Lifespan Health and Function of Adults with
Intellectual and Developmental Disabilities:
Translating Research into Practice

STATE OF THE SCIENCE CONFERENCE
Rehabilitation Research and Training Center on Aging with Developmental
Disabilities: Lifespan Health and Function (RRTCADD)

May 26 2011 Bethesda Maryland

State of the Science Conference 2011 i

Table of Contents
Conference Program….…………………………………………………………………………..ii
Short Bios…………………………………………………………………………………………iv
Introduction……………………………………………………………………………………….1
Health Disparities…………………………………………………………………………………4
Longitudinal Health and Intellectual Disability Study (LHIDS) on Obesity
and Health Risk Behaviors…………………………………………………………………….4
Health Status Measurement of Persons with Intellectual Disabilities:
Development and Testing of Self Report Health Related Quality of Life…………………..18
Life Course Health Patterns and Health Care Utilization among
Adolescents and Adults with Spina Bifida: Preliminary Findings…………………………….38
Health Promotion Practices and Interventions………………………………………………….50
Sustainable Health Promotion: Translating Knowledge
Through Interactive Distance Learning………………………………………………………50
Identification of Fall Risks in Adults with Intellectual Disabilities…………………………………...64
Enhancing Family and Community Supports……………………………………………………..76
Consumer-Directed Support: Impact of Hiring Practices on Adults
with Intellectual/Developmental Disabilities and Families……………………………………76
By Caring for Myself I Can Care Better for my Family: A Pilot
Health Education Intervention………………………………………………………………...88
Examining Environmental Barriers & Supports to Home and Community
Participation with People with Intellectual/Developmental Disabilities………….....................98
Bridging the Aging and Developmental Disabilities Networks………………………………...107
Bridging the Aging and Developmental Disabilities Service Networks……………………..107

Lifespan Health and Function of Adults with Intellectual Developmental Disabilities ii

State of the Science Conference 2011 iii

State of the Science Conference Program

Funded by the United
States Department of
Education, Office of
Special Education and
Rehabilitative Services,
National Institute on
Disability and
Rehabilitation Research
(NIDRR), Grant #
H133B080009

The Rehabilitation Research and Training Center on Aging
with Developmental Disabilities: Lifespan Health and
Function (RRTCADD), University of Illinois at Chicago,
seeks to enhance the health, function, and full community
participation of adults with intellectual and developmental
disabilities (I/DD) across the lifespan and bolster family
caregiving capacity through a coordinated set of research,
training in evidence-based practice, and dissemination
activities. The activities of the RRTC promote a society
that involves people with I/DD within the fabric of their
community, enables them to access the supports and
resources they require throughout their lifespan, and
helps them attain a socially relevant, personally meaningful,
and healthy life. www.rrtcadd.org

May 26, 2011
•

7:45-8:15 am - Continental Breakfast and Networking

•

8:15-8:20 am - Welcome

Dr. Tamar Heller, Professor, Head, Department of Disability and Human Development,
University of Illinois at Chicago (UIC), Director of Rehabilitation Research and Training
Center on Aging and Developmental Disabilities: Lifespan Health and Function
(RRTCADD)
Dr. Toby Tate, Professor, Dean, College of Applied Health Sciences, University of Illinois
at Chicago
•

8:20-8:40am - Laying the Foundation for Research and Practice: Outcomes of
the Meetings on Health Surveillance and Health Professional Education
Dr. Glenn Fujiura, Associate Dean, College of Applied Health Sciences, Associate
Professor, Department of Disability and Human Development , UIC, RRTCADD
Dr. Gloria Krahn, Director, Division of Human Development and Disability, NCBDDD,
CDC
Dr. David O’Hara, COO, Westchester Institute for Human Health & Development
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•

8:40-9:00am – Emerging Research Findings on Lifespan Health and Function
Dr. Tamar Heller

•

9:00-9:45am – Health Disparities
Dr. James Rimmer, Professor, Department of Disability and Human Development,
Director of National Center on Physical Activity and Disability, RERC on Recreational
Technology and Exercise Physiology for People with Disability, UIC, RRTCADD
Dr. Glenn Fujiura
Dr. Philip Davidson, Professor Emeritus of Pediatrics and Psychiatry, Strong Center for
Developmental Disabilities, University of Rochester, RRTCADD

•

9:45-10:15am – Health Promotion Practices and Interventions
Dr. Beth Marks, Research Assistant Professor, Department of Disability and Human
Development, Associate Director for Research, RRTCADD, UIC
Dr. Kelly Hsieh, Research Assistant Professor, Department of Disability and Human
Development, Associate Director for Evaluation and Statistics, RRTCADD, UIC

•

10:15-10:30am – Break

•

10:30-11:25am – Discussants
Dr. I-Min Lee, MD., Associate Professor, Harvard University
Dr. Meindert Haveman, Professor of Special Education and Rehabilitation, University of
Dortmund, Germany
Dr. Thomas Prohaska, Professor, Community Health Sciences, Co-director of Center for
Research on Health and Aging, Institute for Health Research and Policy, UIC
Advocate Panel Response
Dr. Sarah Ailey, Assistant Professor, College of Nursing, Rush University
Essie Pederson, Executive Director, Capabilities Unlimited
Marvin Moss, Self-advocate

•

11:25am -12:10pm – Enhancing Family and Community Supports
Dr. Tamar Heller
Dr. Sandy M. Magaña, Professor, Social Work, Waisman Center, University of Wisconsin,
Madison, RRTCADD.
Dr. Joy Hammel, Associate Professor, Occupational Therapy and Disability Studies, UIC,
RRTCADD

•

12:10-12:45pm – Lunch

•

12:45-1:30pm – Discussants
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Dr. Erik Emerson, Co-director, Program for Improving Health and Lives: Intellectual
Disability Observatory for England
Gail Hunt, President and CEO, National Alliance for Caregiving
Advocate Panel Response
Dr. Ann Cameron Caldwell, Chief of Research and Innovation Office, The Arc of USA
Tia Nelis, Self-Advocacy Specialist, Institute on Disability and Human Development, UIC,
RRTCADD
Nora Handler, Family advocate
•

1:30-2:10pm – Bridging Aging Developmental Disabilities Networks
Dr. Alan Factor, Research Assistant Professor, Department of Disability and Human
Development, Associate Director for Training and Dissemination, RRTCADD, UIC
Dr. Matthew Janicki, Research Associate Professor, Department of Disability and Human
Development, Associate Director for Technical and Assistance, RRTCADD, UIC

•

2:10-3:00pm – Federal and National Organizations Panel
Robert Hornyak, Acting Director, Center for Policy, Planning and Evaluation,
Administration on Aging
Sharon Lewis, Commissioner of the Administration on Developmental Disabilities
Suellen Galbraith, Senior Policy Adviser, American Network of Community Options and
Resources
Dr. Joe Caldwell, Director of Long-Term Service and Supports Policy, National Council
on Aging

•

3:00 - 3:15pm – Looking to the Future
Dr. Tamar Heller

•

3:15 – 3:30pm – Closing Remarks
Sue Swenson, Acting Director of the National Institute on Disability and Rehabilitation
Research, Deputy Assistant Secretary, Office of Special Education and Rehabilitation
Service
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Short Bios
Sarah H. Ailey, Ph.D. is a nurse educator and researcher with experience in developing and
delivering health promotion interventions to adults with intellectual disabilities and in training
frontline staff in health promotion. She works to ensure that nursing students have experience
with adults with intellectual disabilities. She is a member of Rush University Medical Center's
ADA Task Force, the co-chair of the Rush Adults with Intellectual and Developmental
Disabilities Committee, and the Treasurer of the National Organization of Nurses with
Disabilities.
Ann C. Caldwell, Ph.D. is Chief Research and Innovations Officer at The Arc. She is also an
adjunct assistant research professor at the University of Illinois at Chicago (UIC), in the
Department of Disability and Human Development and is a 2011 Fellow at Stanford University,
Graduate School of Business, in the Center of Social Innovation. She serves on many
committees in Washington, DC, to help advance efforts to improve opportunities for people with
intellectual and developmental disabilities. She is known for her commitment to providing
people that identify has having intellectual and developmental disabilities with opportunities to
demonstrate their valued competencies in a professional arena. Earlier professional roles
included working in the disabilities field in development and as a consultant. Dr. Caldwell
received her doctorate in Disability Studies from UIC and a Master’s degree from the University
of Chicago in Liberal Arts. She is the mother of a teenager with Down syndrome.
Joe Caldwell, Ph.D. is Director of Long-Term Services and Supports Policy at the National
Council on Aging (NCOA) and an Adjunct Assistant Research Professor at the University of
Illinois at Chicago (UIC). During passage of the Affordable Care Act, he served as a Joseph P.
Kennedy Jr. Public Policy Fellow with Senator Christopher J. Dodd. He is also a former Policy
Analyst with the Association of University Centers on Disabilities (AUCD) where he worked to
advance federal disability policy in the areas of health, education, and long-term services. He
holds a doctoral degree in Disability Studies from UIC and has published widely in the areas of
self-directed supports, family support, and self-advocacy.
Phil Davidson, Ph.D. is Professor of Pediatrics, Environmental Medicine and Psychiatry. He
holds a doctoral degree in Experimental Psychology from the George Washington University and
was a post-doctoral fellow at the University of North Carolina at Chapel Hill. From 1977 until
2007, Dr. Davidson directed the Strong Center for Developmental Disabilities and served as
division chief for the Division of Neurodevelopmental and Behavioral Pediatrics. His is a
pediatric psychologist who had an active practice treating children and adults with intellectual
and developmental disabilities (I/DD) and mental health or behavioral disorders. Dr. Davidson
leads a research program on aging and health outcomes in older adults with I/DD and leads the
Seychelles Child Development Study of, the effects of dietary methyl mercury on child and adult
development and health. He is the Treasurer of the International Association for the Scientific
Study of Intellectual Disabilities and has held leadership positions in the Association of
University Centers on Disabilities, The American Association on Intellectual and Developmental
Disabilities, and Division 33 and the Society of Pediatric Psychology of the American
Psychological Association.
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Eric Emerson, Ph.D. is Co-Director of the English specialist public health observatory on
intellectual disability. He is also Professor of Disability and Health Research at Lancaster
University (UK) and Visiting Professor at the University of Sydney. His research addresses the
health and social inequalities faced by people with disabilities and, in particular, people with
intellectual and developmental disabilities.
Alan Factor, Ph.D. is a Research Assistant Professor in the Department of Disability and
Human Development at the University of Illinois at Chicago and is Associate Director for
training at the Rehabilitation Research and Training Center on Aging with Developmental
Disabilities. Alan has conducted national studies of innovative community-based services and
supports for older adults with disabilities and their families that have included projects to bridge
the aging and developmental disabilities (DD) service networks. He also provides training to
agency staff, adults with DD, and their families on age-related health changes and planning for
the future. Alan is on the Public Policy Committee of the American Society on Aging, was on
the editorial board of Maximizing Human Potential, and chaired the DD Formal Interest Group
of the Gerontological Society of America. Alan has lectured widely and co-authored several
publications on aging with DD.
Glenn Fujiura, Ph.D. is a faculty member of the Department of Disability and Human
Development at the University of Illinois at Chicago, where he serves as the Director of
Graduate Studies for the MS program, and as Associate Dean for Academic Affairs for the
College of Applied Health Sciences. His research includes studies of fiscal structure and
demography of the disability service system; family policy; long-term care; poverty, disability,
ethnic and racial issues in disability, and on the statistical surveillance of disability. He has
served as Chair of the U.S. Administration on Developmental Disabilities Commissioner's
Multicultural Advisory Committee, was a 1999 recipient of the National Rehabilitation
Association's Switzer Scholar award, and was a member of the President's Committee on Mental
Retardation during the Clinton administration. Dr. Fujiura is a member of the National Academy
of Sciences Committee on the External Evaluation of the National Institute on Disability and
Rehabilitation Research and was recently appointed editor-in-chief of the journal, Intellectual
and Developmental Disabilities.
Suellen R. Galbraith joined the American Network of Community Options and Resources
(ANCOR) in February of 1993. She serves as ANCOR’s Senior Policy Advisor. Suellen's duties
at ANCOR include tracking of Federal legislation and regulations affecting providers of supports
to people with disabilities, with an emphasis on housing; Medicaid, Medicare, and long-term
services; Social Security disability programs; and employer/employee workplace health and
safety issues. She has served as co-chair of several tasks forces of the Consortium for Citizens
with Disabilities (CCD), a Washington, D.C. based working coalition comprised of 100 national
organizations representing consumer, advocacy, provider and professional organizations which
advocate on behalf of people with disabilities. She served on the national board of directors of
CCD, the national Coalition for Human Needs, Advance CLASS, Inc., and the Paraprofessional
Healthcare Institute, as well as several national advisory and work groups, including the Center
for Medicare and Medicaid Services work groups. She is currently on the Board of Advance
CLASS. She is also the author of several articles on housing.
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Joy Hammel, Ph.D., OTRL, FAOTA. is an Associate Professor in Occupational Therapy and
Disability Studies at the University of Illinois at Chicago. She received her PhD in Educational
Psychology from the University of California at Berkeley. Her scholarship focuses on
community-based participatory research related to community living and participation choice,
control and societal opportunity with people who are aging with disabilities and disability and
aging communities. This includes: 1) research to identify key environmental barriers and
supports to least restrictive community living and full societal participation and their impact on
health outcomes, 2) research to create and test new assessment tools and item banks to evaluate
participation disparities, and 3) participatory intervention research to effect systems change and
social justice, action plan environmental and policy issues, and build community capacity related
to community living and participation. She has served as Principal Investigator on grants from
the NIDRR, NIH and the Retirement Research Foundation, and has served as Chair of the
NCMRR Advisory Board and Executive Director of the Society for Disability Studies.
Nora Fox Handler is a committed sister to her three brothers with intellectual disabilities,
Marty, Patrick and Michael. Michael also has a serious mental illness. She is a passionate
advocate for people with disabilities and their families and shares the story of her family’s
experience and the consequences of their lack of planning for the future. Nora is a founding
member and the treasurer of SIBS, Supporting Illinois Brothers and Sisters, a nonprofit
organization whose mission is to support siblings of people with disabilities. She serves as an
advocate advisor for The Rehabilitation Research & Training Center on Aging with
Developmental Disabilities at the University of Illinois at Chicago (UIC). Nora is an advisory
committee member of the Institute on Disability and Human Development at UIC along with her
brother Marty. She is a board member of the Arc of Illinois and the Sibling Leadership Network.
Nora is also a volunteer for Pioneer Center for Human Services in McHenry, IL and has
organized two sibling conferences with the agency. In 2009 Nora received the Arc of IL
Outstanding Family Advocate Award. She currently works as a leader for Weight Watchers.
Meindert J. Haveman, Ph.D. is full professor and head of the Department of Rehabilitation and
Education of Intellectual Disabilities at the Faculty Rehabilitation Sciences of the University of
Dortmund, Germany. Before he worked in the Netherlands at the Chief Inspectorate for Mental
Health at the Dutch Ministry of Public Health, at the Department of Epidemiology of the
University Maastricht (associate professor), at the Institute for Psycho-Social and
Epidemiological Research (IPSER), and was head of the Centre for Human Development and
Disabilities in Maastricht. He organized several times the European Course on Intellectual
Disabilities.
Tamar Heller, Ph.D. is Professor and Head of the Department of Disability and Human
Development, University of Illinois at Chicago and director of its University Center of
Excellence in Developmental Disabilities for the State of Illinois. She also directs the
Rehabilitation Research and Training Center on Aging with Developmental Disabilities:
Lifespan Health and Function and projects on family support and health promotion interventions
for individuals with disabilities. One of these projects is the Special Olympics Research
Collaborating Center. Dr. Heller has written over 160 publications on family support
interventions and policies, self-determination, health promotion, and aging of people with
disabilities. She has written or co-edited 4 books with another in press. She is past President of
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the board of the Association of University Centers on Disabilities. In 2005 she was Senator
Obama’s delegate to the White House Conference on Aging. As a co-founder of the national
Sibling Leadership Network, she is a member of its executive board. Her awards include the
2009 Autism Ally for Public Policy Award of The Arc/The Autism Program of Illinois; the 2008
Lifetime Research Achievement Award, International Association for the Scientific Study of
Intellectual Disabilities, Special Interest Group on Aging and Intellectual Disabilities; and the
2009 Community Partner Award of Community Support Services.
Bob Hornyak is the Acting Director of the Center for Policy, Planning and Evaluation within
the U.S. Administration on Aging. The Center for Policy, Planning and Evaluation serves to
identify and analyze emerging policy issues and trends related to the aging population, develops
innovative program strategies consistent with the priorities established by the Assistant Secretary
for Aging, and directs the evaluation of programs under the Older Americans Act. He was
previously the Director of the Office of Home and Community Based Services at AoA. Prior to
his work in AoA, he was the Director of the Center for the Advancement of State Community
Service Programs at the National Association of State Units on Aging (NASUA). Earlier in his
career, he was the Deputy Director for the Indiana Bureau of Aging and In-Home Services and
also served as Acting Director.
Kelly Hsieh, PhD. is Associate Director for Evaluation and Statistics in the Rehabilitation
Research and Training Center on Aging with Developmental Disabilities and is Research
Assistant Professor in the Department of Disability and Human Development, at the University
of Illinois at Chicago. She has been in the disability research field focusing on people with
intellectual and developmental disabilities (I/DD) for over 15 years. She has been involved in the
research areas of aging and health, health promotion, balance and fall risks, caregivers’ health,
and Down syndrome related Alzheimer’s disease. She is currently conducting a randomized
control trial to examine the effectiveness of balance and strength training to prevent occurrence
of falls for adults with intellectual disabilities and Co-PI on a RRTC research grant examining
how health behaviors affect the health and function of adults with I/DD over time.
Gail Gibson Hunt is President and CEO, National Alliance for Caregiving, a non-profit
coalition dedicated to conducting research and developing national programs for family
caregivers and the professionals who serve them. Prior to heading NAC, Ms. Hunt was President
of her own aging services consulting firm for 14 years. She conducted corporate eldercare
research for the National Institute on Aging and the Social Security Administration, developed
training for caregivers with AARP and the American Occupational Therapy Association, and
designed a corporate eldercare program with the Employee Assistance Professional Association.
Previously, she was Senior Manager of human services for the Washington, DC, office of
KPMG Peat Marwick. Ms. Hunt attended Vassar College and graduated from Columbia
University in New York. She served on the Policy Committee for the 2005 White House
Conference on Aging. Ms. Hunt is on the Advisory Panel on Medicare Education and is the
incoming chair for the National Center on Senior Transportation. She is also on the Board of
Commissioners for the Center for Aging Service Technology the steering committee for LongTerm Care Quality Assurance, and the Governing Board of the Patient-Centered Outcomes
Research Institute (PCORI).
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Matthew P. Janicki, Ph.D. is research associate professor of human development at the Institute
of Disability and Human Development at the University of Illinois at Chicago, and serves as
director for technical assistance for the Rehabilitation Research and Training Center in Aging
with Developmental Disabilities Lifespan Health and Function at the University. Formerly, he
was director for aging and special populations for the New York State Office for People with
Developmental Disabilities. Dr. Janicki was a Joseph P. Kennedy, Jr. Foundation's Public Policy
Leadership Fellow, at the National Institute on Aging and the US Senate, where he helped
introduce changes in the Older Americans Act relative to access by people with disabilities. He is
the author of numerous books and articles in the area of aging, dementia, public policy, and
rehabilitation with regard to people with intellectual and developmental disabilities (I/DD) and
has lectured and provided training in aging and I/DD across the world. Dr. Janicki is the pastchair of the US International Council on Mental Retardation and Developmental Disabilities and
the past-chair of the aging special interest research group of the International Association for the
Scientific Study of Intellectual Disabilities (IASSID). He is the editor of the Journal of Policy
and Practice in Intellectual Disabilities. He is currently studying dementia capable group homes
and co-chairing the National Task Group on Intellectual Disabilities and Dementia Practices. He
was the project director of a World Health Organization initiative that developed background
reports on promoting longevity among adults with I/DD internationally.
Gloria Krahn, Ph.D., MPH. is the Director of the Division of Human Development and
Disability at the National Center on Birth Defects and Developmental Disabilities (NCBDDD).
She joined the CDC after 25 years as an academic clinician, researcher, teacher and
administrator. Her early work in child development was followed by an interest in disabilities
and development across the lifespan. Dr. Krahn is widely regarded as a national and international
expert in the field of disability and public health. Her publications and lectures have bridged the
fields of child development, childhood-onset disability, health status measurement and health
promotion among adults with disabilities. Dr. Krahn's research has been funded by the NIH, the
U.S. Department of Education, the Maternal and Child Health Bureau at HRSA, and the CDC.
Dr. Krahn is the author of numerous publications related to disability and child development, and
she is the co-editor of the first major textbook on Disability and Public Health. Dr. Krahn has
served in a variety of leadership roles within organizations addressing disability across the
lifespan. She has developed strong collaborative relationships with other universities, with state
health departments, and with local communities. She served as President of the Association of
University Centers on Disabilities (AUCD), Chair of the Disability Section of the American
Public Health Association, on the executive committee of the National Association of
Rehabilitation Research and Training Centers and as a leader of the Healthy People 2010
Disabilities Work Group.
I-Min Lee, MD., ScD. is Associate Professor of Medicine at Harvard Medical School and
Associate Professor of Epidemiology at the Harvard School of Public Health. She received her
medical degree from the National University of Singapore, a Masters degree in public health and
a Doctoral degree in epidemiology, both from the Harvard School of Public Health. Her research
primarily focuses on the role of physical activity in preventing chronic diseases and enhancing
longevity, and in women’s health. She has served on several expert panels addressing physical
activity and health, including the Physical Activity Guidelines Advisory Committee writing the
scientific report on which the 2008 US Department of Health and Human Services physical

