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This book is dedicated to self-advocates with
disability and their efforts to exercise their
basic human right to self-determination.
Through advocating both within and outside
of existing systems to demand their personal
self-determination and enhance the choices
available to others, they are making their
voices heard around the world. They inspire
us to do more, aim higher, and work to
eliminate structural discrimination and
systemic oppression.



Foreword

A decent society is one whose institutions do not humiliate people. A civilized society is
one whose members do not humiliate one another. — Avishai Margalit

And yet, there is a solitude, which each and every one of us has always carried with him
more inaccessible than the ice-cold mountains, more profound than the midnight sea; the
solitude of self... Such is individual life. Who, I ask you, can take, dare take, on himself the
rights, the duties, the responsibilities of another human soul? — Elizabeth Cady Stanton

It is commonplace in this century for family members of people with complex
disabilities to say that living with disability opened their minds in ways they had
never anticipated. That has been my experience over the last 36 years as a parent,
advocate, advocacy organization leader, government official, and now president of
Inclusion International. The doorway to the deepest thinking about human rights —
and about all that makes us human — is opened wide by the old mistakes and new
problems, the persistent paradoxes and changing issues that surround us. People
with disabilities themselves often lead the way. The authors whose contributions
appear in this volume have thought deeply about the questions that often confound
us, whether we are politicians, mothers, or disabled advocates. A central question,
in my experience, is how to support the individual freedom of persons with intel-
lectual, cognitive, or complex cognitive disabilities.

We live in times when more people with more complex disabilities can be sup-
ported longer and better in families and communities than was ever possible in the
past centuries. Then, resources, tools, and even ideas were scarce. Now, we have
better systems, better technologies, and better expectations. We continue to develop
better ideas, often in response to cultural shifts.

Thinking about self-determination is ever more challenging as proponents of
neoliberal thought attempt to extend its reach in the world. Clearly, it is worth pur-
suing the idea that disabled persons can be in charge of their own destiny, but the
overemphasis on individual control and personal responsibility can be isolating,
illogical, and damaging. The idea that the person alone is responsible for their
choices and their outcomes is laughable for families who see clearly that despite
abstract theoretic doctrines, the practicable options available are often severely
limited by systems, cultures, communities, and policies based on long-held ideas of
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viii Foreword

scarce resources and even by family circumstances. Systems can be disabling,
sometimes more than impairments are disabling. Economies and cultures can
destroy capabilities or provide no opportunities for exercising atypical capacities.
Alas, families and loved ones sometimes can be disabling, too.

I have been responsible for systems and have had shared responsibility for a fam-
ily. We do the best we can. Sometimes we fail. Often, our reach exceeds our grasp.
We are always grateful when our best researchers and thinkers take on the bigger
questions, as the authors of these chapters have done.

One error most of us make, especially when we are failing or when systems fail
us, is to believe that our own city, state, or nation is unlike any other and that all of
our problems can be solved by political action and policy initiatives within our own
systems. These authors have addressed the problems and opportunities of freedom,
choice, and self-determination around the world, giving us a rare opportunity to
think globally and from a human and plural perspective.

The Universal Declaration of Human Rights (UDHR) as reflected in its
Conventions has become a touchstone that many working on problems associated
with human disability use to test proposals and guide joint inquiry and activism. The
process by which scholars from around the world drafted the Declaration deserves
to be better known than it is. It did not involve first agreeing on a common scientific
or philosophic or cultural doctrine as the basis of human rights; rather, the partici-
pants sought and found common grounds of human rights, enumeration of particu-
lar rights, and agreement on the actions required to achieve and protect them. The
plurality of research approaches and views in this volume reflect that approach.

Another error that is often repeated, but not here, is to hold that the ultimate goal
of self-determination is to control financial resources. The focus on control of
resources can nudge us toward greed. As the famous self-advocacy battle cry
“Nothing about us without us” morphs into “Nothing about me without me,” it
leaves social responsibility in the dust. In my own country, problems caused by the
inequitable distribution of wealth seem to be mirrored in the inequitable distribution
of human services. The neolibertarians who would reorder our world into a gilded
age on steroids seldom acknowledge that not everything is about money and regula-
tion. Disabled people and their families — even young children — are now serving as
one of the last and most powerful political and cultural reminders that we owe
something to one another.

That is one of the most important lessons one learns when living with disability:
dignity is about much more than money and regulation. Freedom from external
control or limitations is only part of liberty; the other and probably more important
part is to be free of internal errors such as greed, avarice, or ignorance that can cause
one to make choices that will ultimately bring harm to oneself or others. Thus,
greedy people are never free, even if they are wealthy beyond measure. Access to
education is one of the positive contributions society can make to the individual
capabilities that support liberty, and inclusive education provides the benefit of
helping students with and without disabilities in their attainment of genuine positive
liberty.
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I have often noticed that ideas and technologies first developed to aid people with
intellectual disabilities end up being useful to all of humanity. As we react to cul-
tural shifts, sometimes we cause them, too. It does not escape my notice that we
need much better understanding of choice, preference, and self-determination and
how to support them in many aspects of human life and endeavor as we continue to
balance on the razor’s edge of both climate and economic disaster. Perhaps human-
ity is showing signs of some new form of collective intellectual disability when it
comes to addressing climate and economic collapse. Perhaps ideas here will help.

If “recognition of the inherent dignity and of the equal and inalienable rights of
all members of the human family is the foundation of freedom, justice and peace in
the world” [UDHR, preamble], then we have work to do together. The Convention
on the Rights of Persons with Disabilities is helping us understand the Sustainable
Development Goals, and vice versa. Families and policymakers in cultures around
the world are wrestling now with the connections among freedom, choice, and dis-
ability. All cultural views are welcome to the discussion, if we hold to no insistence
that only one view can be correct. Experts in all scientific, practical, and artistic
disciplines can contribute, as the authors here are doing.

Sue Swenson, MBA, is the current President of Inclusion International, a global
network of persons with IDD and their families who work to advance the rights and
inclusion of persons with intellectual disabilities in all parts of the world. Prior to
her association with Inclusion International, she served as the Deputy Assistant
Secretary for the Office of Special Education and Rehabilitative Services (OSERS)
at the US Department of Education during the recent Obama Administration. In this
capacity, she advised the US Secretary of Education on matters related to the educa-
tion of children and youth with disabilities, as well as employment and community
living for youth and adults with disabilities. Prior to assuming her responsibilities at
the OSERS, she served in the Clinton Administration as the Commissioner for
Developmental Disabilities in the US Department of Health and Human Services as
well as Executive Director of the Joseph P. Kennedy Jr. Foundation and CEO of The
Arc of the United States. She became involved with disability advocacy because her
middle son, Charlie, had profound disabilities. She was active in the Minneapolis,
Minnesota, public schools as well as in state and federal policy while working as a
Professional Services Marketing Director before being named a Kennedy Fellow in
the US Senate in 1996. Sue earned her AM at the University of Chicago as well as
an MBA at the University of Minnesota.

