tools informing the development of the CAT-ID included the

Centre for Evidence Based Management (CEBM), the Institute of

Health Economics and CASP guidelines for case studies, case series and

cohort studies respectively, Downs and Black (1998) checklist, and the

CAMELOT tool developed by Munthe-Kaas et al. (2019).

How to develop an online digital tool in Universal Design. The case

study of the OLBoT Portal

Roberta Nicosia1

1University Oldenburg, Department of Special Needs Education and

Rehabilitation, Wiefelstede, Germany

Background: An individual with impairment(s) can develop a disability

interacting with the environment because of the barriers created by

bad designed products and services. Removing those barriers through

a quality design can allow an inclusive social spaces development.

“Universal design” (UD) “means the design of products, (…)

programmes and services (…) usable by all people, to the greatest

extent possible” (UN CRPD, Art. 2). [The] “Web removes barriers to

communication and interaction that many people face in the physical

world” (W3C, 2020). Information and Communication Technologies

(ICT) offer incredible opportunities to merge the UN requirements,

integrating equity and equality distributing services for all. The OLBoT

Portal is developed to verify the hypothesis of an online design for all

people, with or without impairment.

Method: Phase 1) Focus Group about Portal's webpages prototypes

(6 x Researchers); 2) Web accessibility eTools and Software; 3) Online

Survey (ca. 25 Teachers) (quanti-qualitative analyse); 4) eAccessibility

and eUsability tests (users with different impairments).

Results/Conclusions: Online artefact for all users; UD knowledge

advancement in the Special Educational Needs research about inclu-

sive online social spaces.
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Ethical service provision to people with Down syndrome

Alexander Borovykh1

1Downside Up, Moscow, Russia

Background: Ethics is a wide field comprising many areas of service

provision: context, qualifications, quality, etc. According to Downside

Up, multiple surveys 41% of Russian families having children with

Down syndrome at 0-3 years of age don't get any educational ser-

vices. Almost 50% of those children who graduate from school

(18 years old) don't have any prospective for occupation.

Method: Ethical practices while providing services to people with

Down syndrome could be introduced through various instruments:

acceptance of basic ethical principles, safeguarding children policies,

professional guidelines, protocols describing procedures for specific

services to people with Down syndrome and their families. DSU

developed and promotes Declaration of Ethical Principles for service

provision to people with Down syndrome. DSU has developed and

adopted a Safeguarding Children Policy. In order to enhance the qual-

ity of medical services in the context of maternity hospitals, DSU

developed and promotes in Russia the Protocol for announcing to par-

ents the diagnosis of a child with Down syndrome. DSU pays special

attention to the beneficiary-centered approach.

Results/Conclusions: There is no doubt that observation of ethical

norms will enhance not only the quality of the services, but also the

quality of life of families raising children with Down syndrome.

Art project about ADD/ADHD-I: Want To, Can('t) Do

Tara Velting1,2

1Student, Maastricht Institute of Art; 2Independent researcher,

Maastricht, The Netherlands

Background: As an artist/designer with ADD/ADHD-I, I would like to

present a poster presentation about my art academy graduation pro-

ject that I will be rounding off before July this year.

Method: My project is autoethnographical research, a self-portrait

about what I (lovingly) like to call my “divergent brain” and the ways

in which I experience and visualize the characteristics of my

ADD/ADHD-I. The purpose of this self-portrait is not only to dive

inwards and create a cathartic experience that will help me under-

stand myself better, but also to visualize and therefore try my best to

present outwards something that might contribute to an important

conversation about “diverging brains” and the ways they are often

(under)valued in society.

Results: I wish to show the lesser well-known characteristics of my

disability and to challenge stereotypical portrayals, and I wish to visu-

alize both my struggles and my positive and even euphoric experi-

ences as a creator with ADD/ADHD-I.

Conclusions: This visual project will be supported by a thesis where I

describe myself as a case study and have literary reviews of both aca-

demic sources as more subjective experience based sources on ADHD.

Special Olympics Quebec volunteers: Their attitudes toward people

with intellectual disability

Geneviève Lord1, Diane Morin1, Philippe Valois1, Frédérika P. Bélec1,

Mélina Rivard1

1Université du Québec à Montréal, Montréal, Canada

Background: The objectives of this study were 1) to document the

effects of the involvement of volunteers at the Special Olympics Que-

bec Summer Games on their attitudes toward people with an intellec-

tual disability and 2) to draw a portrait of the factors that can

influence these attitudes.

Method: A repeated measures design with three-week follow-up was

used. One hundred and thirty-five volunteers were recruited for this

study, and 88 completed the study. The Attitudes toward Intellectual

Disability questionnaire (ATTID; Morin et al., 2013) was used.