State of the Science Conference 2011 xi

activity guidelines – the first comprehensive physical activity guidelines by the US federal
government for Americans – are based. She is editor of a textbook, Epidemiologic Methods in
Physical Activity Studies. She is currently Principal Investigator of several NIH-funded grants on
physical activity and health, including the Harvard Alumni Health Study, a long-standing
prospective cohort study of 33,000 Harvard alumni, and an accelerometer ancillary study in the
Women’s Health Study, which will objectively measure physical activity in 20,000 women and
follow them for mortality.
Sharon Lewis is Commissioner of the Administration on Developmental Disabilities. She was
appointed in March 2010. Well known as an effective advocate, Sharon has a proven track
record in championing disability issues, while working for a better quality of life for all. Sharon
has worked in disability policy for more than 10 years at local, state, and national levels. She
originally came to Washington, D.C. to serve as a Joseph P. Kennedy, Jr. Foundation Public
Policy Fellow, working for Senator Chris Dodd’s HELP subcommittee on Children and Families.
In 2007, she joined Chairman George Miller’s Education & Labor Committee staff as Senior
Disability Policy Advisor, where she advised members of the Committee on disability concerns
related to education, employment and healthcare. Sharon is the recipient of numerous awards,
including the 2010 Distinguished Leadership in National Disability Policy Award and the
Consortium for Citizens with Disabilities Chairman's Award. In Oregon, Sharon Lewis worked
on public policy for the Oregon Developmental Disabilities Coalition and for the Arc. She served
as the co-chair of the Oregon Family Action Coalition Team, founded DisabilityCompass.org
and managed the Oregon Partners in Policymaking Program, working with individuals with
disabilities and family members to participate in policy decisions at all levels. Sharon is a parent
to three daughters, including one with disability. She is a native of Michigan and a graduate of
Washington University in St. Louis.
Sandy Magaña, Ph.D. is a Professor in the School of Social Work, Director of the Chicana/o
Latina/o Studies Program and an Investigator at the Waisman Center, University of WisconsinMadison. She is also a Hartford Geriatric Social Work Faculty Scholar. Dr. Magaña holds a
Masters in Social Work from California State University, San Bernardino and received her Ph.D.
from the Heller Graduate School of Social Policy at Brandeis University. She completed post
doctoral training from the Waisman Center NICHD funded program in developmental
disabilities research at the Waisman Center. Dr. Magaña’s research focus is on the cultural
context of families who care for persons with disabilities and mental illness. Her current research
includes an NIH funded study on the cultural equivalence of autism assessment among Latino
children; a pilot intervention of autism education for Latino families of children with an ASD;
and the RRTC project which evaluates a health education program for Latina mothers of children
with intellectual and developmental disabilities.
Beth Marks, RN, Ph.D. is Associate Director for Research in the Rehabilitation Research and
Training Center on Aging with Developmental Disabilities, University of Illinois at Chicago
(UIC), Research Associate Professor in the Department of Disability and Human Development,
UIC, and President of the National Organization of Nurses with Disabilities. She directs research
programs related to the empowerment and advancement of persons with disabilities through
health promotion, health advocacy, and primary health care. She co-edited a special issue in
Nursing Clinics of North America on health issues for persons with developmental disabilities, a
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Feasibility Study Report to advance nursing education at Bel-Air Sanatorium and Hospital in
Panchgani, Maharashtra, India through the WHO Collaborating Center, UIC, and a monograph
on Primary Health Care in the Americas for the Pan American Health Organization/World
Health Organization. Dr. Marks produced a documentary with Bronwynne Evans, RN, PhD
entitled Open the Door, Get 'Em a Locker: Educating Nursing Students with Disabilities. She has
authored two books entitled 1) Health Matters: The Exercise and Nutrition Health Education
Curriculum for People with Developmental Disabilities and 2) Health Matters for People with
Developmental Disabilities: Creating a Sustainable Health Promotion Program.
Marvin D. Moss is Project Co-coordinator. Marvin Moss is a Cincinnatian who has worked as
an avid advocate for people with disabilities nearly his whole life! His mother, Dorothy Moss,
founded The Arc as a local, state and national advocacy Organization in support of Marvin and
his 5 years older brother Leon. Once his mother passed away, Marvin became the first person in
the state of Ohio to serve as a Co-Guardian for his older brother. Marvin was instrumental in the
effort to support Leon to move back to the greater Cincinnati area after many years of living far
from family in Columbus and Springfield. Marvin served on the Ohio State Board of the
Advocacy and Protective Services (APSI) program and, was a founding member of both People
First of Hamilton County and the Advocacy Leadership Network of Hamilton County. Since
1992, Marvin has served on the Advisory Board of the RRTC on Aging and DD at The
University of Illinois at Chicago. He is a graduate of the Ohio Partners in Policymaking and a
result of that, created an exercise and wellness program for adults with developmental disabilities
(DD) called BLAST in conjunction with the local YMCA. He was employed by The Arc
Hamilton County and now works part time with the advocacy team at Hamilton County DD
Services.
Tia Nelis is a Self-Advocacy Specialist at Rehabilitation Research and Training Center, Institute
on Disability and Human Development, University of Illinois at Chicago. She also is the past
chairperson of the national organization Self-Advocates Becoming Empowered. She has founded
People First of Illinois and has successfully promoted People First. Ms. Nelis has served as
president of People First of Illinois and Naperville. And has been honored with the Burton Blatt
Award by the Illinois Tash, and the Elizabeth Boggs award from AAMR. Ms. Nelis has drawn
on experiences relating to her own disability in promoting and demonstrating the benefits of
empowerment for people with disabilities. She has wide experience in conducting training and
advocating for progressive polices with legislators and public officials.
David M. O’Hara, Ph.D. is the Chief Operating Officer of the Westchester Institute for Human
Development, a University Center for Excellence in Developmental Disabilities Education,
Research and Service (UCEDD), which is affiliated with New York Medical College. He is also
an Associate Professor in School of Health Sciences and Practice and Assistant Professor in the
Departments of Pediatrics and Community and Preventive Medicine at New York Medical
College. Dr. O’Hara earned his Ph.D. in social work from the University of Maryland at
Baltimore. Dr. O’Hara served on the faculty of the Kennedy Krieger Institute at Johns Hopkins
University where he pursued a longstanding interest in the special health care needs of children
in foster care and created a model health care program focused on meeting these needs. On
moving to New York State, Dr. O’Hara established a similar model of health care services for
children in foster care served by the Westchester Institute for Human Development. He was a
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member of a special task force on the health of children in foster care created by District II, New
York State, the American Academy of Pediatrics which published Fostering Health: Health
Care for Children in Foster Care, now adopted by AAP as national standards for health care
providers of children in foster care. Dr. O’Hara is a member of governing committee of the
Special Interest Research Group on Health of the International Association for the Scientific
Study of Intellectual Disabilities. He also leads a new telehealth grant on access to health care
using technology from the New York State Department of Health under the Health Care
Efficiency and Affordability Law NY program.
Esther Lee (Essie) Pederson is Project Co-Coordinator. Since 1988, Essie Pederson has served
in a variety of roles with the RRTC on Aging and DD: Director, Principal Investigator,
Consultant, liaison to Self Advocates Becoming Empowered along with Tia Nelis and most
recently as a member of the RRTC Advisory Committee. Currently she is the co-director of the
National Technical Assistance Center for Voting and Cognitive Access, a national advisor to Self
Advocates Becoming Empowered, and co-statewide coordinator for Ohio Partners in
Policymaking. She is also a founding member of the Ohio SIBS and the national Sibling
Leadership Network. Ms. Pederson has extensive experience in supporting self-advocate led
initiatives and works closely with self-advocates across the country on the right to vote,
board/committee leadership, teaching 7 Habits of Highly Effective People, health and wellness,
community involvement and full inclusion in the democratic process. She has extensive
experience in training, leadership development, collaboration with generic agencies to integrate
people with disabilities in their decision making process, board leadership, systems improvement
and outreach aimed at individuals with developmental disabilities and their family members,
policymakers and professionals. She attributes her best education being provided by her older
brother who happens to have Down syndrome.
Thomas R. Prohaska, Ph.D. is Professor Division of Community Health Sciences at the
University of Illinois at Chicago (UIC) School of Public Health and Co-Director of the UIC
Center for Research on Health and Aging at the Institute for Health Research and Policy. He has
more than 30 years’ experience in gerontological research, having been the principal investigator
or co-investigator of many federally funded research studies. He has over one hundred
publications in gerontological health. He was an editor, along with Tom Hickey and Marjorie
Speers, of the first volume of the book, Public Health and Aging as well as the second volume,
with Lynda Anderson and Robert Binstock, in press Public Health for an Aging Society. His
research interests focus on gerontological public health including physical activity, health
behavior, illness behavior in older adults, self-care and chronic disease management in older
populations, and the translation and dissemination of evidence-based research and health
innovations in older populations. He is on the editorial board of The Gerontologist, the Journal
of Gerontology Social Sciences and the Journal of Health and Aging. He currently serves on the
Expert Panel on Nutrition, Physical Activity and Obesity-Related Health Disparities for the CDC
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Introduction
Tamar Heller, Ph.D.
University of Illinois at Chicago
The Support Outcomes Model of
Figure 1: The supports-outcome model of the RRTC
Aging Well guides the goals of the
State of Science Coinference on
Lifespan Health and Functon:
Translating Research into Practice.
This model builds on the most recent
definitions of intellectual disability
developed by the American
Association on Intellectual and
Developmental Disabilities (AAIDD,
2002) and the successful aging model
popular in the gerontological
literature (Baltes & Baltes, 1990)
which has been adapted to include the
concept of aging well. (Johnson,
1995) The resulting Supports
Outcomes Model of Aging Well emphasizes the primacy of the environment and individualized
supports in influencing outcomes for individuals across the lifespan. Outcomes of aging well are
1) maintaining health and function (physical and mental health and independence); and 2) active
engagement with life (friendships, contributions to society, and community participation.
Inherent in this model is the assumption that aging is a life-long process and that how well one
ages in later life is dependent on events occurring at younger ages. This model emphasizes that
aging successfully evolves from exercising the choices that create a successful and productive
life (Krain, 1995). It is a dynamic process involving individuals in their environment including
the historical and cultural context. Adults with I/DD are vulnerable to conditions that will make
their old age potentially more difficult with increased infirmity and dependence. This model
builds on a life course approach which recognizes the importance of social determinants , such as
poverty, access to services, and supports on health and function throughout life for people with
disabilities and their families (Heller & Harris, in press).
Aging well is viewed as a function of multiple dimensions of the person in an environmental
context mediated by the supports received. People differ in their levels of competencies and rates
of age-related declines. Similarly, some groups of adults with I/DD (e.g., those with Down
syndrome) experience differential rates of age-related changes in adaptive behaviors and
physical and mental health.
This model stresses the role of supports in influencing outcomes of aging well. These supports
include informal support, health and social services, and technological supports. Specific
components include: 1) teaching, 2) in-home living assistance, 3) community access and use, 4)
health assistance, 5) befriending, 6) financial planning, and 7) behavioral support. Effective
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supports employ consumer-directed models that are person-centered. These supports fluctuate
throughout the life span. Adults often receive less service than children with ID and few
mandates exist for adult services.
The environment refers to the physical, social, and attitudinal environment within the home,
community, and society. Positive (disability-friendly) environments foster the growth,
development, and well -being of the individual (Edgerton, 1988). As a person ages these
environments also undergo changes, such as moving out of a family home when a parent dies.
Within this framework the studies included in the Rehabilitation Research and Training Center
on Aging with Developmental Disabilities; Lifespan Health and Function (RRTC) place the
person with disability (and or the family) in the center of the planning process, aim to increase
feelings of self-efficacy in order to effect behavior change (Bandura, 1975) and focus on
developing a fit between individuals and their environment (Lawton, Windley,& Byerts, 1982).
Bandura’s model of social learning emphasizing the role of self-efficacy, expected outcomes,
and peer support, underpins our studies aimed at supporting individuals and carers to make
healthy choices and to direct their supports. Lawton’s environmental press model, which
articulates the need to match the person’s level of competencies with environmental demands
(“press”), forms a theoretical basis for our study of healthy homes and communities.
The model and associated theories, serve as the basis for the RRTC. Like the more global Social
Model of Disability, it critically evaluates the social-political context within which the person
with a disability lives. The model focuses the RRTC on developing empirically derived
innovative solutions to real challenges faced by adults with I/DD as they mature and experience
age-related changes and gaps in their support systems.
Goals of research. The key goals of the research presented in this State of Science
Conference on Lifespan Health and Function is to increase knowledge about 1) improving
health and function of the individual with I/DD and their families including health
disaprities and health promotion intervention; 2) enhancing family and consumer‐ directed
community based care; 3) reducing environmental barriers and increasing supports for health and
participation; and 4) developing and testing assessment tools and intervention. In addition the
conference is exploring ways to bridge the disability and aging networkds to provide health and
long –term care suspports to adults with disabiltiies and their families through the life span.