Bethesda, MD, USA Sue Swenson



Contents

PartI Overview of Choice and Preference

Choice Availability and People with Intellectual Disability ...........

Roger J. Stancliffe

Self-Determination, Preference, and Choice .......................

Karrie A. Shogren

Supported Decision Making. . . ..................................

Christine Bigby and Jacinta Douglas

Reflections on Choice: The Stories of Self-Advocates . .. .............

John G. Smith, Nicholas P. Cocchiarella, and Aaron D. Schaper

Part II Policies, Practices and Systems that Affect Choice
Choice Within the Israeli Welfare State: Lessons Learned

from Legal Capacity and Housing Services . . ......................

Roni Holler, Shirli Werner, Yotam Tolub, and Miriam Pomerantz

Choices, Preferences, and Disability: A View from Central

and Eastern Europe . ....... .. ... ... . .. .. ..

Renata Ticha, Olha Telna, Jan Siska, Dusan Klapko, and Laurie Kincade

Choice, Control and Individual Funding: The Australian

National Disability Insurance Scheme ............................

Carmel Laragy and Karen R. Fisher

Preference, Choice, and Self-Determination

in the Healthcare Context. . .. .......... ... ... ... ... . ... ... .....

Brian H. Abery and Lynda L. Anderson

xi


https://doi.org/10.1007/978-3-030-35683-5_1
https://doi.org/10.1007/978-3-030-35683-5_2
https://doi.org/10.1007/978-3-030-35683-5_3
https://doi.org/10.1007/978-3-030-35683-5_4
https://doi.org/10.1007/978-3-030-35683-5_5
https://doi.org/10.1007/978-3-030-35683-5_5
https://doi.org/10.1007/978-3-030-35683-5_6
https://doi.org/10.1007/978-3-030-35683-5_6
https://doi.org/10.1007/978-3-030-35683-5_7
https://doi.org/10.1007/978-3-030-35683-5_7
https://doi.org/10.1007/978-3-030-35683-5_8
https://doi.org/10.1007/978-3-030-35683-5_8

Xii Contents

Part III Choice and Preference Across the Lifespan

The Development of Choice-Making and Implications for Promoting

Choice and Autonomy for Children and Youth with Intellectual

and Developmental Disabilities . .. ................................ 179
Michael L. Wehmeyer and Karrie A. Shogren

Preference Assessments, Choice, and Quality of Life for People
with Significant Disabilities . . ......... ... ... .. ... ... ... ... ... 195
Helen I. Cannella-Malone and Linsey M. Sabielny

Choices and Transition from School to Adult Life: Experiences
inChina . ... ... . . 207
Tianxi Xu, Juan Tang, Yuan Zhou, and Wenwei Ouyang

Employment Opportunities for People with Intellectual Disabilities . ... 225
Jan T@ssebro and Terje Olsen

Choice, Relationships, and Sexuality: Sexual and Reproductive
Healthand Rights . .. ....... ... ... . .. ... . . . . .. .. 247
Charlotta Lofgren-Martenson

The Choice of BecomingaParent . . ............................... 257
Marjorie Aunos, Marja W. Hodes, Gwynnyth Llewellyn,

Margaret Spencer, Laura Pacheco, Gunnel Janeslitt,

Beth Tarleton, Lydia Springer, and Berit Hoglund

Adults with Intellectual Disability: Choice and Control

in the Contextof Family.............. ... .. ... ... ... ... ........ 283
Bernadette Curryer, Angela Dew, Roger J. Stancliffe,

and Michele Y. Wiese

Choice as People Age with Intellectual Disability:

An Irish Perspective . .. ... .. ... ... . . . . 303
Mary-Ann O’Donovan, Philip McCallion, Darren McCausland,

and Mary McCarron

End-of-Life Choices .......... ... ... .. . . ... 317
Michele Y. Wiese and Irene Tuffrey-Wijne

Part IV Implications for Policy and Practice

Policies and Practices to Support Preference, Choice,

and Self-Determination: An Ecological Understanding ............... 339
Roger J. Stancliffe, Karrie A. Shogren, Michael L. Wehmeyer,

and Brian H. Abery


https://doi.org/10.1007/978-3-030-35683-5_9
https://doi.org/10.1007/978-3-030-35683-5_9
https://doi.org/10.1007/978-3-030-35683-5_9
https://doi.org/10.1007/978-3-030-35683-5_10
https://doi.org/10.1007/978-3-030-35683-5_10
https://doi.org/10.1007/978-3-030-35683-5_11
https://doi.org/10.1007/978-3-030-35683-5_11
https://doi.org/10.1007/978-3-030-35683-5_12
https://doi.org/10.1007/978-3-030-35683-5_13
https://doi.org/10.1007/978-3-030-35683-5_13
https://doi.org/10.1007/978-3-030-35683-5_14
https://doi.org/10.1007/978-3-030-35683-5_15
https://doi.org/10.1007/978-3-030-35683-5_15
https://doi.org/10.1007/978-3-030-35683-5_16
https://doi.org/10.1007/978-3-030-35683-5_16
https://doi.org/10.1007/978-3-030-35683-5_17
https://doi.org/10.1007/978-3-030-35683-5_18
https://doi.org/10.1007/978-3-030-35683-5_18
https://doi.org/10.1007/978-3-030-35683-5_Index

About the Editors

Roger J. Stancliffe, PhD, FAAIDD, FIASSIDD is Professor of Intellectual
Disability at the University of Sydney’s Centre for Disability Research and Policy.
He has an ongoing 25-year affiliation with the Research and Training Center on
Community Living at the University of Minnesota. His applied research focuses on
making a difference in the everyday lives of people with intellectual and develop-
mental disability, ranging from research on transition to work to studies on ageing.
His interests include participation, choice, self-determination, support, and the
operation of service systems. He has published extensively and has presented papers
at research conferences in five continents. He edited the Journal of Intellectual &
Developmental Disability from 2003 to 2008. He is the recipient of the 2011 AAIDD
Research Award. His most recent book is Transition to Retirement: A Guide to
Inclusive Practice.

Michael L. Wehmeyer, PhD is the Ross and Marianna Beach Distinguished
Professor in Special Education and Chair, Department of Special Education,
University of Kansas. He is also Director and Senior Scientist at the Beach Center
on Disability, also at KU. His research focuses on issues pertaining to self-
determination, the application of positive psychology to the disability context,
applied cognitive technologies, and the education of learners with intellectual dis-
ability and extensive support needs. He is a Fellow of the American Psychological
Association (Division on Intellectual and Developmental Disabilities), the
International Association for the Scientific Study of Intellectual and Developmental
Disabilities, and the American Association on Intellectual and Developmental
Disabilities, the latter of which he is also a Past President. He is currently the
President of the Council for Exceptional Children’s Division on Autism and
Developmental Disabilities.