Results: The results show no significant change in attitudes toward

people with intellectual disability among volunteer participants follow-

ing their involvement in the 2017 Special Olympics Quebec Summer

Games.

Conclusions: The lack of significance of the results could be explained

by the fact that 65% of the sample reported having frequent or very

frequent contact with people with intellectual disability, which sug-

gests that volunteers involved at the Special Olympics Quebec Sum-

mer Games would already have positive attitudes toward people with

intellectual disability.

Women with intellectual disabilities, care regimes and

institutionalised homophobia: A case study from Poland

Agnieszka Wołowicz1

1Warsaw University, Warszawa, Poland

Background: The intersection of non-heterosexuality, gender and dis-

ability has become a prolific field of research among queer, crip and

disability studies scholars, though focusing mainly on Western

regions. The research discusses how women narrate their experiences

in relation to ableist and heteronormative regimes in the context of

Central and Eastern Europe (CEE). The case study of Poland, a country

characterized by institutionalization, lack of individualized support for

people with intellectual disabilities, and state homophobia contributes

to a growing body of research on non-Western sexuality and disability

studies.

Methods: Intersectional qualitative research, 11 in-depth interviews

with non-heterosexual women with intellectual disabilities, analysed

according to the procedures of Grounded Theory.

Results/Conclusions: By tackling care regimes, my analysis explores

women's experiences in the context of discursive confusions resulting

from being at the intersection of often-contradictory narrations on

gender, disability, and sexuality. I identified four intertwined processes

to understand how care regimes work in Poland: 1) the separateness

between queer and disabled policies and discourses, 2) the co-opting/
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obscuring of homosexual relations between women by category of

care, 3) familiarisation of care and its consequences for non-hetero-

sexuality, and 4) institutionalised non-responsiveness to the needs of

non-heterosexual persons with intellectual disabilities.

Physician assumptions: Prevalence and impact on healthcare of

adults with intellectual disability

Alice Bacherini1, Susan M. Havercamp2, Giulia Balboni1

1University of Perugia, Perugia, Italy; 2Ohio State University, Columbus,

Ohio, USA

Background: This study aimed to identify the assumptions that are

considered to be commonly held by physicians and damaging.

Method: Participants will be about 100 Americans with intellectual

disability expertise, including family members of children and adults

with intellectual disability, health professionals working in the field

of intellectual disability (physicians, dentists, nurses, psychologists)

and disability professionals (direct support professionals, case man-

agers). A list of initial 100 statements was drafted that related to

adaptive behavior, quality of life, and healthcare of adults with

intellectual disability. For each draft assumption, participants will be

asked the following two questions, to rate on a 5-point rating

scale: (1) “How many physicians do you think would agree with

this statement?” and (2) “If physicians agreed with this statement,

how damaging would it be for the health care of adult patients

with intellectual disability?”
Results: The study is in progress and will be concluded in June 2021.

The plan is to retain only statements which are deemed commonly

held by physicians (average rating of 4-5) and damaging (average rat-

ing of 4-5), identified through frequency analysis.

Conclusions: This study will contribute to understand assumptions

about intellectual disability, suggesting interventions for medical

schools to increase physicians' positive attitude toward adults with

intellectual disability.

People with intellectual and developmental disabilities' living

conditions: A really ordinary life?

Aline Veyre1, Ophélie Guerdat1, N'Dri Paul Konan1

1University of Applied Sciences and Arts Western Switzerland, Faculty of

Social Work, Lausanne, Switzerland

Background: People with intellectual and developmental disabilities

experience specific living conditions. In Switzerland, available national

statistical reports offer little or no information about these conditions.

Data on the objective living conditions and the subjective perception

of people with intellectual and developmental disabilities on these

conditions are scarce. This preliminary study aimed to 1) describe peo-

ple with intellectual and developmental disabilities' living conditions in

four areas: living and employment conditions, professional training,

social activities and access to information; and to (2) compare these

data with those of the Swiss population in general.

Method: An easy-to-read and anonymous survey was developed to

assess living conditions and subjective perception of people with

intellectual and developmental disabilities in Switzerland. Forty-seven

people with intellectual and developmental disabilities completed the

survey, either online or on paper. A caregiver was available for partici-

pants who experienced comprehension difficulties.

Results: Results highlight major disparities between people with IDD

and the general population. The majority of people with intellectual

and developmental disabilities live in institutions and work in shel-

tered workshops, without this necessarily being a choice and without

being fully satisfied with it.

Conclusions: This preliminary study expands knowledge on living con-

ditions of people with intellectual and developmental disabilities. How

this data can support public health authorities will be discussed.

Inclusive theatre, a matter of language in the research process

Selma van Huijzen1, Mieke Cardol2, Jeannette Nijkamp2, Monique

Bussmann2

1Rotterdam University of Applied Science, Schiedam, The Netherlands;
2Rotterdam University of Applied Science, Rotterdam, The Netherlands

Background: The aim was to contribute to cultural democracy and to

strengthen inclusive theatre in which actors with and without disabil-

ities work together.