References
American Association on Mental Retardation (2002). Mental retardation: Definition,
classification, and systems of support—10th edition. Washington, DC: American Association
on Mental Retardation.
Baltes, P.B., & Baltes, M.M. (Eds.). (1990). Successful aging: Perspectives from the behavioral
sciences. NY: Cambridge University Press.
Heller, T. & Harris, S.P. (in press) Disability across the life course. Thousand Oaks, CA: Sage
Publishing Company.
Johnson, T. F. (1995). Aging well in contemporary society: Introduction. American Behavioral
Scientist, 39(2), 120-130.

Lifespan Health and Function of Adults with Intellectual Developmental Disabilities 2

Krain, M. A. (1995). Policy implications for a society aging well: Employment, retirement,
education, and leisure policies for the 21st century. American Behavioral Scientist, 39(2),
131-151. American Association on Mental Retardation (2002). Mental retardation:
Definition, classification, and systems of support—10th edition. Washington, DC: American
Association on Mental Retardation.

State of the Science Conference 2011 3

Longitudinal Health and Intellectual Disability Study (LHIDS) on
Obesity and Health Risk Behaviors
James Rimmer, Ph.D., Kelly Hsieh, Ph.D.
University of Illinois at Chicago

Background
In the general population, adherence to simple health behaviors such as refraining from smoking,

maintaining a healthy weight, getting adequate amounts of physical activity, drinking alcohol in
moderation, and maintaining a healthy diet may prevent 82% of coronary events.1 Additionally,
several prospective cohort studies have also shown these simple lifestyle behaviors to be
associated with exceptional longevity (>90 years) and optimal health and function (e.g.,
Framingham Heart Study, Nurses’ Health Study, etc.). The existing cohort studies have been
instrumental in establishing national guidelines on health promotion and disease prevention.
However, no such cohort study exists for persons with intellectual disabilities (ID).2 Although
research on the health status of adults with ID can be derived from large scale national data sets
(i.e., National Health Interview Survey, National Core Indicators Consumer Survey), these
estimates are from cross-sectional studies which limits their utility in establishing cause-andeffect associations across the lifespan.
People with ID have significant additional health risks when compared to the general population.
Physical inactivity, poor nutrition and weight gain may result in greater levels of poor health at
an earlier onset in adults with ID compared to the general population.3,4 Many Adults with ID
have significantly higher levels of obesity particularly among women,5-9 lower levels of fitness,
10-12
higher risk of falls,13,14 and adherence to a poor diet3 when compared to their peers in the
general population. The most recent study of health disparities amongst adults with ID found
that they were physical inactive and were more likely to develop cardiac atrophy than the general
popualtion.15 A sedentary lifestyle also may increase the risk of all-cause morbidity and
mortality in this population base on the data we have on non-disabled populations.
Extant data on adults with ID report a low prevalence of smoking and alcohol consumption, and
high levels of physical inactivity, poor dietary habits and oral health.9,16,17 These behaviors are
further complicated by the diverse living arrangements of people with ID, who live in various
types of supervised and unsupervised settings, and have more or less control over their health
behaviors.18-20 In spite of the knowledge on the unique lifestyle that they have, there is no cohort
study examining changes to these behaviors across the lifespan.
There is a strong need to establish a prospective cohort study that examines changes in health
and function associated with these behaviors in a population of adults with ID. Prospective
cohort studies are valuable for critically examining the potential risk factors associated with
morbidity and mortality and providing a detailed and reliable estimation of the impact of certain
environmental factors and lifestyle behaviors on the targeted population. This study tracks the
health behaviors in a prospective cohort of adults with ID over a 4-year period with a particular
to determine their impact on the onset and course of development of certain health conditions
and functional limitations. Knowledge of the prevalence of these health behaviors and their
potential impact on health and function is necessary for planning appropriate interventions that
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address important health issues underdiagnosed and/or untreated in this population. In this first
paper we report on the prevalence of obesity in adults with ID and variations in health risk
behaviors by sex and living arrangement. This paper presents the baseline data on the first 1,000
participants. The initial report tracks the prevalence of the most common chronic health
conditions, overweight and obesity status, and overall health risks by gender, age group, level of
ID, and living arrangement(s). Comparisons were made between study participants and
population-based data when available.

Methods
Participants
Adults with ID (ages 18 years and older) were recruited through Special Olympics International
(SOI) events (World Winter Games in Idaho in February 2009, the USA National Summer
Games in Nebraska in July 2010, and other state SOI charters), Wisconsin Managed Care
Organizations (MCOs), various service agencies (e.g., Easter Seals, The Arc, and Lucanus), and
other avenues of recruitment (e.g., Facebook page, newsletters advertisements, and recruiting
materials distributed at conferences) during March 2010 and January 2011. To broaden the
participant sample frame, a mixed method (mail and online surveys) data collection procedure
was used. A total of 2941 surveys were distributed (2182 paper and 659 online) and 1635
surveys were completed and returned (1178 paper and 457 online) with an overall response rate
of 57.6%. The response rate for paper surveys was 54% compared to 69% for the online survey.
Recruitment
Our research team attended the SO events to recruit family members or primary caregivers of
eligible SOI participants on site. Those who expressed interest in participating in the study were
asked to complete a registration form with their contact information and choice of paper or
online survey version. After the SOI events, the survey participant information sheet (an
alternative format of the informed consent document), and a joint letter from the Special
headquarters and the Principal Investigator were sent to the participants’ contact person if they
chose to complete the paper survey. For those who selected the online version, a secure link
with a password login was sent out individually. The same process was applied to other
participants who heard about the survey from service agencies or through postings about the
study in the service agency’s network monthly national online newsletter. In order to ensure the
highest achievable response rates for the mail survey, we followed the Total Design Method
(TDM) for implementing mail surveys as described by Dillman.21 We included: (1) designing
questionnaires that are attractive and easy to complete; (2) providing first class stamps on return
envelopes; and (3) offering a small incentive ($5 Subway gift card) for survey completion. Nonrespondents received a follow-up phone call within 5 to 6 weeks of the initial mailing for the
paper survey or an email for the online survey.
Survey Instrument and Measurement
The survey was developed in three phases: pre-survey preparation, pilot testing, and survey
administration. Each of these phases is described below.
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Phase I (Pre-Survey Preparation). A comprehensive review of existing health survey
instruments was conducted (e.g., NHANES, NHIS, BRFSS University of Michigan Health
Survey, etc.) to determine the most appropriate questions for our cohort. After reviewing these
surveys, a list of questions was assembled and reviewed by the project team. Steps were then
taken to revise/refine survey questions to make them more appropriate to adults with ID and their
respondent (e.g., family member, health care provider). After completing a draft list of
questions, an expert panel reviewed them for content, clarity and significance to the target
population and provided feedback on each item. After revising the instrument, the Survey
Research Laboratory (SRL) at the University of Illinois at Chicago conducted an extensive
analysis of the survey items to improve wording, clarity and design. The survey was then refined
several more times with feedback from the SRL and expert review panel. Afterwards, the survey
was given to 10 informants who cared for an adult with ID to ensure that questions were
comprehensible and appropriate to their son or daughter.
Phase II - Pilot Testing. The paper-pencil survey was pilot tested for usability and item clarity
with a sample of 10 informants. Volunteers were recruited through the Rehabilitation Research
and Training Center Advocacy Advisory group (parents, siblings, and self-advocates), and staff
in service agencies. Test-retest reliability was conducted with 15 primary caregivers and 15
direct support staff (n=30) with test-retest intervals ranging from 2 weeks to 6 weeks. 51.5% of
the retests were conducted within 2 weeks; 21.2% within 2-3 weeks; and 27.3% within 3-6
weeks. For the categorical questions, test-retest reliability (k-statistic) ranged from 0.68-0.95,
and for the interval questions, the test-retest reliability (intra-class correlation coefficient) ranged
from 0.75 to 0.94.
Phase III - Survey Administration. A unique computer-generated identification number was
placed on each survey included in the survey packet sent to each primary family caregiver or
direct care staff. The survey packet consisted of the survey, a letter explaining the purpose of the
study, and a participant information sheet. The paper survey took 20 to 30 minutes to complete
by hand and 15-20 minutes to complete online.
Longitudinal Health and Intellectual Disability Survey (LHIDS)
The LHIDS is divided into three sections: Health & Function, Health Behaviors and
Sociodemographics.
Health & Function. Questions were divided into three sub-sections: (a) Health Status:
informant-rated health status including healthy days and overall health; (b) 23 Chronic Health
Conditions (e.g., hypertension, high cholesterol, diabetes, dental disease, heart disease, cancer,
etc.) and whether or not medication was being taken for the condition; and (c) Physical Function
(e.g., use of an assistive aid, performing physical tasks, falls).
Health Behaviors. Health behaviors were separated into five domains: (a) Physical
Activity/Exercise including SOI participation and training and sedentary behaviors (i.e., TV
viewing time); (b) Weight Control and Dietary Habits; (c) Smoking and Alcohol; (d) Oral
Hygiene; and (e) Social Participation. Social participation was assessed by recording how often
respondents engaged in five community activities within the last month, adopted from the
Community and Social Participation instrument developed by Heller et al.22
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Sociodemographics. Sociodemographics included age, gender, race, residential setting, etiology,
level of ID, and employment/day services.