Karrie A. Shogren, PhD is a Professor in the Department of Special Education,
Senior Scientist in the Life Span Institute, and Director of the Kansas University
Center on Developmental Disabilities. Her research focuses on self-determination
and systems of support for people with disabilities, and she has a specific interest in

Xiii



Xiv About the Editors

the multiple, nested contextual factors that impact outcomes. She has published
over 130 articles in peer-reviewed journals, is the Author or Coauthor of 10 books,
and is one of the coauthors of Intellectual Disability: Definition, Classification, and
Systems of Support (11th edition) of the American Association on Intellectual and
Developmental Disabilities’ seminal definition of intellectual disability as well as
the Supports Intensity Scale — Children’s and Adult Version. Dr. Shogren is also the
lead author of the Self-Determination Inventory System, a newly development mea-
surement system for self-determination. Dr. Shogren has received grant funding
from several sources, including the Institute of Education Sciences (IES) and
National Institute on Disability, Independent Living, and Rehabilitation Research
(NIDILRR). Dr. Shogren is co-Editor of Remedial and Special Education.

Brian H. Abery, PhD is a Senior Research Associate at the University of
Minnesota’s Institute on Community Integration as well as an Adjunct Faculty
Member within the Special Education Program. He serves as the Co-director of the
Institute’s Research and Training Center on HCBS Outcome Measurement and
Global Disability Rights and Inclusion Program. He holds a doctorate in Educational
Psychology and has been a Principal Investigator and Director of numerous govern-
ment- and foundation-funded projects designed to promote the self-determination,
healthcare coordination, social inclusion, and quality of life of persons with dis-
abilities. He has published journal articles, technical reports, and products on self-
determination, inclusive education, and residential services, as well as presented at
numerous national and international conferences. He is Coauthor of the tripartite
ecological model of self-determination as well as several instruments designed to
assess the self-determination of children, youth, and adults with disabilities.



About the Contributors

Lynda Lahti Anderson, PhD, MPH is a Research Associate at the University of
Minnesota’s Institute on Community Integration. She holds a PhD in Rehabilitation
Science with a focus on self-management of disability and chronic conditions as
well as master’s degrees in public health and health administration. She has exten-
sive experience managing residential programs, working with families in home and
school settings, and as a Case Manager for recipients of home- and community-
based services. Her research interests include qualitative and mixed methods
research as well as analysis of disability-focused secondary datasets. Her work at
the University of Minnesota includes refinement of national survey (FINDS) on the
experiences of family caregivers, secondary data analyses and data briefs related to
family caregiver outcomes, and serving as Project Director for a Family Information
Systems Project.

Marjorie Aunos, PhD is an internationally renowned Researcher, Adjunct
Professor at two Canadian universities, and Clinical Psychologist. She was a
Director of Professional Services within a health and social service agency in
Montreal, Canada, and founded an evidence-based program for parents with an
intellectual disability that is nationally recognized and deemed as best and promis-
ing practice by Accreditation Canada. She is also the Chair of the International
Association for the Scientific Study of Intellectual and Developmental Disabilities
(IASSIDD) Special Interest Research Group on Parents and Parenting with
Intellectual Disabilities (SIRG/PID) and has led a number of book chapters and
presented at national and international conferences. She was a Coeditor of a double
special issue of the Journal of Applied Research in Intellectual Disabilities and has
published many and various peer-reviewed manuscripts.

Christine Bigby, PhD, FIASSIDD is Professor and Director of the Living with
Disability Research Centre at La Trobe University, Melbourne, Australia. She has a
long track record of working in partnership with disability support organizations
investigating the effectiveness of social programs and policies that aim to support
the social inclusion of adults and older people with intellectual disability. She has
won the Research Prize of the Australasian Society for Intellectual Disability three

XV



Xvi About the Contributors

times since 1993. She is a Member of the College of Experts of the Australian
Research Council and has published 6 books, 35 book chapters, over 135 journal
articles, and numerous research reports. She is Founding Editor of the journal
Research and Practice in Intellectual and Developmental Disabilities (RAPIDD)
and was Editor of Australian Social Work from 2008 to 2013.

Helen I. Cannella-Malone, PhD is Professor of Special Education at The Ohio
State University. She has taught students of all ages who have significant disabilities
and has been involved in special education teacher education both at the pre- and
in-service levels. She has been at Ohio State since 2005. Her research focuses on
teaching people with severe to profound disabilities new skills and the assessment
of preferences and provision of choice for students with significant physical and
intellectual disabilities. She has worked in public schools, private educational
behavioral programs, and homes developing behavioral programs. She also serves
as the Vice Provost for Academic Policy and Faculty Resources.

Nicholas P. Cocchiarella, BA is a strong advocate for equality among all humans,
no matter the shape of our bodies and minds. He graduated from the University of
St. Thomas in 2014 with a degree in communications and journalism and is plan-
ning on furthering his education in the area of vocational rehabilitation. His inter-
ests include long walks through nature, nerding out over Harry Potter, and enjoying
craft beer.

Bernadette Curryer, MHIthSc (Dev Disability) is currently a PhD Candidate at
The University of Sydney, researching self-determination of adults with intellectual
disability within the context of family relationships. Beginning her career as a
Registered Nurse, she later moved into the disability sector and worked primarily in
the fields of advocacy and adult education. As a Board Director of the Australasian
Society for Intellectual Disability, she is actively involved in the promotion of qual-
ity practice through research dissemination. These professional roles, together with
her experience of parenting an adult daughter with an intellectual disability, have
resulted in a strong belief in the right of people with disability to live a life of choice,
purpose, and inclusion.

Angela Dew, PhD is Associate Professor of Disability and Inclusion at Deakin
University Melbourne, Australia. She has worked for over 35 years as a Practitioner,
Manager, and Academic in the Australian disability sector. Her research focuses on
understanding the lived experience of people with disability and their families with
a particular interest in those with complex support needs. She uses participatory,
action research and arts-based approaches to ensure her research is inclusive of end
users. She is the recipient of the 2016 Centre for Disability Studies Trevor
Parmenter Research Excellence Award for her work in translating research into
practice. She has published extensively and regularly presents at national and inter-
national conferences.



About the Contributors xvii

Karen R. Fisher, PhD is a Professor at the Social Policy Research Centre, UNSW,
Sydney, where she leads the Disability Research Program. Her research interests are
the organization of social services in Australia and China, including disability and
mental health community services, inclusive research and evaluation methodology,
and social policy process.