Method: After a literature search (Nijkamp & Cardol, 2020)

researchers with a social or health background and theatre profes-

sionals conducted interviews together in couples. We used the

method of storytelling within three theatres. Actors with and without

disability, professional theatre makers, theatre supporters and direc-

tors told us their successes and dilemmas concerning inclusive

theatre.

Results: We are at the start of our project and expect to be able to

present key-elements of inclusive theatre at the conference. Prelimi-

nary results: researchers with a diverse background speak different

languages. We had many interesting debates about the concept of

inclusion in theatre. Is it possible to keep being inclusive when making

a distinction between actors with and without a disability? How does

co-creation look like when for instance actors have less verbal

possibilities?

Conclusions: Inclusive theatre helps inclusion and especially cultural

democracy forward. Lessons from inclusive theatres may also be use-

ful in other practices in which inclusion is strived for.

Raising awareness of the concept of disability in Kinshasa

Jeef Kiasimbua1

1National Association of Parents of Mentally Handicapped Children in

the Congo, Kinshasa, Congo
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Background: The aim was to reduce the stigmatization of the person

with intellectual disability; Recognize the rights of people with intel-

lectual disabilities; and integrate the mentally handicapped person

with intellectual disability into community life.

Method: Presentation in workshops on mental disability; Broadcasting

on television and radio; Sensitization in schools on the inclusion of

children with intellectual disabilities.

Results: Change in public behavior towards children with intellectual

disabilities; Inclusion of children with intellectual disabilities in

schools; Acceptance of the person with an intellectual disability in our

communities.

Conclusions: Awareness of intellectual disability begins in school, chil-

dren transmit positive behavior in our society towards people with

intellectual disabilities. Inclusion in our schools is a positive step in

eliminating stigma.

What's in a label? Public stigma toward people with intellectual

disabilities

Hannah Pelleboer-Gunnink1, Petri Embregts2, Jaap van Weeghel3

1Stichting Dichterbij/Tranzo, Uden, The Netherlands; 2AWVB, Tranzo,

Tilburg University, Tilburg, The Netherlands; 3Tranzo, Tilburg University,

Tilburg, The Netherlands

Background: Stigmatisation of people with intellectual disabilities is

an underestimated problem that can explain experiences of limited

inclusion. We aimed to study the process of intellectual disabilities'

stigma within the general public as well as in two targeted groups:

mainstream health professionals and care providers in intellectual dis-

ability services.

Method: Public stigma (e.g., stereotypes and discrimination) was stud-

ied in a survey among a representative sample of the Dutch general

public (n = 892; response rate 81.6%) using the LISS panel. To explore

stigma in the targeted groups, we have conducted two systematic lit-

erature reviews.

Results: Public stereotypes of people with intellectual disabilities held

a positive and negative valence, for example, “friendly” as well as “in
need of help,” and “incompetent.” This ambivalent combination of

warmth and incompetence may lead to passive harm. Passive harm

was found among mainstream health professionals and care providers,

for example, people were being neglected in decisions about their

own lives.

Conclusions: The challenge of public stigma toward people with intel-

lectual disabilities seems to lie in its ambivalent nature and discrimina-

tion in the form of passive harm (e.g., limited opportunities, neglect).

Protest against inequalities and empowering people by self-advocacy

groups could be ways to combat this stigma.

Fostering social justice for people with intellectual disabilities

through art-based communities

Anja Zimmermann1

1HAN University of Applied Science, Velp, The Netherlands

Background: People with intellectual disabilities experience high rates

of social isolation, and encounter social obstacles to freely and auton-

omously use opportunities to be who they want to be and do what

they want to do. Interventions that can increase the quantity and

quality of social inclusion are needed. Art-based communities where

people come together to paint, draw or sculpt are described as social

advocacy activities and seem to offer opportunities, but their theoreti-

cal assumptions are not supported by rigorous research. A research

project has been designed that explores existing art-based communi-

ties and develops knowledge about the design and use of art-based

communities to foster social justice for people with intellectual dis-

abilities. In the first study of the project, the focus lies on the ques-

tion: How can social justice for people with intellectual disabilities be

understood and related to art-based communities? Aim: Mapping exis-

ting knowledge.

Method: Scoping review. Desk research October 2020 to January

2021. Databases: PsycInfo, Cinahl, Medline, Web of Science, Eric,

Google Scholar.

Results/Conclusions: Desk research was not completed on the date

of submission. Preliminary results indicate the use of art to support

authentic voices to be heard, developing social skills and enabling

encounters. New approaches seem to emerge recently.
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