Findings To Date
Participant Characteristics
The preliminary findings were drawn from1000 baseline surveys for which data cleaning was
completed. Table 1 presents the demographics of the adults with ID by sex. The mean age was
39.86 years (SD = 14.81, range = 18 to 86 yrs; 62.5% between 18-44 years; 31.9% between 4564 years; 5.6% 65 years and older). The number of male and female respondents was almost
equally distribution (males = 54.6%, females = 45.4%). The majority of respondents were white
(92.1%), followed by black (5.7%), Hispanic (2.1%), American Indian or Alaskan (1.1%), and
Asian or Pacific Islander (0.8%). The majority of respondents lived with family members,
relatives, or guardians (45.7%), followed by 19.3% residing in supportive living; 15.6% on their
own; 10.7% in a group home; 7.4% with a host family/foster care home; and 1.3% in a large
congregate care facility (e.g., institutional setting, nursing home). Chi-Square tests revealed
significant differences between females and males in age, BMI, diagnosis (e.g., autism/PDD,
Fragile X), physical function, Special Olympics participation, living arrangement, and
employment status. Females were slightly older (41 vs. 39 yrs), had a higher BMI (30.18% vs.
28.2%), and used assistive walking devices more often (cane, walker, crutches, 12.6% vs. 8.4%)
and wheelchair use (15.1% vs. 10.5%). Fewer females had a diagnosis of autism/Pervasive
Developmental Disorder (PDD) (6.0% vs. 12.8%) and Fragile X (0.5% vs. 2.4%), lived less
often with a family member/relative/guardian (40.4% vs. 50.2%), lived more often in a group
home (13.7% vs. 8.1%), and had a lower rate of employment (56.9% vs. 63.7%). There were no
group differences in race and level of ID.
Over one-third of the informants (34.7%) were parents; 46.2% were health care providers/MCO
staff/social worker; 7.4% were relatives; 5.0% were residential/day program/social service staff;
4.8% were non-relative caregivers; and less than 1% were volunteers. 41% of the informants
completed surveys with assistance from the adult with ID.
Health and Function
Health Status
Overall, 49.5% of the informants reported that the adult with ID’s health status was excellent or
good; 49.7% reported that their health was fair; and only 0.8% reported poor health. Over onethird of the adults with ID were reported having not good physical or mental health. Although
health status was generally rated positively, on follow up items related to number of days of poor
physical or mental health over the past 30 days, 268 respondents (28%) reported that over the
past 30 days there was an average of 2.04 days (SD = 5.42) where physical health was not good;
3.12 days (SD = 6.37) where mental health was not good; and 1.75 days (SD = 4.82) where usual
activities were restricted due to poor physical or mental health .
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Top 10 Chronic Health Conditions
Table 2 lists the top 10 chronic health conditions reported by respondents from highest to lowest
were: seizure disorder/epilepsy (19.8%), anxiety disorder (18.6%), depression (17.6%), high
blood pressure (15%), high blood cholesterol (14.7%), constipation (14.1%), urinary
incontinence (13.9%), thyroid disorder (13.8%), heartburn/acid reflux (13.2%), and arthritis
(11.8%). Within these top 10 chronic health conditions, depression, constipation, urinary
incontinence, and thyroid disorders were more prevalent in women than in men. When compared
across age groups, high blood cholesterol, high blood pressure, constipation, urinary
incontinence, and arthritis increased with age in both male and female groups. The prevalence of
thyroid disorders differed across age groups only in females with a higher prevalence in the 45 to
64 year old age group.
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Table 3 compares differences between males and females and across age groups on health risk behaviors.

Health Risk Behaviors
Physical Activity and Sedentary Behavior. In general, over three-quarters (78.4%) of
respondents did not meet the recommended guideline of 30 minutes of moderate physical
activity at least three days a week, and 32.4% of respondents never or rarely engaged in any
moderate physical activity. Sixty percent of respondents watched more than 3 hours of TV daily.
Dietary Behaviors. Approximately one half (49.6%) of respondents consumed less than the
recommended 5 servings of fruits and vegetables a day; 46.2% consumed unhealthy snacks at
least once a day; and 14.1% drank soda at least 3 times a day.
Oral Health. Four out of 10 respondents (40.3% ) brushed their teeth less than two times a day.
When comparing prevalence rates of these health risk behaviors by age group, physical inactivity
(never or rarely engage in moderate physical activity) and low fruit and vegetable intake
increased with age, and unhealthy snack consumption decreased with age for both men and
women.
Comparison of Health Risk Behaviors by Living Arrangement
Health risk behaviors across different residential settings appear in Table 4.
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Overall, adults living on their own had the highest rate of health risk behaviors including
watching more TV (73.2%); consuming less than the recommended 5 servings of fruits and
vegetables daily (73%); eating fast food at least 4 times per week (11.2%); having unhealthy
snacks at least once a day (56.6%); drinking soda at least three times a day (34.2%); drinking
alcohol (33.3%); smoking (13.6%); and having poor oral hygiene indicated by brushing teeth
less than two times a day (57.9%). By comparison, only 1% of those living in group homes
consumed fast food more than 4 times per week; less than 3% drank soda (3 times or more a
day); 2.9% consumed alcohol; and less than 4% smoked. Adults residing in supported living
settings and group homes (43.8%) were more likely to be physically inactive (never or rarely
engaged in moderate physical activity), followed by participants living with a family member or
foster care (37.8%); family/relative home (26%); and living on their own (21.9%). Almost three
quarters (73.2%) of adults living on their own spent at least 3 hours a day watching TV,
compared to over two-thirds among those living with a family member/relative; 52.9% of those
living in group homes; and 42.9% of those residing in supported living.
Overweight and Obesity Status
Obesity (BMI >30 kg.m2) and overweight (BMI >25 kg.m2) status (males and females
combined) was 39% and 29%, respectively. There was a significantly higher prevalence of
obesity among females with ID compared to males, and the prevalence of overweight status was
higher in males than females. Obesity prevalence was highest in the 45-64 year old age group
(see Table 1).
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Obesity Prevalence Compared to Population-Based Data
Data from the 2009 National
Health Interview Survey
(NHIS) were used to make
comparisons on obesity and
overweight prevalence to our
cohort. As shown in Figure 1,
adults with ID had a higher
prevalence of obesity across
the three age groups: 18-44
(37.9% vs. 25.6%), 45-64
(41.8% vs. 32.1%), and 65
years and older (34% vs.
23.3%). When obesity and
overweight status were
combined, two age groups had
similar prevalence rates as
the NHIS data set (45-64 and
≥ 65 yr) and the younger age
cohort (18-44 years) had a
higher prevalence rate.
Overall, both females and
males with ID had much
higher rates of obesity
compared to the non-ID
cohort, and women with ID
were more overweight and
obese compared to the nonID data set (Figure 2).

Diagnostic group. Table 5 shows BMI data by
the following diagnostic groups: a) intellectual
disability with no Down syndrome; b) Down
syndrome only; c) autism/PDD; d) cerebral
palsy, and e) other diagnosis. Individuals with
missing data on diagnosis were excluded. The
mean BMI for adults with Down syndrome
group was 31.8 (SD = 8.12) compared to 29
(SD = 7.72) for ID only 28 (SD = 7.80) for
other diagnostic group, 26.9 (SD = 6.08) for
autism/PDD, and 25.7 (SD = 6.65) for CP.
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Level of ID. There were significant
differences in obesity prevalence by
level of ID (Figure 3).
Adults with profound ID had
significantly lower rates of obesity
(19.4%) compared to adults with
moderate or mild/borderline ID
(47.6% and 39.5%, respectively).
While only 4.5% of the participants
with mild/borderline ID and 3.7% of
participants with moderate ID were
underweight, 15.1% and 9.7% of
participants with severe and
profound ID, respectively, were
underweight.

Living arrangement. Prevalence in
obesity status by living arrangement
is shown in Figure 4. Significant
differences in obesity prevalence
were reported between living
arrangements. Obesity prevalence
was highest in adults living on their
own or in a supportive living setting
(45.1%), while the lowest obesity
rates were reported in adults living in
group home settings (30%).

Smoking/Alcohol Consumption
When compared to the general population, the prevalence of smoking (5.7%) and alcohol
consumption (14.6%) was much lower. However, smoking and alcohol consumption was more
prevalent (18.3%) in the 18-44 year old age group for men only, and was significantly higher among
respondents living on their own.

Discussion and Implications
The results of this first wave of research, which is part of a five year longitudinal study on the
health and health risk behaviors of adults with ID, confirm previous reports that adults with ID
have higher rates of obesity compared to the general population. Of particular concern is the
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high rate of obesity reported in women with ID, adults with Down syndrome and adults residing
in less restrictive settings.
While obesity prevalence in the United States is high among all populations,23 the incidence of
obesity among adults with ID was found to be substantially higher compared to population-based
data from the National Health Interview Survey (NHIS). In the 18 to 44 year old age group,
obesity rates were 48% higher; in the 45 to 64 year old group 30% higher; and in the over 65 age
cohort 46% higher. Interestingly, while obesity prevalence was substantially higher among adults
with ID, overweight prevalence (BMI >25), which includes both overweight and obesity, was
similar in two age groups (45 to 64 yr & over 65) and 18 percent higher in the 18 to 44 year old
group. This indicates that there is a greater proportion of overweight adults with ID falling in the
obese range compared to non-ID overweight adults.
There were also major differences in obesity prevalence between males and females with and
without ID. Females with ID had a 63% percent higher rate of obesity compared to non-ID
females, while males with ID had a 28% higher rate of obesity compared to non-ID males.
While the high rate of obesity among females with ID (43.6%) has been previously reported,24
there are no studies that have examined the potential causative factors associated with this higher
rate of obesity in women with ID.
When comparing obesity prevalence in persons with ID residing in different living arrangements,
we found that those who lived in less restrictive settings (i.e., on their own or in a supported
living setting with minimal supervision) had a much higher risk of being obese compared to
adults living in more supervised settings (e.g., family, foster home, group home). Adults with ID
who lived in less supervised settings also had significantly higher rates of TV viewing time,
lower fruit and vegetable intake, higher consumption of fast foods and salty snacks, and higher
consumption of sweetened beverages. Smoking and alcohol consumption were also significantly
higher and oral hygiene worse in this group.
While provision of the least restrictive environment and respect for individual choice have been
the mainframe of intellectual disability services in the United States and other nations for the
past four decades,25 it is unclear if this freedom of choice has indirectly and unintentionally
resulted in greater risk taking behaviors among adults with ID living in the community nor is it
clear to what, if any, types of health promotion programs or services may be available and
accessible to this population. Providing individuals with ID living choices that foster greater
freedom and independence in the community is one of the most important and compelling issues
for ID service providers. However, emphasizing community integration should come with health
promotion efforts that identify successful strategies for maintaining body weight through good
nutrition and increased participation in physical activity. Individuals with ID may not be given
opportunities to obtain knowledge and skills on health promotion strategies that are appropriate
to their cognition level as part of community living skills training.
An understanding of environmental factors that affect physical activity participation and caloric
intake (e.g., safe communities, sidewalks, variety of walking and bike paths, attitudes of
families/support staff in providing access to healthy foods and activities, availability of grocery
stores that sell fresh fruits and vegetables) is important for determining the disproportionately
higher prevalence of obesity among people with ID. Several environmental factors may
predispose adults with ID to higher levels of obesity. Low-income status reported in the majority
Lifespan Health and Function of Adults with Intellectual Developmental Disabilities 14

of the population with ID may limit access to healthy food choices and exercise venues such as
fitness centers (i.e., cost of membership and transportation to get to the facility).

Conclusion
Obesity is a much greater health problem among adults with ID compared to the general
population. In certain subgroups such as women, individuals with Down syndrome, and adults
residing in less restrictive settings, it is even a substantially greater problem. Although lifestyle
risk factors for disease are well established, fundamental questions remain concerning how the
environment impacts the health and function of adults with ID. Current approaches to creating
healthier communities for people with ID require greater involvement on the part of direct care
staff and family members to facilitate increased access to healthy lifestyles, including more
opportunities for regular physical activity and greater access to nutritious and affordable food
choices. The environment is far more complex for people with ID who may have limited
mobility or must be supervised when traveling in the community.
Research on factors associated with obesity in persons with ID is needed to examine the
relationship between obesity and the environment, and to identify potential changes that can
positively impact their health. While there is growing support for the potential value of altering
the environment in reducing obesity prevalence in the general population,26 there is a general
lack of information on how this should be accomplished in persons with ID who live in various
types of community settings and who may or may not have control of their own food selection or
the amount of physical activity that they can obtain on a regular basis.
Prevention or reduction of obesity will require involvement from key stakeholders, including
advocacy groups, caregivers, service providers, community support personnel, health
professionals, and funding agencies. Efforts to reduce obesity among persons with ID must be
conducted in a participatory action framework that allows individuals the opportunity to make
their own lifestyle choices in an interactive and engaging manner rather than from a ‘top-down’
administrative approach.
The rate of obesity among adults with ID will continue to remain higher than in the general
population until there is more effort to provide interventions for adults with ID living on their
own or with minimal support in the community. The relationship between the environment and
obesity levels among people with ID is a critical area of research that needs greater attention
from policymakers and providers of ID services.
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Health Status Measurement of Persons with Intellectual Disabilities:
Development and Testing of Self Report Health Related Quality of Life
Glenn T Fujiura, Ph.D. and Carrie Behrens
University of Illinois at Chicago

Background
The project seeks to adapt and psychometrically evaluate self- and proxy-report versions of a
widely used health outcomes measure, the SF-12, for use with persons with intellectual
disabilities (ID). While specific physiologic indices are the “gold standard” for assessing health
outcomes, such specific measures are often difficult to implement in the field setting (Patrick,
2000). More generalized self report health measures such as health related quality of life
(HRQL) are commonly used in the context of community based services. HRQL is the
perception of physical and mental health. HRQL has emerged as an especially important
outcome in health-related disability evaluations since physiological indicators often poorly
covary with participatory outcomes (Guyatt, Feeny, & Patrick, 1993). Despite the priority given
to health outcomes for persons with ID, very little empirical attention has been devoted to the
assessment of health related quality of life (HRQL) and persons with ID, and among these
studies virtually all employ proxy respondents (Sabaz, Cairns, Lawson, Bleasel, & Bye, 2001).
While there have been debates over the relative importance of subjective versus objective
indicators of HRQL, the vast majority of HRQL conceptualizations emphasize the centrality of
self-report. The debate is somewhat more polarized among researchers working with cognitively
impaired populations such as those adults with Alzheimer’s dementia (Smith et al., 2005).
Despite the obvious methodological challenges in reliably and validly measurement subjective
states, subjectivity remains central to the construct and thus, its measurement. One’s appraisal of
functioning and satisfaction is recognized as a key outcome, regardless of how well self report
maps onto objective assessments of physical, cognitive, and other health indices (Majani,
Giardini, & Scotti, 2005). The issue is especially significant for ID given the effort in recent
years to establish self-determination as a core value in the field’s operating principles. If
subjectivity is at the core of the outcome construct, then the incorporation of a reliable and valid
self report would seem particularly important for the evaluation of program outcomes in the
field.

Research Objectives
The goal of the larger project is to adapt and psychometrically evaluate a self-report version of
the widely used health outcomes measure, the SF-12. Research activities encompass three
distinct phases: (1) SF-12 adaptation and preliminary field testing, (2) psychometric evaluation
of preliminary field test data, and (3) final field testing, psychometric evaluation and validation.
Described here are the outcomes of the Phase I effort in which cognitive testing of interview
items were tested via a “think out loud” interview request. The cognitive testing was used to
evaluate subject understanding of item wording and concepts. In the original proposal, the
cognitive testing phase was expected to result in minor modifications of items and lead to an
Lifespan Health and Function of Adults with Intellectual Developmental Disabilities 18

instrument revision that would be field tested in Phase II and psychometrically evaluated in a
large sample Phase III. As discussed below, the results of the cognitive testing suggests more
fundamental adaptations are required in self report protocols.