Jacinta Douglas is Professor and Deputy Director of the Living with Disability
Research Centre at La Trobe University in Melbourne, Australia. Her qualifications
span the disciplines of speech pathology, clinical psychology and neuropsychology.
She has extensive research and clinical experience in the rehabilitation of adults
with traumatic brain injury and has authored over 130 journal articles and 10 book
chapters. Her research contribution has advanced knowledge particularly in the
domains of interpersonal communication and psychosocial functioning. She is a
fellow and past president of the Australasian Society for the Study of Brain
Impairment and a fellow of Speech Pathology Australia.

Marja W. Hodes, PhD is Clinical Psychologist and Head of the Psychologists of
the Dutch service organization ASVZ, Department of Family Services. She has
worked for the past 35 years with families headed by parents with intellectual dis-
abilities. Together with her colleagues, she developed the toolkit “Talking About
Children.” This toolkit supports future parents with intellectual disabilities to think
carefully about the consequences of having and raising a child. In 2010, she won a
national award for this toolkit. With the money from this award, she built a website
with free downloadable tools to support future parents. In addition to her clinical
work, in 2008, she started scientific research concerning parenting by parents with
intellectual disabilities at the VU Amsterdam. She developed the Video-Feedback
Intervention to Promote Positive Parenting for Parents with Learning Difficulties
(VIPP-LD) with a focus on harmonious parent-child interactions and sensitive
discipline.

Berit Hoglund is a Registered Nurse and Midwife in Sweden. For nearly 30 years,
she worked as a Midwife at the delivery ward, in antenatal care, and with family
planning. In the 1990s, she became interested in midwifery care for women with
intellectual disability. In the early 2000s, she received a masters’ degree in medical
science, which led to her further studies. She completed her doctoral studies in 2012
at the Department of Women’s and Children’s Health at Uppsala University,
Sweden. The overall aim of her thesis was to investigate pregnancy and childbirth
in women with intellectual disability and the health of their newborns in Sweden.
Her postdoctoral studies have focused among other things on the health of pre-
school children born to women with intellectual disability and on contraception in
women with intellectual disability.

Roni Holler, PhD is a Lecturer at the Paul Baerwald School of Social Work and
Social Welfare at the Hebrew University of Jerusalem and a Member of the Center
for Disability Studies. His research is situated at the intersection of social policy,



Xviii About the Contributors

disability studies, and social work. Within this broad field, one of his primary
research interests is the living conditions of people with disabilities and the ways in
which the welfare state and its key agents — social workers — take part in construct-
ing these conditions. His current research projects focus on guardianship for people
with disabilities and take-up of social security benefits.

Gunnel Janeslitt, PhD, MSc, OT(reg) is an employed Researcher at SUF
Resource Center in Uppsala and is associated with the Department of Public Health
and Caring Sciences, Disability and Habilitation and Center for Clinical Research
Dalarna, both at Uppsala University, Sweden. Her research focuses on assessment
and intervention to make daily life manageable for children, youth, adults, and
elderly with difficulties related to cognitive limitations including time processing
ability. She was engaged in developing the ISO Guidelines for Daily Time
Management and General Guideline for Cognitive Accessibility and in developing
national guidelines on support for parents with children in care. She is presently
involved in culturally adapting and evaluating clinically useful methods for support
in daily time management and in parental competencies. She leads the Nordic
Research and Practitioner Network for research about children and parents when
parents have cognitive limitations.

Laurie Kincade, MA is a Doctoral Candidate in the School Psychology PhD
Program at the University of Minnesota. She has worked for nearly 4 years as a
Graduate Assistant at the Institute on Community Integration with research focus-
ing on the importance of self-determination for individuals with disabilities. She has
also assisted on projects focusing on smart home technology, reading assessments,
and implementation science. She has coauthored publications in these areas and is
currently working on two other manuscripts. Her own research interests include the
importance of student-teacher relationships and social-emotional learning programs
and practices at a universal and school- and class-wide level. She has deep passion
for diversity and equity within all of her work.

Dusan Klapko, PhD has been a Faculty Member at the Department of Social
Pedagogy at Masaryk University in Brno, Czech Republic, since 2005. In his teach-
ing, he focuses on social theories, social inclusion, history of social pedagogy, as
well as methodological approaches and courses in experiential pedagogy. In his
research, he analyzes textbooks, power discourses in the area of socialization of
Roma children, and the impact of theater on education and experiential learning.
His most notable accomplishments include the completion of two large-scale proj-
ects focused on the education and opportunities for social inclusion of Roma stu-
dents and a project of the National Heritage Institute of the Czech Republic for
which he received the Europa Nostra Award.

Carmel Laragy, PhD is an Accredited AASW Member and a Senior Research
Fellow at the School of Social and Political Sciences, The University of Melbourne,
Australia. After working as a Social Work Practitioner in several fields, she has



About the Contributors Xix

contributed to the introduction of individual funding into disability services since
the early 2000s. She has a deep commitment to promoting services and supports
that empower people and give them maximum choice and control over their lives.
She has studied individual funding programs internationally, evaluated national pro-
grams, and published widely. She is on the committee of management of a self-
advocacy service for people with intellectual disability and convenes a peer support
group forsocial workers navigating the National Disability Insurance Scheme (NDIS).

Gwynnyth Llewellyn, PhD, FIASSIDD is Professor of Family and Disability
Studies at the University of Sydney. She is Co-director of the Centre of Research
Excellence in Disability and Health, Leader in the WHO Collaborating Centre on
Strengthening Rehabilitation Capacity in Health Systems, and a Stream Leader in
the Centre for Disability Research and Policy. Her research aims to bring about
inclusive societies for children with disabilities and families headed by parents with
disabilities. Her work focuses on inequities with a particular focus on discrimina-
tion, abuse and neglect, and the lifelong impact on health and well-being. She has
published extensively with colleagues and graduate students on this topic. Her latest
contribution to this field is the chapter on parents with disabilities in the Handbook
of Parenting (third edition) published by Routledge in early 2019.

Charlotta Lofgren-Martenson, PhD is Professor of Health and Society in the
field of Sexology and Sexuality Studies at Malmo University in Sweden. Her main
research area is on sexuality and young people with intellectual disabilities, focus-
ing on societal and cultural norms as well as digital social arenas. “Hip to be Crip?
About Crip Theory, Sexuality and People with Intellectual Disabilities” (Lofgren-
Martenson, 2013) and “We Need Culture Bridges: Challenges in Sex Education for
Youths with Intellectual Disabilities in a Multicultural Society” (Lofgren-Martenson
& Ouis, 2018) are some of her publications. She has received the RESU Prize Award
and Intra-award for her groundbreaking work in the field.

Philip McCallion, PhD is Professor and Director of the School of Social Work
within the College of Public Health at Temple University. His research advances
evidence-based interventions in health promotion, falls reduction, caregiver sup-
port, dementia management, and service system redesign. He is Co-founder/
Co-principal investigator/Co-applicant of the Intellectual Disability Supplement to
the Irish Longitudinal Study on Aging and Co-investigator on longitudinal studies
of dementia in persons with Down syndrome. He is Visiting/Adjunct Professor at
Trinity College Dublin, a John A. Hartford Foundation Social Work Faculty Scholar
and Mentor, and a Fellow of the International Association for the Scientific Study of
Intellectual and Developmental Disabilities and of the Gerontological Society of
America. Serving on international consensus panels and the Steering Committee of
the National Task Group on Intellectual Disabilities and Dementia, he is the National
Consultant on Intellectual Disabilities and Dementia for the US National Alzheimer’s
and Dementia Resource Center.



XX About the Contributors

Mary McCarron, PhD, MA, RN ID, RGN, BNS, FTCD is Professor of Ageing
and Intellectual Disability and Director of the Trinity Centre for Excellence in
Ageing and Intellectual Disability. She is the Founder and Principal Investigator for
the first ever Intellectual Disability Supplement to the Irish Longitudinal Study on
Ageing (IDS-TILDA) in persons with intellectual disability conducted in Ireland or
internationally. This study is a supplement to The Irish Longitudinal Study on
Ageing (TILDA). She has led large longitudinal cohort studies in the area of demen-
tia in people with Down syndrome spanning over 25 years focused on early detec-
tion and presentation of dementia and the development of humane approaches to
care and support. Award-winning approaches on environmental design and
technology innovations sustain and improve quality of life. She is currently setting
up a national memory service for people with Down syndrome. In 2019, her work
was awarded the inaugural HRB Impact Award.

Darren McCausland, PhD is Research Fellow at the Trinity Centre for Ageing
and Intellectual Disability and the Intellectual Disability Supplement to the Irish
Longitudinal Study on Ageing (IDS-TILDA) at Trinity College Dublin, where he
leads on social and community research. His research interests broadly include
social inclusion and community participation for adults with an intellectual disabil-
ity. He has published and presented research papers on a range of topics including
relationships and social connection, choice, human rights and citizenship, family
caring, future care planning, person-centered support, transport, employment, and
occupation.

Mary-Ann O’Donovan, PhD is Assistant Professor in Intellectual Disability and
Inclusion and Coordinator of a 2-year accredited program for students with intel-
lectual disability in Trinity College Dublin. She is Research Lead on the theme of
transitions on the Intellectual Disability Supplement to the Irish Longitudinal Study
on Ageing. Her main research interests include key life transitions, particularly
housing and education transitions, inclusive practice in education and physical
activity, related issues of choice and self-determination, policy analysis, health ser-
vice utilization, and access to health services for people with an intellectual
disability.

Terje Olsen, PhD (Sociology) is Research Director at Fafo Institute for Labour
and Social Research in Oslo, Norway. His research interests are welfare state issues,
disability studies, youth research, marginalization, participation in the labor market,
legal rights, and access to justice for persons with disabilities. His PhD thesis is
based on ethnographic fieldwork and participatory observation in work settings
with persons with intellectual disabilities. He is Editor of the journal Nordic Welfare
Research.

Wenwei Ouyang, BS is Principal of Shenzhen Yuanping Special Education School
in Guangdong Province in China and Chairperson of the Special Education Steering
Committee in Guangdong Vocational and Technical Education Association. He has
been working in the field of vocational education and special education for 29 years.



About the Contributors XXI1

Laura Pacheco, MSW, PhD is a Clinician Researcher in an evidence-based par-
enting service for persons with intellectual disability at the CUISSS-ODIM in
Montreal, Quebec. Her research and practice are focused on improving the quality
of life and fostering equality in the lives of parents with intellectual disability and
their children. Her research interests include participation and self-advocacy,
improving services, practices and systems capacity, narratives, integrating critical
disability, and intersectionality theory in research and practice. She has published
various peer-reviewed manuscripts and has presented in various international
workshops and conferences.

Miriam Pomerantz is a Bachelor’s degree student at the Paul Baerwald School of
Social Work and the Faculty of Law at the Hebrew University of Jerusalem. She is
a Leading Research Assistant at the Center for Disability Studies and has partici-
pated in the Legal Rights Clinic for People with Disabilities.

Linsey M. Sabielny, PhD, BCBA-D is an Assistant Professor of Special Education
at DePaul University’s College of Education. With diverse work experiences in
home-, clinic-, and school-based programs across the United States and other coun-
tries, she has continuously aimed to improve the education of individuals with more
significant developmental, intellectual, and physical disabilities. Her research
focuses on identifying the most effective instructional, prompting, and assessment
methods for this population. Specifically, her work centers on preference assess-
ment methodology, prompting strategies, and daily living and vocational and leisure
skill acquisition. Her work has been published in a variety of peer-reviewed outlets
including the Journal of Applied Behavior Analysis, Journal of Developmental and
Physical Disabilities, and Exceptional Children.

Aaron D. Schaper, BA is a Research Assistant at the Institute on Community
Integration and a graduate student in the Counseling and Student Personnel
Psychology Program at the University of Minnesota. He has worked with individu-
als with varying disabilities both as a direct support professional and as an advocate
seeking to improve support services. He currently works on the Care Profiler project
which analyzes the implementation of training techniques and their utility to in-
home care supervisors. He also serves as a mental health practitioner at Christian
Family Solutions in Lakeville, MN, facilitating group skills work for individuals
and groups with mental health challenges.

Jan Siska, PhD is an Associate Professor at the Faculty of Education, Charles
University, and West Bohemia University in the Czech Republic. For the last decade,
he has been serving as a country representative for the Academic Network of
European Disability Experts and has conducted research both within the Czech
Republic and internationally into deinstitutionalization and community living,
active citizenship, access to education for learners with disabilities, policy develop-
ment in the EU, and staff training, for example, in Cambodia, Bhutan, India, and
Ethiopia. He recently served as a Lead Consultant on special and inclusive educa-
tion for Federal Ministry of Education in Ethiopia.



XXii About the Contributors

John G. Smith, MSW is a Coordinator at the Institute on Community Integration
at the University of Minnesota. He has assisted with applied research and led pro-
gram evaluations in community programs serving persons with intellectual and
developmental disabilities (IDDs) for the past 25 years. His primary goal is to
improve the lives of people with IDDs, and his interests include promoting self-
determination and self-advocacy, translating knowledge to make it useful to fami-
lies and people with IDDs, and measuring quality in services and supports. He
also has lived experience as a person with cerebral palsy and professional experi-
ence in supporting the self-advocacy movement and serving as an advocate for
people with IDDs.

Margaret Spencer, PhD has over 30 years’ experience working with parents with
intellectual disability and their children. Her doctoral research resulted in the devel-
opment of the UPS — a novel supported decision-making process to assist family
workers and parents with intellectual disability work together to understand and
plan support for parenting. She currently lectures in the Social Work Program in the
Faculty of Arts and Social Science at the University of Sydney.