Methods
Interview Questions
Interview questions were adaptation of the SF-12, the short version of the SF 36, the most
widely used instrument for HRQL measurement. Use of the SF-12 (or the SF-36) in ID research
is very limited and has primarily been used for assessments of parents’ health (Allik, Larsson, &
Smedje, 2006; Chen, Ryan-Henry, Heller, & Chen, 2001; Llewellyn, Gething, Kendig, & Cant,
2003) and less frequently as a measure for the person with ID via proxy (Caldwell, 2006). Only
two small studies to directly assess persons with cognitive impairments using adaptations of the
SF-36 have been reported (Jones, Dagnan, & Ruddick, 1997; Ruddick & Oliver, 2005). This is
not surprising given the well documented difficulties in eliciting reliable and valid self report
with people with intellectual disabilities. The SF instruments however, have been used for
persons with other cognitive impairments such as early to mid-stage dementia (Arlt et al., 2008).
Wording and response formats were simplified. Phase I involves adaptation of the items and
response sets in the SF-12 for use as a self-report instrument or persons with intellectual
disabilities. Wording and response formats of the SF 12 were modified to attenuate or eliminate
the bias against physical limitations. An example of the interview question and cognitive testing
format is shown in Box 1 below (the full protocol appears in Appendix A).
BOX 1. Cognitive Testing Protocol Example: Health Question and Probes
.

In general, would you say your health is:
___Very good
___Okay
___Bad

[General Interpretation probe]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation probe]
In this question, what does the word “health” mean to you?
[Response Interpretation probe]
What does [selected response] mean to you?
[Interpretation Difficulty probe]
In answering this question about “health”, did you think about ….?
[Definition Boundaries probe]
What kinds of things did you think about when we said “health”?
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Subjects
Ten adult subjects (six female, four male) were recruited through area non-profit community
developmental disability agencies. All were verbally skilled with mild to moderate degrees of
intellectual impairment and had basic conversational skills. Our original plan was to employ the
Peabody Picture Vocabulary Test to screen out any individual who scored below the age
equivalent of 3 years but the screening was judged unnecessary for this initial pool of
interviewees.
Consent forms had been signed in the weeks preceding the interview and assents were granted
just prior to the interview.
Procedure
The adapted SF-12 questions were presented in a 1:1 interview format. Interviews were
conducted at various agency sites at the convenience of the participant: day program meeting
rooms and residences. Our focus was on maintaining a conversational ambiance rather than
standardization of procedure.
Interviews began with introductions and a brief summary the project in which the task was
described as “trying to improve a questionnaire about health” and needing their help and
insights. After requesting a final assent to participate, rapport was developed via conversation
and simple questions about where they lived, what they were doing before we arrived and similar
mundane topics.
Each person was asked to “think out loud” as they try to answer the health questions, a procedure
that few of the subjects appeared comfortable doing. Thus, the follow-up probe questions were
the main source of cognitive testing information. Probes focused on whether interviewees
understood questions as intended. The interviewer was instructed to compliment responses, and
then request the additional elaboration.
Interviews were audio recorded.

Findings and Progress to Date
Ten adults, verbally skilled with mild to moderate degrees of impairments, were interviewed
with limited success. Despite efforts to make the interview setting as informal and nonevaluative as possible, the cognitive testing was being treated as something other than “thinking
out loud” by the participants. Although all participants had been described as “talkative” by staff,
much of the responding was in the form of simple one-word answers, looking to the interviewer
for response cures, or avoiding direct answers altogether. It was clear that many of the
interviewees believed, despite our best efforts, that the interview was evaluative in intent. Our
conventional cognitive testing approach using “think out loud” and follow up probes was not
effective. In the original research plan, information gleaned from cognitive testing would help
clarify item construction; our focus turned to better understanding the dynamics of the interview
in order to modify the cognitive testing protocol.
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A Reanalysis via Conversational Analysis
Conversation analysis (CA) is a qualitative methodology (ethnomethodology) employed in the
study of face-to-face verbal exchanges. Epistemologically, CA focuses on understanding how a
person’s view of the social setting influences interactions, specifically in the form of
conversation. Since conversation is the principle form of social interaction, a CA could provide
insights into the expectations and understandings of participants. Emerging from an emphasis on
cognition in sociology, the approach was developed to study social organization from a
phenomenological perspective (Goodwin & Heritage, 1990). A major methodological theme in
CA is a focus on the use of words, sounds, emphases to accomplish particular a particular
outcome.
The purpose of conversational analysis is to better understand, through the deep analysis of the
elements of a conversation how interactions are understood in specific contexts. The focus on
“context” emerges from the historical foundations of CA which has roots in sociology and
emphasis on social behavior. Conversations are thus data for studying mutual understandings and
shared communicative meanings. Our use of CA was focused on the more concrete matter of
identifying points of miscommunication and better understanding any consistent difficulties in
the question content.
Rationale
The central organizing principles of cotemporary approaches to supporting persons with ID are
self-determination and choice (Parmenter, 2001; Stancliffe, 2001). Core objectives are to enable
individuals “to act volitionally and to become causal agents in their lives” (Wehmeyer, 2005). As
Antaki and Rapley (1996ba) noted in their CA of persons with ID, “What the client says is
inseparable from what he or she is asked” (p. 435).
There are few examples of CA applied to persons with ID. Antaki and Rapley (1996ab)
employed conversational analysis to critically examine the potentially distorting role of interview
dynamics in interviews assessing quality of life for persons with ID. Their rationale emerged
from a concern over the use of standardized interview protocols overlook or obscure the
subtleties of the interview interaction. The investigators found the use of paraphrasing in
communicating complex concepts, pre-questions (or, question “prepping”), and affecting
responses through verbal and non-verbal cues. Antaki and Rapley argue for greater caution in
and sensitivity to the process of gathering self reported data. Holmes (2003) employed CA to
explore the use of “small talk” at work for persons with ID. Her focus was on the manner in
which employees with ID negotiate the daily interpersonal demands of the workplace such as
friendly teasing. Holmes found that workers with ID often failed to recognize social norms that
are provided in conversational cues. Even minor transgressions can have long range impacts; an
example was a subject who did not recognize a supervisor attempting to transition a casual
conversation to business matters and maintained the social exchange.
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Methodology
The methodology was straightforward but detail oriented. Transcripts were generated from the
audio recordings. Each verbal interaction was carefully coded in order to describe the ebb and
flow of a conversation and variations in word use, vocalizations, points of emphases among other
analytic items are highlighted. The analyst focuses on the strategies and other processes that the
participants deploy in the course of the conversation. Identifying the strategies and processes is
to the purpose of the CA.
The key concept is this notion of a sequence of interactions where a verbal statement such as a
greeting or a question requires a reciprocal response. In the CA framework, these sequences
operate within norms such that the form of response (or lack of response) can be treated as
indirect evidence beliefs, perceptions or implicit rules that direct behavior (Goodwin & Heritage,
1990). Box 2 below is an illustration of one of the coded verbal sequences.
BOX 2. Example Transcript Conversational Analysis
Interviewer: What does feeling nervous feel like?
JB: Nervous is like, (3.9) nervous is like umm
(2.4) that’s a tough question.
CB: [Yeah

(3.6), nervous is

let’s see nervous is

]

JB: [Let’s see], nervous is like, when you, ah (2.2) well you do something but you don’t,
you don’t like people rushing you to do it, then you get all nervous.
----------------------codes:
(0.0)
Numbers inside parentheses indicate the duration of pause of speech
word
Boxes surrounding a word indicates soft speech compared to the surrounding talk
[Inaudible]
Single brackets around the word “inaudible” indicates that a word or sentence is
inaudible in the recording

Other codes used in the CA identified, but not shown in this sample passage were: (1) audible
laughter (double parentheses), (2) laughing while talking (double parentheses around the word),
(3) overalp in speech between speakers (double brackets around the word), (4) the beginning
point of an overlap of speech, (5) the end of an overlap of speech, and (6) loud speech (uppercase
word).
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We approached the analysis with no a priori hypotheses, but rather with an opened ended
question regarding how each of the subjects were reacting to the items and to the question and
answer process.
CA Results
Each of the 12 questions have been modified based on the CA and 11 new probe questions
added. The following issues were identified:
1.

Elimination of multiple choice; interviewees were seeking cues from the
interviewer.

2.

Additional language simplification; the more successful items in the original
cognitive testing were the simplest in terms of terminology. Employed more
probes to get at concepts of “calm” “nervous” “energy” “interfere”.

3.

Elimination of “hard” and “easy” discriminations which added a layer of
interpretation and appeared to confuse interviewees.

4.

Eliminated negative phrased questions (“. . . get less done . . .” “. . . not do things
you usually do . . .”); subjects appeared reluctant to respond to negative phrasing.

5.

Separated the concepts “sad” and “nervous” that had been combined in a single
question; nervous was a difficult concept for most subjects.

Box 3 below illustrates the modification of the question used in the cognitive testing as a result
of the CA.
BOX 3. Question Modification Based on Conversational Analysis
Original Question #1:
In general would you say your health is:
__Very good
__Okay
__Bad.
changed to
“Do you feel healthy?”
With the follow up probes:
What does it feel like to be healthy?
What does it feel like to be not healthy?

Listing the options of “very good, okay and bad” resulted in participants mirroring the
interviewer; this was a leading question. In many interviews participants answered questions by
repeating the interviewer’s last option. The probes were suggested by the tendency of
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interviewees to answer questions by referencing other people instead of themselves. The intent of
this follow question is keep the dialogue focused on the participant.
Modified Questions Set and Probes
Appendix B summarizes the second round of modifications and probe questions. These are
being field tested in late spring of 2011.

Discussion and Implications
Our preliminary work suggests that only the “outer shell” of self-report has been addressed in the
very large methodological literature on interviewing persons with ID: reducing response errors
via alternative task demands or screening out those persons who may be unreliable or
unproductive respondents. Cognitively oriented studies suggest a great deal is yet unknown
about the parameters of self-report for persons with ID. Realistically speaking, cognitive models
will not dramatically change our capacity to gather interview data but we most certainly need to
better understand how to improve the sensitivity, scope, and validity of self-report by identifying
strategies for facilitating response and response accuracy.
The present effort adds to the limited research on the feasibility of conducting meaningful
cognitive testing of persons with ID (Antaki & Rapley, 1996; Kravetz et al., 2003). Development
and evaluation of cognitive testing protocols represents an important task for future research.
The dialogue over self-report is largely focused on the capacity of the person to fit the
measurement task. Perhaps a shift in perspective is necessary. Can the measurement tasks be reevaluated and adapted to the capabilities of the interviewee by better understanding how
responses are formulated? Can more flexible designs and interview formats and compensatory
cognitive strategies enhance accuracy and expand the pool of potential self-respondents?
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APPENDIX A
Modified SF 12 for Cognitive Interview
1.

In general, would you say your health is:
___Very good *
___Okay
___Bad

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “health” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Interpretation Difficulty]
In answering this question about “health”, did you think about ….?
[Definition Boundaries]
What kinds of things did you think about when we said “health”?
The following questions are about everyday activities you usually do. Does your health stop you
from doing these activities? If so, how much?
2.

Easy activities, such as moving a table, pushing a vacuum cleaner, bowling, or
cleaning up your room?
___not at all
___a little
___a lot

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
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In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
3.

Hard activities, like walking up lots of stairs
___not at all
___a little
___a lot

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “hard activities” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
During the past 4 weeks . . .
4.

. . . how often did your health cause you to get less done than you usually do?
___most of the time
___a little of the time

_

__none of the time

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
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[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
5.

. . . how often did you not do some things you wanted to?
___most of the time
___a little of the time
___none of the time

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
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What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
6.
. . . how often did you get less done than you usually do because bad feelings such
as feeling sad or nervous?
___most of the time
___a little of the time
___none of the time
[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
7.

. . . did you do things less carefully than usual because of bad feelings such as
feeling sad or nervous?
___most of the time
___a little of the time
___none of the time
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[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
8

. . . did pain make it hard for you to do your normal activities?
___most of the time
___a little of the time
___none of the time

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
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[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
These questions are about how you feel and how things have been with you during the past 4
weeks. For each question, please give the one answer that comes closest to the way you have
been feeling.
How much of the time during the past 4 weeks...
9.

Have you felt calm and peaceful?
___most of the time
___a little of the time
___none of the time

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
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10.

Did you have a lot of energy?
___most of the time
___a little of the time
___none of the time

[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
11.

Have you felt sad and depressed?
___most of the time
___a little of the time
___none of the time

12.

During the past 4 weeks, how much of the time has your health or your feelings interfered
with visiting friends or family or doing fun things with other people?
___most of the time
___a little of the time
___none of the time
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[General Interpretation]
Now, could you please tell me, in your own words, what you think this question is asking?
[Specific Word Interpretation]
In this question, what does the word “easy activities” mean to you?
In this question, what does the word “health stopping you” mean to you?
[Response Interpretation]
What does [selected response] mean to you?
[Definition Boundaries]
What kinds of things did you think about when we said “health stopping you from doing things”?
[Interpretation Difficulty]
What kinds of things did you think about when we said “health stopping you”?
What kinds of things did you think about when we said “______”?
Do you feel this is a question that people would or would not have difficulty understanding?
Which of the following would you also consider to be “______”?
In answering this question about “_____”, did you think about ….?
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APPENDIX A
Second Interview Modification Based on Conversational Analysis
1. Do you feel healthy?
Probes:
•
•

What does it feel like to be healthy?
What does it feel like to be unhealthy (or instead of using “unhealthy” maybe say “not
healthy”)?

Original Question #1: In general would you say your health is: Very good, Okay, Bad.
Rationale for Changes: Listing the options of “very good, okay and bad” resulted in participants mirroring
the interviewer; this was a leading question. In many interviews participants answered questions by
repeating the interviewer’s last option.
Rational for Follow-Up Questions: It is important to keep the participant thinking about their own health
rather than the health of others. Participants in the cognitive testing tended to answer questions by
referencing other people instead of themselves.
Asking participants to talk about feeling healthy and unhealthy facilitated elaborations since most initially
responded with a simple “yes” or “no”. The probe seeks to generate more conversation.

2. Does your health stop you from doing things?
Probes:
•
•
•

What does your health stop you from doing? OR if they answer “No” to the first
question ask,
Is it hard to do things when you are sick?
What kinds of things is it hard to do?

Original Questions #2 & #3: The following questions are about everyday activities you usually do.
Does your health stop you from doing these activities? If so, how much?
Easy activities, such as moving a table, pushing a vacuum cleaner, bowling, or cleaning up your
room? Options: Not at all, a little, a lot.
Hard activities, like walking up lots of stairs? Options: Not at all, A little, A lot.
Rationale for Changes: Generally, the participants gave good answers to this question when asked
during the first round of interviews. The concept appeared relatively easy to understand. For this reason,
the item was not dramatically changed. However, the sequence of “easy” followed by “hard” activities
tended to be confusing and leading to the participants. By asking specific follow up questions we hope to
get access the kinds of activities the participant is referencing when answering the question.
Rationale for Follow-Up Question: Participants often initially stated that their health did not stop them
from doing things. But would later contradict themselves with some modest probing. Appeared to be an
acquiescence bias. In order to attenuate this, we are having them elaborate on specific occurrences of
their health stopping them from doing things.
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3. Do you feel nervous?
Probes:
•
•

When you feel nervous is it hard to pay attention to what you’re doing?
When you feel nervous is it hard to do things?