Lydia Springer is a Licensed Clinical Psychologist with an advanced specialist
degree within the area of disability and works at the Habilitation and at SUF
Resource Center, Region Uppsala, Sweden. For over 20 years, she has been contrib-
uting with her knowledge about disability and parenting to increase best practice for
families at a local, regional, and national level. She has been involved in research,
developing national guidelines and collaboration strategies, as well as culturally
adapting and evaluating clinically useful methods for supporting children and par-
ents when parents have cognitive limitations.

Juan Tang, MS is a Doctoral Student in the School of Psychology at the University
of Newcastle in Australia. Her research focuses on intergroup contact, with a par-
ticular focus on the motivational predictors of intergroup contact and how it works
to reduce prejudice. She is a Co-investigator of several national projects on employ-
ment services for persons with disabilities in China.

Beth Tarleton, MPhil, PGCE is a Senior Research Fellow at the Norah Fry Centre
for Disability Studies, School for Policy Studies, University of Bristol. For the last
14 years, her research has mainly focused on positive support strategies for parents
with intellectual disabilities. She coordinates the Working Together with Parents
Network (wtpn.co.uk) which is a free network for professionals supporting parents
with intellectual disabilities. Her teaching focuses mainly on inclusive research
methods, research ethics, and support for parents with intellectual disabilities.

Olha Telna, PhD is an Associate Professor in the Department of Correctional
Education and Special Psychology at the Kharkiv Academy for Humanitarian and
Pedagogical Studies. Her applied research focuses on education and upbringing of
children with visual and speech disabilities, both in special and inclusive schools.


http://wtpn.co.uk

About the Contributors XXiii

Her interests include independent living, participation, self-determination, motiva-
tion, support, as well as legal, financial, and human resource provision. She is an
Activist in the Ukrainian disability movement. She regularly participates in regional
and national seminars and conferences and has numerous publications in Ukraine.
She is a Coordinator of the project on international cooperation (with the University
of Minnesota’s Global Resource Centre) Without Borders: Developing and
Sustaining Inclusive Educational Community and a Member of the National Special
Educators’ Union of Ukraine.

Renata Ticha, PhD is a Research Director and a Co-director of the Global
Resource Center on Inclusive Education at the University of Minnesota’s Institute
on Community Integration. She has extensive experience in the development,
implementation, and evaluation of assessments and interventions for children and
adults with different types of disabilities. She has been a Principal Investigator (PI)
or a Co-PI on multiple national and international grants, including the National
Core Indicators, a national dataset on outcomes of people with intellectual and
developmental disabilities, Research and Training Center on Home- and Community-
Based Services Outcomes Measurement, and a UNICEEF project focused on enhanc-
ing the inclusion of children and youth with disabilities in Armenia. Her international
work has focused on issues of inclusive education and the rights of people with
disabilities in post-Soviet and Asian countries. She serves as the Editor of the
Journal of the International Association of Special Education.

Yotam Tolub, MA is an international expert on legal capacity. He is an Israeli
Disability Rights Lawyer and currently working on his PhD on disability rights and
elderly rights. He is the Former Executive Director of Bizchut — the Israel Human
Rights Center for People with Disabilities — and was one of the leaders of the Israeli
legal capacity reform. He has represented hundreds of clients with disabilities
throughout the last decade. He has been working on the international sphere sup-
porting local and international efforts to promote law reforms on legal capacity and
disability rights in over a dozen countries and has been active in developing practice
models in this field and publishing research on these issues.

Jan Tgssebro, PhD (Sociology) is Professor of Social Work at the Norwegian
University of Science and Technology (NTNU) in Trondheim, Norway. His research
profile is the study of ideal-reality gaps in disability policies, thus contrasting policy
ideals with the experiences of disabled people. His research addresses among others
deinstitutionalization, service systems, growing up with disability, family issues,
education, employment, and living conditions. He has been a Member of public
committees on disability policy and was the President of the Norwegian State
Council on Disability for 4 years. He was the First President of the Nordic Network
on Disability Research and Editor of the Scandinavian Journal of Disability
Research from 2002 to 2004. He has published extensively on disability issues in
both English and Scandinavian languages.



XX1V About the Contributors

Irene Tuffrey-Wijne, PhD, RN is Professor of Intellectual Disability and Palliative
Care at the Joint Faculty of Kingston University and St George’s, University of
London. A nurse by background, she has extensive clinical experience in palliative
care. She also spent many years as a support worker for people with intellectual dis-
abilities. Since 2001, she has focused on doing research to improve the end-of-life
care and bereavement care of people with intellectual disabilities, with a particular
focus on breaking bad news, communication, and involvement of people with intel-
lectual disabilities in their own care. She is Chair of the UK-based Palliative Care of
People with Learning Disabilities (PCPLD) Network and of the Reference Group
on Intellectual Disabilities of the European Association for Palliative Care (EAPC),
which published a White Paper on Palliative Care for People with Intellectual
Disabilities in 2015. She received the 2017 EAPC Postdoctoral Research Award.

Shirli Werner, PhD is an Associate Professor at the Paul Baerwald School of
Social Work and Social Welfare and Head of the Center for Disability Studies at the
Hebrew University of Jerusalem. Her applied research aims to improve the quality
of life of individuals with disabilities and secure their rights. As such, her main
research interests are on community inclusion and participation, school inclusion,
choice, self-determination, and stigma focusing most specifically on individuals
with intellectual disabilities. She has presented papers at numerous research confer-
ences and has published extensively on these issues including coediting the book
Intellectual Disability and Stigma: Stepping Out from the Margins.

Michele Y. Wiese, PhD, MA, PS, FASID is Lecturer in Applied Psychology at
Western Sydney University, Australia. She has worked as a Clinician, Educator, and
Researcher in the intellectual disability sector for over 30 years. For the last 10 years,
her research focus has been end-of-life care. She is Honorary Senior Research
Fellow at the University of Sydney’s Centre for Disability Research and Policy,
Faculty of Health Sciences, and Fellow of the Australasian Society for Intellectual
Disability. She has published extensively and is Consulting Editor to two interna-
tional peer-reviewed journals.

Tianxi Xu, PhD is an Associate Professor of Special Education and Disabilities
Studies in the Department of Special Education in the School of Education at the
Central China Normal University and an Honorary Senior Research Fellow at the
University of Sydney’s Centre for Disability Research and Policy. His research
focuses on school-to-work transition for students with intellectual and developmen-
tal disabilities. He is Chair and Principal Investigator of the post-school transition
and support projects for people with intellectual disability and autism.

Yuan Zhou, BEd is Director of the Vocational Education Department at Shenzhen
Yuanping Special Education School in Guangdong Province in China. She has been
working in the field of special education, vocational training, and supported employ-
ment services for 16 years.



Part I
Overview of Choice and Preference



®

Check for
updates

Choice Availability and People
with Intellectual Disability

Roger J. Stancliffe

This chapter begins with a reflection on the range of reasons why choice is impor-
tant. Definitions of choice are considered next, including examination of common
misunderstandings of choice. Next, I describe and analyse major assessments of
choice availability, with attention to assessment involving self-reported choice ver-
sus choices reported by proxies. This section is followed by an examination of the
major research findings concerning choice availability for adults with intellectual
disability. This chapter also engages with the under-researched topic of choice
within various types of relationships. Implementing choices with and without sup-
port is considered in the context of the implicit tension between autonomy-as-
independence and autonomy-as-volition (see chapter “The Development of
Choice-Making and Implications for Promoting Choice and Autonomy for Children
and Youth with Intellectual and Developmental Disabilities”). This chapter con-
cludes with a brief examination of ‘what works’: interventions that purport to
enhance choice availability. A number of the issues canvassed are examined in more
detail in other chapters of the book, so where appropriate, reference is made to the
relevant chapters.

Why Is Choice Important?

There are multiple reasons why choice is particularly important for and to people
with intellectual disability. First, people with disabilities themselves have stated
repeatedly that they want to control their own lives (Miller, Cooper, Cook, & Petch,
2008). As New Zealand self-advocate Robert Martin put it, “We want to live in a
community that encourages us to learn about decision-making and to take
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responsibility for our own decisions. Until this happens, true empowerment and
self-determination can only be a dream’ (Martin, 2006, p. 127). This issue is taken
up in depth in the chapter “Reflections on Choice: The Stories of Self-Advocates”
of this volume which reports the views of prominent US self-advocates about choice.

Second, there is a problem of restricted availability of choice to people with
intellectual disability compared to the general community. Research shows people
with intellectual disability make far fewer choices (Sheppard-Jones, Prout, &
Kleinert, 2005; Wehmeyer & Abery, 2013).

Third, because of these issues, choice and self-determination have become prom-
inent features of national legislation and policy in many countries. For example, in
the chapter “Choice, Control and Individual Funding: The Australian National
Disability Insurance Scheme”, Laragy and Fisher discuss Australia’s National
Disability Insurance Scheme, which is designed with choice and control by people
with a disability as fundamental and explicit design principles. Xu and his co-
authors in the chapter “Choices and Transition from School to Adult Life:
Experiences in China” comment that self-determination and choice for people with
disability are relatively new concepts in China, but also note that these ideas are
beginning to appear in school curricula, suggesting a more positive climate may be
developing. By contrast, recent changes in regulations that limit support available to
Norwegians with intellectual disability for choosing integrated employment are
examined by Ta@ssebro and Olsen in the chapter “Employment Opportunities for
People with Intellectual Disabilities™.

Fourth, choice is central to the Convention on the Rights of Persons with
Disabilities (United Nations [UN], 2006), where choice is identified as a human
right. For example, Article 19 states that ‘Persons with disabilities have the oppor-
tunity to choose their place of residence and where and with whom they live on an
equal basis with others’. However, Ticha and her co-authors in the chapter “Choices,
Preferences and Disability: A View from Central and Eastern Europe” discuss the
numerous attitudinal, service-provision and policy barriers that continue to substan-
tially constrain choice by people with intellectual disability in Central and Eastern
Europe, despite many countries there having signed and ratified the United Nations
Convention on the Rights of Persons with Disabilities (UN, 2006).

Fifth, self-determination and choice comprise a fundamental domain of quality
of life (QOL) (Schalock, Verdugo, Gomez, & Reinders, 2016). For example, Neely-
Barnes, Marcenko and Weber (2008) showed empirically that exercising more
choice was positively related to better QOL outcomes for other QOL factors such as
rights, community inclusion and relationships.

Sixth, having choice has positive effects on other outcomes. For example, choice
improves activity engagement and reduces challenging behaviours (Tullis et al.,
2011; Zelinsky & Shadish, 2018; the chapter “Preference Assessments, Choice, and
Quality of Life for People with Significant Disabilities” of this book by Cannella-
Malone & Sabielny).
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What Is Choice?

A number of similar definitions of choice have been proposed in the intellectual
disability literature. Stancliffe (2001) reviewed earlier definitions of choice and
identified elements such as (a) actively making a choice based on one’s preference
and not passively accepting decisions made by others, (b) selection from a mini-
mum of two options and (c) free choice without coercion. Based on these three
components, Stancliffe proposed the following definition: ‘making an unforced
selection of a preferred alternative from two or more options’ (Stancliffe, 2001,
p. 92). This definition appears compatible with more recent definitions such as
‘choice-making requires that a person ... can choose without coercion, and can
express a preference to others” (Wehmeyer, 2007, p. 19).

Choices take place in a context, and appropriate environmental conditions are
necessary to access, make and communicate choices. As described by Cannella-
Malone and Sabielny in the chapter “Preference Assessments, Choice, and Quality
of Life for People with Significant Disabilities”, for people with significant disabili-
ties and limited communication repertoires, opportunities for choice may require
the support person to present alternatives carefully and to respond to selection meth-
ods, such as eye gaze, used by the person to communicate preferences. These
authors also emphasise the importance of routinely incorporating many opportuni-
ties for choice throughout the day.

In addition to the immediate here-and-now context, developmental factors under-
pin choice. As Wehmeyer and Shogren point out in their chapter “The Development
of Choice-Making and Implications for Promoting Choice and Autonomy for
Children and Youth with Intellectual and Developmental Disabilities”, making and
communicating selections in childhood, and experiencing the consequences of
these choices, provides the foundation for more complex choice and decision mak-
ing in later life.

Stancliffe’s (2001) definition describes minimum requirements for choice to
exist, but there are other factors at play when considering more fully developed
choice. Ideally, there would be many more than two options, and the individual
would generate the options, rather than someone else controlling the available alter-
natives. Choice between two or more unattractive options is often viewed as a
dilemma rather than a real choice. For example, one’s day activity options being
restricted to sheltered employment, unpaid day activities at a disability centre or
having no structured daytime activity may all be unattractive to a person who is
seeking a fully paid job in the mainstream workforce. However, as noted in the
chapter “Employment Opportunities for People with Intellectual Disabilities” on
employment, a key consideration is the individual’s appraisal of the options. If one
or more of these options are considered valued and attractive, then the person has a
real choice.

In addition, there is an important distinction between making a choice and imple-
menting it. Wehmeyer and Shogren in their chapter “The Development of Choice-
Making and Implications for Promoting Choice and Autonomy for Children and
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Youth with Intellectual and Developmental Disabilities” propose the concept of
autonomy-as-volition. This approach focuses on the person making their own choice
with implementation of the choice involving whatever support is needed.