Original Questions #6 & #7: During the past four weeks, how often did you do things less carefully
than usual because of bad feelings such as feeling sad or nervous? Options: Most of the time,
Some of the time, None of the time.
During the past four weeks, how often did you get less done than you usually do because bad
feelings such as feeling sad or nervous? Options: Most of the time, Some of the time, None of the
time.
Rationale for Changes: In the revision we just ask about being “nervous” in order to reduce redundancy.
Participants were confused by the combination of the two emotional states, “sad” and “nervous” in the
same question. In our cognitive interviews, participants had a difficult time articulating the meaning of
”nervous,” focusing on bodily movement or struggling to verbalize the concept. Responses to the general
question were suppressed. We chose to query each separately.
Rationale for Follow-Up Questions: The original questions asks about “doing things less carefully” and
“getting less done” when feeling nervous. These were difficult follow ups in the original interview
sequence. We chose to keep the general concepts, but employed the phrases “paying attention” and “if
things are hard to do,” more concrete connections to the emotional state.

4. Do you feel pain ever?
Probes:
•
•
•
•

Where do you feel pain?
When you feel pain in your ____ is it hard to do things?
What is hard to do?
How often does pain make it hard to do ____?

Original Question #8: During the past four weeks, did pain make it hard for you to do your normal
activities? Options: Most of the time, Some of the time, None of the time.
Rationale for Changes: We want to begin with a short and simple question about pain. In the interviews
it was clear most of the participants understood the concept of pain, but the framing the question in terms
of time was a distractor.
Rationale for Follow-Up Questions: Rather than time, more concrete questions will be employed. We
will focus on location and consequences.

5. Do you feel calm and quiet?
Probes:
•
•

When do you feel calm and quiet?
How often does ___ make you feel calm and quiet?
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Original Question #9: These questions are about how you feel and how things have been with you
during the past four weeks. For each question, please give the one answer that comes closest to
the way you have been feeling.
How much of the time during the past four weeks have you felt calm and peaceful? Options: Most
of the time, Some of the time, None of the time.
Rationale for Changes: The concept of “calm” was difficult; probes using the word “quiet” were more
effective.
Rationale for Follow-Up Questions: Participants could directly speak to events or other issues that
made them feel calm. We hope to get greater elaboration in the reports by asking what makes them feel
calm.

6. Do you have a lot of energy? OR Are you active?
Probes:
•
•

What do you do when you have energy?
How often do you ____?

Original Question #10: These questions are about how you feel and how things have been with
you during the past four weeks. For each question, please give the one answer that comes closest
to the way you have been feeling.
During the past four weeks, did you have a lot of energy? Options: Most of the time, Some of the
time, None of the time.
Rationale for Changes: The concept of “energy” was difficult; probes using the word, “active” were more
effective.
Rationale for Follow-Up Questions: When we asked about what energy meant, many were confused or
felt the question was “tricky.” The revision simply makes the question more concrete by asking about
activities they do when they have a lot of energy.

7. Do you ever feel sad?
Probes:
•

What do you do when you feel sad? How often do you feel sad?

Original Question #11: These questions are about how you feel and how things have been with
you during the past four weeks. For each question, please give the one answer that comes closest
to the way you have been feeling.
During the past four weeks, have you felt sad and depressed? Options: Most of the time, Some of
the time, None of the time.
Rationale for Changes: Interviewees were fairly successful when talking about sad feelings; excluding
the word “depressed” makes the query more direct.
Rationale for Follow-Up Questions: We hope to get more elaboration when asking about specific
events related to feeling sad. While they were unable to fully articulate the idea of sadness, they were
quite capable of relating their sad feelings and events related to the sadness.
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Dropped Questions
Original Question #4: During the past 4 weeks, how often did your health cause you to get less
done than you usually do? Options: Most of the time, Some of the time, None of the time.
Original Question #5: During the past 4 weeks, how often did you not do some things you wanted
to do? Options: Most of the time, Some of the time, None of the time.
Rationale for dropping: The issues were often addressed in participants responses to question #2. The
concepts of “get less done” and “stop” were difficult for our participants. The questions were negatively
phrased questions, a difficult cognitive map for persons with intellectual disabilities.
Original Question #12: During the past four weeks, how much of the time has your health or
feelings interfered with visiting friends or family or doing fun things with other people? Options:
Most of the time, Some of the time, None of the time.
Rationale for dropping: The time frame confused respondents and answers were largely redundant to
the queries about health stopping them from doing things.
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Dziorny, PhD2; Rebecca LaValley, MD1; Mary Grace Flaherty, MLS1; Kathryn Nobis, BS2; C.
Michael Henderson, MD3; Philip W. Davidson, PhD2
State University of New York Upstate Medical University, Syracuse, NY1, The University of
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Introduction
Spina bifida is a developmental disability that has been described as the most complex birth
defect compatible with life. Individuals who have spina bifida have impairments of the spine and
spinal cord with associated conditions like scoliosis, kyphosis, paralysis, loss of sensation,
orthopaedic deformities, neurogenic bowel and bladder, and tethered spinal cord. In addition,
they have abnormalities of the brain including hydrocephalus, Chiari II malformation,
abnormalities of white matter such as dysgenesis of the corpus callosum, and abnormal migration
of neurons; these lead to conditions like learning disabilities, problems with memory, strabismus,
disordered breathing and sudden death. Some people with spina bifida also have an intellectual
disability. Because increasing numbers of individuals with spina bifida are surviving to
adulthood, a life-span perspective is important in understanding the natural history of this
condition.
Only a few series have been published that examine aging and health outcomes in people with
spina bifida. Fewer still have examined utilization of health services in adults. In a study of
young Dutch adults with spina bifida, for example, Verhoef and colleagues [2004] found that
49% of individuals with spina bifida and hydrocephalus were non-ambulatory, 25% had pain,
while 20% had an IQ <=70 and 3% had hypertension. Young and colleagues [2006] found that
adolescents with spina bifida were more likely to receive services from a greater number of
health professionals than adults. Most adolescents saw five different types of health professionals
in comparison to adults, who most commonly saw two. Kinsman and Doehring [1996] reported
that a cohort of 98 adults with spina bifida had a mean of 3.6 hospital admissions per person
(range1 to 25) over the 11 year period of study. In a Swedish study, Valtonen and colleagues.
[2006] found that only 38% of young adults with spina bifida were employed. Roach and
colleagues [2010] reported that only 30% of adults with spina bifida lived independently.
The aim of this study was to examine the impact of spina bifida on health status and access to
care in a cohort of teenagers, adults and older adults who have spina bifida and have received
care at Upstate Medical University in Syracuse, NY. Information derived from this study could
allow health practitioners to identify, treat and alter health outcomes in older individuals with
SB. It could also benefit policy makers to plan for services for this population.
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Methods
Subjects and Setting
Data were collected from medical charts of all consecutive individual adolescents and adults who
were seen between January 2007 and December 2008 at the Spina Bifida Center of Central New
York. This center is a state-funded, hospital-based clinic located in an urban setting that serves a
24-county catchment area that includes several small cities and an extensive rural population.
The Center has provided comprehensive care to people with spina bifida for more than 30 years.
It is staffed by a neurodevelopmental pediatrician, a nurse specialist, a physical therapist, an
occupational therapist and a social worker. Consultations with specialists in urology,
neurosurgery, wound care, and physiatry are coordinated by the Center. The clinic staffing
pattern, services and supports are similar to many other clinics in the US that focus on children
and adolescents. The focus of the clinic on adults and older adults makes it more unique.
Instrument and Procedures

Data on past medical history and demographic data were obtained from the paper and electronic
charts of study participants by a medical student and a doctoral student in information studies.
Data on current health status was entered by the medical director of the Spina Bifida Center.
Data collection for this cohort began in June 2009 and was completed in October 2009. The data
collection form was completed for 122 people with spina bifida 16 years of age and over. The
Rochester Health Status Survey (RHSS-IV) [Janicki et al. 2002; Davidson et al. 2008] was used
to determine outcomes. The RHSS-IV is designed to collect data on demographics, severity of
intellectual and developmental disabilities, prevalence of diseases or health disorders, level of
functional independence and health care utilization in adults. The six major sections of the
survey are demographics, physical health, health conditions, functional abilities, health services
utilization, and health promotion. The RHSS-IV does not capture disease severity or chronicity.
Statistical Analysis
Data were analyzed using SAS 9.1.3 Software for Windows. Chi-square analyses were used to
compare the prevalence of selected health disorders. Multiple logistic regression analyses were
performed for continuous outcomes like BMI while logistic regression was utilized for
dichotomous outcomes like frequency of hospitalizations. All tests were two-tailed with
significance considered <= 0.05.

Results
Data were obtained on 122 people with spina bifida aged 16 to 59 years with an overall mean of
28.5 years. Table 1 shows the demographics of the sample by gender; 74% were White, 25%
lived independently while 34% were employed. Females were more likely (37%) than males
(14%) to live independently [χ2=8.7, df=1, p= 0.003]. No other differences between males and
females of factors shown in Table 1 were statistically significant.
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Overall physical health at the time of the survey was rate Poor by 10 (8%), Fair by 40 (33%)
Good by 64 (52%) and Excellent by 8 (7%). Table 2 shows health and cognitive features of the
sample by gender; 72% had shunted hydrocephalus and 62% had an IQ 85 or above. Males were
more likely to have an IQ below 55 [χ2=4.6, df=1, p=0.032]. Females had a higher BMI than
males (28.5 v. 25.6, p=0.02). No other differences between males and females of factors shown
in Table 2 were statistically significant.
The survey indicated that members of the cohort had at least on disease or disorder in each of a
mean of 6.8 different organ systems, which are enumerated in Table 3. Not surprisingly, the
leading organ systems affected included renal disease, infectious diseases (including urinary tract
infections), musculoskeletal conditions (e.g., joint contractures), and skin conditions (like
decubitus ulcers). Gastrointestinal disorders were the second most common. Five females (9%)
had had at least one pregnancy by the time of the survey. Eighteen percent of those with a
disease or disorder associated with five or fewer organ systems reported excellent health (none
had poor health), compared with 2% of those with diseases or disorders of six or more organ
systems (11% had poor health) [χ2=13.4, df=3, p=0.004]. Thirty-six people (29%) had a Body
Mass Index (BMI) between 25 and 29.9 and were classified as overweight while 37 (30%) had a
BMI of 30 and higher and were classified as obese. Being underweight (BMI < 18.5) and obese
(BMI ≥ 30) were both more common in those who did not live independently, occurring in 70%
and 62% of those individuals [χ2=9.86, df=3, p=0.02].Those who lived in a rural area were less
likely to be underweight (30%) or obese (11%) [χ2=15.9, df=3, p=0.001]; 57% of those who
lived with their family were obese compared with 43% who lived independently [χ2=7.6, df=3,
p=0.05]. Seventy-seven percent of those who were overweight or obese had hypertension
compared with 26% who were not [χ2= 4.0, df=1, p=0.04].
Table 4 shows level of independence in activities of daily living (ADLs). Cohort members were
most independent in Eating and least independent in Bathing /Washing. Sixty-nine percent
reported using a wheelchair while 25% reported using braces for the lower extremity. Overall
70% reported some type of equipment to help with activities of daily living (ADLs).
Table 5 shows primary health insurance status and health care utilization. Five individuals (4%)
had no health insurance; 50% had Medicaid and 6% had Medicare; 90% had at least one visit to
their primary care physician (PCP) during two years prior to their participation in the study. The
group averaged 3.8 visits (median = 4) to a specialty health care provider in that period; 71%
reported having difficulty accessing health care; 41% experienced difficulties accessing health
care due to lack of available medical resources, while 64% experienced difficulties accessing
health care due to other reasons, like transportation. Of individuals who had no difficulty
accessing care 14% reported excellent current health, while only 3% of those who had difficulty
accessing care reported excellent health [χ2=7.03, df=2, p=0.03]. A similar association was made
when health status in the previous year was used [χ2=8.75, df=3, p= 0.03]. Residence (urban,
rural), and living independently were not associated with difficulty accessing care.
A logistic regression analysis was conducted with Any acute visits to the PCP as the dependent
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variable. Independent variables included Age, BMI, Hydrocephalus, Intellectual Disability,
Living independently, and Rural residence, Those with hydrocephalus were more likely to have
these visits (Odds Ratio= 4.1 [1.2 < CI95 < 13.9], p=0.02). Younger adults were slightly more
likely to have an acute visit than older adults (Odds Ratio= 1.05 [1.00 < CI95 < 1.1], p=0.03). A
logistic regression analysis was conducted with Ever been hospitalized as the dependent variable.
Independent variables included Age, BMI, Hydrocephalus, Intellectual Disability, Living
independently, and Rural residence. The only factor significantly associated was Age [χ2=3.9,
df=1, p=0.05]. The odds ratio for age was 1.052, suggesting that for every one-year increase in
age, the odds of being hospitalized increase by 5%. A similar logistic regression was run for Any
visits to the emergency department. None of the variables was significantly associated with this
outcome. A second logistic regression was run for Ever been hospitalized. Independent variables
included Decubitus ulcers, ADLs, Having a shunt, Intellectual disability, Gender, Age,
Independence and Insurance. The only factor significantly associated with hospitalizations was
having a shunt. (Odds ratio = 4.74 [1.25 < CI95 < 18.05], p=0.04).
Another logistic regression was run for Any visits to the emergency department. Independent
variables included Current health status, Number of medications, Number of organ systems
involved, and Type of insurance. None of these factors was significantly associated with
emergency department visits. A second logistic regression was run for Any visits to the
emergency department. Independent variables included Decubitus ulcers, ADLs, Having a shunt,
Intellectual disability, Gender, Age, Independence and Insurance. The only factor significantly
associated with emergency department visits was having had a decubitus ulcer (Odds ratio = 2.68
[1.18 < CI95 < 6.04], p=0.04).

Discussion
The percent of individuals who have spina bifida reaching adulthood in the past several decades
has increased dramatically. Yet most programs that provide interdisciplinary or multidisciplinary care for people with spina bifida treat children and teens but not adults. Adults with
spina bifida continue having complex medical needs as confirmed in this survey. Individuals in
this sample had a significant burden of care with diseases or disorders in a mean of almost seven
different affected organ systems; only 59% reported having good or excellent health. Not
surprisingly, having more organ systems involved, the poorer the overall health status. In the 24month period preceding the study cohort members averaged 3.8 visits (median = 4) to a specialty
health care provider. Our results extend earlier studies of largely younger groups of people with
spina bifida, showing that health compromises that begin in childhood persist into later
adulthood and require a similar level of service and support as adults with spina bifida needed
when they were children.
Adults with spina bifida are less likely to be employed than individuals without spina bifida. In
this study only 34% were employed. This is comparable to the study in Sweden, where the
employment rate for young adults with spina bifida was 38%. [Valtonen et al., 2006] Only 25%
live independently. In a somewhat younger sample where the mean age was 21 years, only 16%
were living independently [Barf et al., 2008]. In our sample, only 25% lived independently,
while 75% lived with a family member or in a supervised setting. These findings are similar to
those reported by others [Johnson et al., 2007].
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Our sample averaged 0.3 acute hospitalizations over a two-year period In 1996 Kinsman et al.
[1996] reported that in their sample adults with spina bifida were admitted an average of 3.6
times over 11 years. Our sample would be projected to average 2.2 admissions per 11 year
period. Hospital admission was associated with having shunted hydrocephalus–those with
shunts were 4.7 times more likely to be admitted than those without a shunt. As in children,
shunt complications requiring hospitalization continue to occur in adults [Tomlinson and
Sugarman, 1995], and need to be monitored; it is uncertain if they can be prevented. Having a
prior decubitus ulcer increased the risk of having a visit to the emergency department. We could
not tell from this survey if the visits were related to the ulcers. It is possible that this group of
individuals is at increased risk for more acute problems. Or they may not be receiving as many
preventive services and do not intervene in a timely fashion to prevent medical conditions from
worsening.
Even though study participants were part of a multi-disciplinary program, 41% experienced
difficulties accessing health care due to lack of available medical resources while 64%
experienced difficulties accessing health care for other reasons. Not surprisingly, better access to
care was associated with better perceived overall health. Like children with spina bifida, adults
with spina bifida not only have the physical conditions associated with a spinal cord lesion (like
paralysis and bowel and bladder conditions), but also the neurological conditions that affect
cognition, memory and other skills required for independence. Yet, most subjects do not have an
intellectual disability. As a result they do not have access to resources that provide support for
individuals with ID. Adequately addressing the complex needs of this medically fragile group
will require resources for both physical and intellectual domains.

Conclusions
People with spina bifida are medically complex and will require assistance with a range of selfcare and independent living skills across the lifespan. The results of this study support previous
work in identifying epidemiologic health and health service trends in the young adult and adult
populations with spina bifida. While previous studies examined either disease prevalence or
health services utilization, both were examined in this paper.
The need for more supports and preventive services for adults with spina bifida are highlighted
by a higher number of primary care visits, specialists, hospitalizations and emergency room
visits; difficulties in accessing care; insurance barriers, and multiple health conditions
contributing to lower health status. These factors affect activities and social participation; they
also diminish the opportunity for these individuals to have long, healthy, independent and
productive lives. The continued expansion of knowledge about health status, disease/disorder
prevalence, and health care utilization can help health care practitioners, family caregivers, and
disability service systems understand the current and potential needs of this diverse and
vulnerable population.
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SUSTAINABLE HEALTH PROMOTION: TRANSLATING KNOWLEDGE
THROUGH INTERACTIVE DISTANCE LEARNING
Beth Marks, RN, PhD and Jasmina Sisirak, MPH
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Background
People with ID continue to experience a myriad of age-related health issues and often lack
control over environments and practices that impact their health status. For adults with ID, the
combination of sedentary lifestyles, high fat diets, and low fruit and vegetable intake increases
their susceptibility to health conditions, such as obesity, cardiovascular disease (CVD),
osteoporosis, hypertension, Type II diabetes, and depression (6, 10, 11, 15, 18, 29, 31, 37). With
the greater numbers of adults aging with ID service providers in community based organizations
(CBOs) are increasingly challenged in providing health/wellness initiatives in day/residential
programs.
Because of a culture of interdependency, many people with ID live their entire lives relying on
family members and multiple professionals for support (9). In addition to the need to build health
advocacy skills among individuals with ID, building collective efficacy among Direct Support
Professionals (DSPs) is imperative. While enhancing individual efficacy increases confidence in
changing behavior as well as role-modeling to peers, developing collective efficacy among DSPs
builds a common voice, empowerment, and health advocacy skills, and increases group and self
directedness that can promote social change in providing healthcare and health promotion for
people with ID (2, 3).
Healthcare Workforce Crisis within Community-Based Organizations
Compared to the general population, people with ID experience earlier age-related health
conditions and poorer health status that could be addressed more effectively if their caregivers
had adequate knowledge and skills, commitment, and resources available (29, 30, 37) to promote
health and wellness. People with ID also have a higher prevalence of long-term use of
psychotropic and anti-seizure medications, which increases their risk of developing conditions
such as tardive dyskinesia and osteoporosis and their needs for targeted health promotion
activities.
Despite national and state reports (17) detailing the benefits of early detection of disease and
targeted health promotion programs to reduce health disparities among adults with ID, a crisis is
looming across the country as untrained and under-trained DSPs struggle to meet clients’
healthcare needs. The overall national annual DSP turn-over rate ranges from 25% to 75% with
an average of about 54% (14, 20, 27). Low wages and occupational risks related to physical,
biological, and stress factors create a constant struggle for CBOs to recruit, train, and retain
DSPs – many of whom come from diverse cultural/ethnic backgrounds and have limited
education (1). New DSPs must receive effective healthcare education to meet the growing
health-related needs of adults with ID (their clients).
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DSP Training to Improve Continuity of Care
Currently, DSPs are responsible for a variety of activities, ranging from hands-on care, passing
medications, emotional support, instructing independent living skills, and maintaining clean and
safe homes. In fact, in most CBOs, while a nurse conducts at least one initial and annual
healthcare visit with each client, the true responsibility for regular monitoring of and follow-up
healthcare for clients with ID falls on DSPs who are the “eyes and ears” of the nursing staff.
With the limited healthcare and health promotion training within CBOs, DSPs often do not have
knowledge or capacity to incorporate health/wellness activities into day-to-day work
responsibilities; and do not have adequate health literacy skills necessary to become partners in
health care and advocacy with their clients.
Lack of staff training and coordination of health/wellness services for people with ID often
results in inappropriate health care services and late or neglected diagnoses of critical health
problems. For example, people with ID often receive psychotropic medication without
psychiatric evaluations. Adults with ID also have fewer (if any) preventive care services,
increased visits to primary care providers, over use emergency departments, and have higher
rates of hospitalization than the general population (19, 23).
Building Staff Capacity to Develop Consumer-Directed Health/Wellness Program
The Rehabilitation Research and Training Center on Aging with Developmental Disabilities
(RRTCADD) funded by the National Institute on Disability and Rehabilitation Research
(NIDRR) has a 20 year history of research, training in evidence-based practice, and
dissemination activities aimed at enhancing the health, function, and full community
participation of adults with ID across the lifespan by increasing the capacity of their support
persons. Continuing the tradition of the RRTCADD, our health promotion efforts with CBOs
providing day/residential services for people with ID began with a 5 year university-based
exercise and health education clinical trials for adults aging with ID in 1998. This hallmark
randomized clinical trial produced significant psychosocial and physical health outcomes
(efficacy) (16, 28) using the evidence-based curriculum now entitled Health Matters: The
Exercise and Nutrition Health Education Curriculum for Adults with Developmental Disabilities
(Heller, Marks, & Ailey, 2001, 2004; Marks, Heller, & Sisirak, 2006; Marks, Sisirak, & Heller,
2010). Findings from this study supported our efforts to partner with a variety of communitybased partners on multiple health-related studies since 2002 to evaluate the efficacy and
effectiveness of health-related and health promotion programs in the communities where people
with ID live, work, and recreate.
Community-Based HealthMatters Train-the-Trainer Program
In 2003, with the aim of increasing the UIC’s university-based Health Promotion Program’s
generalizability into the community, we developed a Community-Based Face-to-Face and WebBased HealthMatters Train-the-Trainer Program (2003-2008) led by staff employed in CBOs. It
provides CBO staff resources to: 1) develop a physical activity and health education program for
their clients, 2) teach adults with ID about physical activity and nutrition using the RRTCADD’s
Health Matters Curriculum and 3) support individuals with ID to make long-term lifestyle
State of the Science Conference 2011 51

changes. This approach demonstrated the capacity to transfer knowledge to DSPs and change
health-related behaviors and improve health status for both staff and their clients (21, 22). This
study produced two new measurement tools including the following: 1) Adapted Nutrition and
Activity Knowledge Scale (NAKS) (Illingworth, Moore et al. 2003; Sisirak, Marks et al. 2005)
and 2) Nutrition Outcome Expectations.
Results from the Health Matters Train-the-Trainer study provided empirical support for the
unique role of staff in changing health-related behaviors and improving the health status of their
clients using a train-the-trainer model. In one of the first intervention studies examining the
efficacy of a staff-led exercise and health education program on health outcomes for people with
ID in community settings, data demonstrated significant improvements in psychosocial and
physiological health status, exercise and nutrition knowledge and skills, and fitness status.
Participation in a 6-8 hour Health Matters Train-the-Trainer Workshop incorporating Bandura’s
(4, 5) social cognitive model of learning and Transtheoretical Model of Behavioral Change (25,
26) built capacity for staff (n=34 in the intervention group) in CBOs to develop and implement a
12-week health promotion program for people with ID (intervention n=32; control n = 35). With
this training, staff were able to successfully tailor and implement an exercise and health
education programs for adults with ID and successfully addressed limitations related to a
university-based program, such as, access barriers and the ability to generalize to settings in
which people work and live. By developing goals and targeting specific behaviors (e.g., exercise
and nutrition), people with ID can improve psychosocial and physiological health status, improve
exercise and nutrition knowledge and skill, and improve fitness status (see Table 1).

While we found that caregivers in CBOs had a greater capacity to implement a health promotion
program due to their relationships with people with ID receiving support, a limitation of our
Community-Based Health Matters Train-the-Trainer was a lack of widespread translation in
Lifespan Health and Function of Adults with Intellectual Developmental Disabilities 52

CBOs to achieve reach, adoption, implementation, and maintenance across three levels: 1) CBO
capacity; 2) caregivers capacity; and, 3) clients with ID attainment of health/wellness goals.
Additional issues impacting reach and adoption included the need for new pedogogical methods
of teaching to address the limitations of face-to-face training, such as lack of consistency due to
skill levels in trainees, high staff turnover rates, scheduling difficulty, and high costs. The
intensive amount of staff resources needed to implement and monitor health promotion programs
given the limited resources and competing job demands within CBOs created a need to develop
standardized teaching methods that can effectively translate research into practice. The limited
understanding of the impact of organizational culture on health promotion programs was another
major factor. To address this limitation we are currently developing and assessing the
effectiveness of a sustainable health initiative program (iSHIP) using an interactive, distance
learning model for staff working in CBOs serving adults with ID.
RE-AIM Using Knowledge Translation Opportunities
For persons with ID, improving outcomes of health/wellness programs in CBOs can be
supported by using RE-AIM as a mechanism to foster sustainable adoption and implementation
of effective, generalizable, and evidence-based research finding/interventions, service learning,
and training, along with Knowledge Translation opportunities to move what we learn into
practice or “real life” application.
We seek to assess
Figure 1. HealthMattersTM CAP
the effectiveness of a
Sustainable Health
Initiative Program
(iSHIP) using an
interactive, distance
learning model for
staff working in
CBOs serving adults
with ID. RE-AIM
guides our protocol
to measure the
impact of the iSHIP
intervention across
three levels
influencing reach,
adoption,
implementation, and
maintenance of
health promotion for
clients with ID: 1) organizational capacity, 2) client’s health status and attainment of
health/wellness goals, and 3) DSP capacity. RE-AIM can expand assessment of interventions
beyond efficacy to incorporate transferability, translatability, and public health impact of health
promotion interventions (12, 13). RE-AIM dimensions for this project include the following:
Reach into the target population, Efficacy (individual level), Adoption by target settings (setting
level), Implementation of intervention consistency (setting level), and Maintenance of
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intervention effects in individuals and populations over time (both individual and setting level).
Figure 1 depicts our HealthMatters Model with the RE-AIM dimensions and Knowledge
Translation (KT) opportunities to move what we have learned through research to applying that
knowledge in a variety of settings (see Figure 1) (32).
The limitations in CBO resources require effective and less costly modes of training DSPs to
translate consumer-directed health/wellness services. Adoption, reach, and program
sustainability is often inadequate due to limited organizational commitment and a culture that
does not support health and wellness initiatives (21). For these reasons, we converted the
RRTCADD web-based Train-the-Trainer Program to a moderated, interactive distance learning
(IDL) course designed to build DSP capacity, improve client health status and health services
utilization more effectively.

Research Questions
1. Assess the effectiveness of Health Matters Program using an interactive, distance
learning (IDL) model for staff working in community-based organizations (CBOs)
serving adults with I/DD and
2. measure the impact of the iSHIP intervention across two levels: 1) organizational
capacity and 2) direct support staff capacity.

Methods
Participants
We are in the process of recruiting three hundred and twenty staff in 12 organizations across 8
States (Connecticut, Illinois, Michigan, Minnesota, Nebraska, New Mexico, North Carolina, and
Wisconsin) in different geographical regions providing services to adults with ID who have
Internet and email access for randomization into a treatment or control group. The control group
will be offered the HealthMatters IDL intervention at the end of the six month period.
Design
The effectiveness of the HealthMatters IDL intervention for DSPs will be assessed with
comparison group pretest/ posttest design in eight CBOs. The design will incorporate a mixed
methods with the following elements: a) include heterogeneous DSPs in the intervention and
control group, representative of those employed in CBOs, employing few exclusion criteria, b)
study multiple CBOs from a variety of states across the U.S. that have different types of
resources and structures, c) compare the HealthMatters IDL intervention participants (maximum
of 20 staff participants from different CBOs/training) to the usual care participants at 3 and 6
months, d) evaluate outcomes across several measures. The study is being conducted in two
phases:
Phase 1 – Development of On-line Health Matters Organization Assessments (HMOA):
Cornell University’s Survey Research Institute has converted the RRTCADD’s HMOAs to an
online format.
Phase 2 – Randomized Control Study of Health Matters IDL with 2 Groups
(Intervention and Control): We converted our non-interactive web-based Health Matters
Train-the-Trainer Program to an online instructor moderated, distance learning course for the
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Health Matters IDL intervention. Health Matters IDL incorporates the following interactive
components: computer-assisted assessment and feedback/encouragement, tailored goal-setting,
barrier identification, and problem-solving. During the Health Matters IDL intervention, staff
dedicate 30-40 minutes/per week for 12 weeks (6-8 hours). Staff participants are developing
tailored goals and action plans for 1-3 client(s).
Data Collection and Measures
All quantitative data will be collected online. Cornell Survey Research Institute (SRI) have
designed the data collection protocol and constructing mapping analyses for Health Matters
Organization Assessments (HMOA). SRI are overseeing online data collection and electronically
transfer data files at the end of each data collection period. Quantitative data will be collected
from staff in CBOs before the study and at one year. Measures included the following:
1. CBO Capacity Measures: Organizational capacity and culture are critical components to
the implementation and sustainability of health promotion programs. An ongoing
RRTCADD study in collaboration with a CBA developed and tested the HMOA (see Tables
1 for subscales).
2. Staff Participant Measures: Assessments in intervention and control group at baseline,
immediately after iSHIP, and at 6 months will include cognitive learning gains, exercise and
nutrition outcome expectations and barriers, perceived self-efficacy for implementing health
promotion activities, health advocacy skills, demographic variables (see Table 1).
3. Client Goal Attainment Scaling (GAS): GAS will assess amount of change of client’s
goals over time for the intervention group only. Statements operationalizing five levels of
attainment (ranging from levels -2, least favorable to +2, most favorable) will be constructed
for each client goal. Review dates for each client goal will be set for 4 week periods,
including baseline, at weeks 4, 8, and 12.
Table 1. Reliability and Validity of Organizational Capacity Measures
HMOA Reliability coefficients for the Organizational Capacity Checklist subscales (e.g., organization
Organizational
commitment, supportive health promotion policies, policies supporting staff to do health
Capacity Checklist
promotion, and organizational resources) ranged from .92 - .81. Test/retest correlations ranged
from .83 - .74.
Table 2. Reliability and Validity of Physiological DSP Participant Measures
HMOA - Employee Capacity
Reliability coefficients for the Employee Capacity Checklist subscales (e.g., confidence
Checklist
doing health promotion, agency policies, agency resources, and health promotion
knowledge) ranged from α= .90 - .67. Test/retest ranged from .74 - .58.
Exercise and Nutrition Outcome OE: Exercise: α= .81; test/retest = .60; Nutrition: α= .81; test/retest = .59
Expectations (OE); Barriers to
Barriers: Exercise: α= .88; test/retest = .54; Nutrition: α= .80; test/retest = .57
Exercising and Nutrition
Self-Efficacy for Teaching
(α= .94; test/retest = .68)
Exercise Activities