Misunderstandings about choice A misguided interpretation of choice has some-
times been used to try to justify poor support of people with intellectual disability.
For example, some may see a person with intellectual disability spending large
amounts of time doing nothing (euphemistically described as relaxing) as an active
choice and an indication of a preference for inactivity. Logically, a preference for
inactivity requires evidence that the person rejects activity alternatives and opts to
do nothing, that the activity offered is known to be enjoyed by the person and that
appropriate support for participation is provided. By contrast, an approach called
Active Support ‘assumes that people with severe ID are disengaged not through
their own active choice, but because the assistance needed to participate is unavail-
able’ (Stancliffe, Jones, Mansell & Lowe, 2008, p. 209). Active Support is a well-
developed approach that involves carefully structured support for participation in
chosen activities and is particularly relevant to people with more severe disability
who may not be able to initiate a desired activity without support.

Brown and Brown (2009) commented on another misunderstanding of choice
which proposes that people with intellectual disability should choose anything they
like, with any unpleasant consequences simply seen as an unavoidable result of the
choice made. This approach overlooks the possibility that the person is making an
uninformed choice, unaware of some negative outcomes. Brown and Brown pro-
posed an educative approach, whereby the person is supported to think through the
consequences and given the opportunity to change their mind or to experience and
learn from the consequences if they proceed with their choice. van Hooren,
Widdershoven, van den Borne and Curfs (2002) described a similar joint learning
approach as a means of dealing with the ethical dilemma of managing risk and pre-
serving choice.

Assessing Choice Availability

As noted elsewhere in this chapter, fundamental research findings include (a) that
people with intellectual disability have access to fewer choices than their peers and
(b) that other people either make the choice for the person or provide the person
with restricted choice or limited control. Therefore, major objectives of policy and
practice are to increase access to choice and to enhance the person’s level of control
over the outcomes of these choices. Having assessments that can provide informa-
tion on these issues is necessary to document, understand and change these restricted
opportunities. The assessments examined in this section have largely been devel-
oped to assess these dimensions of choice making — availability of choice and control
over choices.
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Assessment methods for identifying specific individual preferences (e.g. prefer-
ring tea to coffee or hot chocolate) have also been the focus of considerable research
attention, especially relating to individuals who are unable to state their preferences.
These issues of preference assessment are examined in the chapter “Preference
Assessments, Choice, and Quality of Life for People with Significant Disabilities” of
this book and will not be considered in the present chapter. Other aspects of choice
assessment, such as measuring the steps involved in making choices or identifying
the sources of support for choice making, have received much less attention from
researchers developing choice assessments. One likely reason for this approach is
that these other factors tend to be moot if the choice is not available to the person.

Stancliffe (2001, Table 1) listed four scales designed to assess choices available
to people with intellectual disability (Kearney, Durand, & Mindell, 1995; Kishi,
Teelucksingh,, Zollers, & Meyer, 1988; Schalock & Keith, 1993; Stancliffe &
Parmenter, 1999). More recently, O’Donovan et al. (2017, Table 1) described eight
scales. Table 1 below is a revised and expanded version of Stancliffe’s (2001)
Table 1. It does not claim to be comprehensive listing of every available scale. To
help readers who seek access to the item content of the scales listed in Table 1, the
studies which include full information about scale item wording and scoring are
identified with a superscript ‘a’ in the second column.

Item content Very large numbers of choices are potentially available to people
every day. A comprehensive listing would generate unwieldy and impractical
assessment tools. Instead, the available assessment tools listed in Table 1 each
include items on a limited selection of choices (ranging from 3 to 26 items) intended
to serve as indicators of choice availability more generally. This approach to content
selection requires items that are applicable to most people and representative of
choices more generally. This selection issue has been dealt with by:

* Choosing item content related to choice within activities that most people engage
with often (e.g. what to eat, when to go to bed, leisure activities) so as to mini-
mise missing data due to non-applicable items and to capture the person’s typical
level of control because the item involves a choice that occurs very regularly

* Framing questions to relate to broader choice issues not specific options, such as
‘Who decides your daily schedule [like when to get up, when to eat, when to go
to sleep]?’ (Lakin et al., 2008, p. 330)

It is notable that there is similarity in the item content of a number of the scales
listed in Table 1. One reason is that new scales have often borrowed or adapted items
from earlier assessments. For example, the choice items used by Kishi et al. (1988)
provided most of the items in the scales examined by Heller et al. (2000) and by
O’Donovan et al. (2017). O’Donovan et al. (p. 475, parenthetical material added)
also noted that ‘of the 9 items in the NCI scales (used by Lakin et al., 2008 and Ticha
etal., 2012), 6 of these items are included in the adapted Heller et al. (2000) used in
this study’. The scales set out in Table 1 mostly focus on residential, community and
leisure issues, with limited attention to other settings. One exception is the scale used
by Agran, Storey and Krupp (2010) which examines choices at work.
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Table 1 Scales assessing choice
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Respondent
(self or
Scale Authors Item content proxy) Response scale
Life Choices Kishi et al. 11-item scale Self-report or | 5-point Likert scale
Survey (1988)* (including a ‘lie’ proxy ranging from choice
item) not available/
appropriate to me to [
can make this choice
when I want to
Resident Choice | Kearney et al. | 25-item scale about | Proxies 7-point Likert scale

Assessment Scale

(1995)

adults

(direct-care
staff)

ranging from Never to
Always

Quality of Life Schalock and | 10-item scale about | Self-report or | 3-point scale — item-
Questionnaire — | Keith (1993)® | choices and control | completed by | specific options, each
Empowerment over one’s life two proxies | ranging from free
factor choice to very little/no
choice
Choice Stancliffe and | 26-item scale Self-report or | 3-point scale — item-
Questionnaire Parmenter dealing with a proxy specific options, each
(1999)* variety of choices ranging from free
for adults choice to others
decide/I am not
allowed
Daily Choice Heller, Miller, | 12 items Proxy 2-point scale — choice
Inventory Scale Hsieh and made by self; others
Sterns (2000)*
The Resident Hatton, 26-item scale on Proxy 4-point scale: No
Choice Scale Emerson and | opportunities for supports/ opportunities
Robertson choice in for choice; Little real
(2004)* residential settings choice; expresses
preference but does not
have final say; Person’s
expressed preference is
the final say
Everyday Choice | Lakin et al. 3 items (everyday | Self-report or | 3 response options:
Scale (2008)* choice) and 6 items | proxy person chooses; person
Support-Related | Ticha et al. (support-related has help choosing/has
Choice Scale (2012)* choice) from the some input/can request

National Core
Indicators Adult
Consumer Survey

a change; someone
else chooses

Unnamed scale

Agran, Storey
and Krupp
(2010)

6-item scale about
the availability of
choices and support
for choice making
at work

Self-report

2-point (yes/no)

7-item scale about
work-related
choices (a) made
today and (b)
usually made

Self-report

2-point (yes/no)

(continued)