Findings/Progress to Date with Community Based Health Promotion Research
Health Matters Organizational Assessments (HMO)
Cornell University’s Survey Research Institute has converted RRTCADD’s HMOAs to an online
format (http://dev.sri.cornell.edu/iShip/wave1/) so that CBO management and employees can
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complete the assessments and benchmark their results with CBOs of similar type and size. This
data is being collected at baseline and 12 months. Incorporating online organizational
assessments will provide CBOs longitudinal feedback and the desired benchmarking tools to
assist CBOs in developing strategic action plans for health/wellness initiatives.
HealthMatters Distance Learning for DSPs
Pilot Testing Results. We began pilot testing of a web-based version of the HealthMatters
Program in 2006; and, had limited success due to the mixed skill level of DSPs in being willing
and able to use an online, self-paced training on the Moodle Learning Management System
(LMS) platform. A particular issue related to the design and layout of the Moodle platform
(Blackboard was also tested) which did not mirror their experiences in using standard websites
on the internet. Both of those platforms were designed for use among students in academic
settings and not among employees in a worksite professional training milieu. As noted by
Summers and Summers (2004), poorly designed websites are often a greater challenge to users’
online than limited literacy skills. To address the feedback from CBO employees, we did an
extensive search and piloted various online approaches to deliver a standardized training had a
“similar feel” to a traditional website that staff could readily understand and use without feeling
overwhelmed.

Figure 2. F Pattern for
Reading Web Pages

Another issue in delivering online health content relates to the issue that
as many as 9 out of 10 American adults have limited health literacy
skills. While the science related to learners with low literacy skills on
the internet is currently emerging, data supports our anecdotal data that
people with limited literacy skills or limited web-proficiency will skip
and click over text if the following elements are used in online
materials: 1) entire chunks of dense text if the block is greater than three
lines, has a lot of numbers and percentages (charts and graphs), and too
many polysyllabic words. Essentially, the typical F pattern observed in
eye tracking studies among people reading webpages (see Figure 2)
does not hold true for people with lower literacy skills. Low literacy skills combined with the
notion that web users will
Table. 2. Considering Limited Literacy Skills for Online Material
spend no more than 2
Audience
o Who are the users, what are their interests and
minutes on a page to
goals.
quickly understand the
Content
o Quick and easy content – content must be
health issue and identify
readily understandable – average time spent on a
action steps (Summers
homepage is 27 seconds.
and Summers, 2004)
Display
o Skip and Click – F Pattern does not hold true for
people with low literacy; focus is in the center and
challenged us to rethink
less likely to scroll.
how we would present the
Organization
o Lay language (e.g., words used by target audience).
materials in a distance
learning platform and to
Navigation
o Simple navigation –common navigational
develop messages using
elements (e.g., drop-down menus, breadcrumbs)
often ignored.
plain language and to
o Use step-by-step navigation (e.g., “back” and “next”
identify health and
buttons and numbered pages.
wellness activities that
o Incorporate tabs and strong left-hand navigation –
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they could teach to people with ID receiving support services and that they could serve as role
model.
Based on our pilot work with the static web-based LMS platform we substantially
reconceptualized the HealthMatters Anytime…Aywhere IDL platform into two instructor-led one
hour webinar classes using WebEx platform. See Table 2 for elements that are incorporated into
our current HealthMatters Interactive Distance Learning (IDL) Course. After the webinar, the
moderated, HealthMatters IDL platform will be available to each DSPs in the study 24 hours a
day, 7 days a week. The HealthMatters IDL course is designed to give learners 1) easy access to
information and tools, 2) the ability to transfer new skills back to their work, 3) immediate
gratification, 4) opportunities to gain confidence, skills, and ability to extend learned skills to
their work, and 5) control over own learning (36). Additionally, we estimate that the IDL
platform will require 20-30% less time for learners compared to face-to-face training, is
consistent (everyone gets the same training), is motivating (self-paced style improves
understanding and retention), empowering, and enabling (24). Lastly, IDL is much more efficient
in reaching and accommodating larger numbers of people (7, 8, 33, 35) and can more easily
incorporate intrinsic factors associated with adult learning. We are also currently recruiting
CBOs to participate in the HealthMatters Anytime…Anywhere IDL Course.
The Health Matters IDL intervention will provide staff with knowledge, skills, and abilities to
use interactive, online tools aimed at assisting adults with ID to develop health/wellness goals
and make long-term lifestyle changes in settings in which people work and live.
Staff are instructed on strategies assist adults with ID to develop tailored health/wellness goals
and individualized plans to support their client(s) in achieving goals over a 12-week period using
targeted modules from the RRTCADD’s Health Matters Curriculum as a resource book.
Corresponding to the Health Matters Train-the-Trainer Program and the Health Education
Curriculum, Health Matters IDL incorporates the Transtheoretical Model of Behavior Change
and Bandura’s social cognitive theory to increase DSP’s knowledge, outcome expectations, selfefficacy, and healthTable. 3. Nutrition Supports Scale
related advocacy skills,
along with
1. Financial
o sufficient monetary support for nutrition (e.g., buy fresh
environmental cues such
produce or replace utensils and appliances
2. Preparation
o adequate cooking supplies, recipes, and appliances and
as organizational
and Storage
whether the appliances are in working order (e.g.,
support Health Matters
appliances are fixed and working; ways to communicate
IDL instructors provide
items that need to be used).
reminders to log-on,
3. Knowledge
o understand knowledge related to food purchase and meal
prompts to post
preparation (e.g., knowledge of portion sizes).
4. Cultural
o informs the organization about the characteristics of the
questions or feedback
Values and
workforce, and their strengths and weaknesses (e.g., do
via online bulletin
Lifestyles
staff likes to cook).
boards, instant
5. Organizational o are staff in community homes are aware of resources that
messaging, email, or
Culture
are available to them in relation to nutrition (e.g., develop
phone.
new trainings and/or organizational nutrition policies).
6.

Time

o issues related to time constrains to plan, purchase, and
prepare a healthful meal (e.g., strategies to optimize time
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Staff Health Status and Health Behaviors. In working with staff over the past 14 years we
have found an interest among staff to have the same opportunities for health and wellness as their
clients are receiving with the HealthMatters Program. Combining data from the university-based
(1998-2003) and community-based (2003-2008) health promotion programs, we found that
women comprised of 80% of the sample with a mean age of 36 years (no significant differences).
Fewer people smoked in the community-based study but had a higher BMI (27% vs. 30%; P=
.02), more health conditions (.94 vs. 1.77 conditions; p = .001); less energy (p = .02), and fewer
exercise outcome expectations (p = .04). The health conditions that increased the most between
the two time periods consisted of back pain (p = .00), high blood pressure (p = .04), arthritis (p =
.01), and diabetes (p = .03) (Marks, Sisirak, Chang, manuscript in preparation).
Additional analysis of staff data following their participation in the HealthMatters Train-theTrainer Program compared to staff in the control group found that staff in the intervention group
had a significant increase in reported social-environmental support for nutrition (F= 4.92; p =
.05), exercise outcome expectation (F= 6.58; p = .05), nutrition outcome expectation (F= 8.87; p
= .01), intake of fruits and vegetables (F= 13.62; p = .01), ideal intake of fruits and vegetables
(F= 11.25; p = .01), and nutrition stage of change (F= 6.86; p = .05).
Staff Nutrition Support Needs. The Nutrition Supports Scale was also developed by Sisirak
(2011) to provide staff in community homes a voice to communicate to CBO management the
resources that are needed to improve nutrition for individuals with ID. Since food preparation,
menu planning, and grocery shopping are mainly staff responsibilities, DSPs have a major role in
improving nutrition among individuals with ID as well as identifying the types of supports that
are needed in homes (38). Understanding available nutrition supports within the 6 domains
(Financial, Preparation and Storage, Knowledge, Cultural Values and Lifestyles, Organizational
Culture, Time) among staff working in community homes can lead to greater understanding of
how to improve dietary intake and subsequently decrease health disparities of people with ID
who live in community settings. Staff’s responses to the individual Nutrition Supports subscales
can help CBOs focus their initiatives, prioritize their approaches, and restructure the environment
to improve nutrition in community homes (see Table 3).
Because of the identified health and support needs and interests reported by DSP over the years
combined with the current state of the science for teaching health information online, each
introductory HealthMatters IDL course will be facilitated by a pair of trained moderators from
UIC who use the following teaching modalities: 1) discussions and learning (e.g., PowerPoint
slides, videos and audio clips, lecture,
teleconference, physical demonstrations)
through WebEx, an on-demand collaboration,
online meeting, web conferencing and
videoconferencing application; 2)
opportunities for learner-to-learner
networking and instructor-to-learner
interaction (e.g., chat rooms, discussion
boards, group discussions); and, 3) real-time
learning methods (e.g., lectures,
teleconferences, simulations) and 24 hour
Figure 3. Sample Online HMOA
access to course materials. HealthMatters IDL
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course involves a community of users from several other CBOs in 8 states to increase learner
accountability and responsiveness that may not occur in a face-to-face training or a static webbased curriculum. The interactivity of HealthMatters IDL aims to empower staff to become
experts by engaging in an online community fostering social networking.
HealthMatters™ Community Academic Partnership
Our long-term relationship with ARCA (New Mexico) and NorthPointe Resources, Inc. (Illinois)
has resulted in both community based organizations serving as leaders in implementing health
promotion initiatives and trainings of innovative strategies to eliminate health disparities and the
creation of the HealthMatters™ Community Academic Partnership (CAP). CAP aims to improve
health of people with ID. The HealthMatters™ CAP is a unique partnership that brings together
the strength of community and the strength of academia to find practical, real-life solutions that
improve access and quality of health care for persons with ID. It was awarded funding through
the Eunice Kennedy Shriver National Institute of Child Health & Human Development,
RC4HD066915.
The ongoing association between ARCA, NRI, and UIC has resulted in a reciprocal relationship
in developing subsequent community-based research projects and a commitment on the part of
practitioners and researchers to secure resources and grant funding to address issues identified by
the CBO as a critical need for the population(s) they support. For example, in 2006, UIC
collaborated with NRI to address declines in observed Health behaviors following the one year
anniversary of their clients’ completion of the UIC Health Promotion Program. NRI noted that
declines correlated to an inadvertent absence in the organizational culture to commit/dedicate
resources to long term sustainability. NRI identified the issue, framed the research question and
was awarded funding from a private foundation to hire UIC RRTC Research Team as consultants
to provide the expertise in research. The Getting the Memo project (Marks, Sisirak, & Donohue
Chase, 2008; Marks, Sisirak, Riley, & Donohue Chase, 2008) developed and tested a Health
Matters Organizational Assessments (HMOA) tool for CBOs to ensure that all staff in CBOs
have the capacity to implement health and wellness activities for clients with DD. The HMOA
also has an online reporting tool that compiles a report of all the measures for each CBO and a
report comparing each CBO with other comparable CBOs to allow administrators to formulate
strategic plans for their organization around health and wellness activities (see Figure 3 for
Sample Online HMOA and refer back to Table 1 for scales and psychometric testing). Webbased HMOAs are being used in the current study.
Additionally, the UIC RRTC Research Team has consulted with a variety of CBOs and
Universities in 17 states nationally and 6 countries internationally on community-based health
promotion initiatives and has trained over 1375 Basic Trainers to implement health promotion
programs. Please see Figure 4 for a graphical summary of past research efforts and future
research directions aimed at sustaining and broadening the reach across other CBOs. The
HealthMatters™ CAP utilizes RE-AIM as a mechanism to foster sustainable adoption and
implementation of effective, generalizable, and evidence-based research finding/interventions,
service learning, and training, along with Knowledge Translation opportunities to move what we
learn into practice and/or “real life” application. Currently, ARCA and NRI following their
involvement in health promotion research activities are now taking a leadership role in
developing and implementing health promotion activities for persons with DD throughout the
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states of New Mexico and Illinois as no formal mechanism exists in the current DD and health
care system.
Figure 4. Timeline of Past and Future Research Direction.

Reach, Adoption, and Maintenance. The HealthMatters™ CAP project is exceptionally
exciting because we now have a mechanism to support the development of a much needed
infrastructure for health research to have greater relevance, enhanced translation, broader reach
of our evidenced-based health and health promotion interventions and a platform to disseminate
HealthMatters IDL. We know that improving health and functioning outcomes is a critical need
for persons aging with ID due to the significant levels of poverty, low levels of health literacy,
the wide ranging health disparities, and the lack of representation in health promotion and
disease prevention research within the general population. In fact, health promotion research for
people with ID lags almost 40 years behind the general population. We continue to struggle with
attitudinal barriers among many health professionals in the community who do not understand
the need or importance of health promotion for people with ID. This project has the potential to
lead to active community-driven research, development, training, and dissemination innovations
linked to long-term improvements and growth in health research activities for people aging with
ID, public health policies inclusive of people with ID, and health care delivery services among
people with ID.
The following goals are the focus of the HealthMatters™ CAP: 1) develop and share tools for
bidirectional health promotion research, service learning, and training; support program
development, implementation, and evaluation for health promotion and disease prevention; and,
3) disseminate and integrate evidence-based health promotion services for people with ID. Using
the CAP model, we will offer the following trainings as a mechanism to increase awareness and
develop programmatic infrastructure for health matters among people with ID across the states
ID network: 1) Statewide Getting The Memo Webinar (awareness) and 2) HealthMatters
Instructor Workshop (1 day face to face train-the-trainer for programmatic capacity building).
Through HealthMatters™ CAP, we aim to engage community partners to adopt practical
evidenced-based solutions that will improve health for people with ID: 1) identify organizational
needs and capacity for health promotion; 2) generate relevant questions and actively participate
in developing and implementing research and service learning initiatives; 3) Apply research and
service learning results for use in practical activities; 4) connect with local community in
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cooperative experiences to promote health of people with ID; and, 5) disseminate evidencebased health promotion products and trainings.
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Identification of Falls Risk in Adults with ID
Kelly Hsieh, Ph.D., and James Rimmer, Ph.D.
University of Illinois at Chicago

Background
Falls are a major public health problem among older adults1 and are becoming an increasing
concern for adults with intellectual disabilities (ID). Over the last two decades the life expectancy
of individuals with mild ID has increased to 74 years (67.6 years for people with moderate ID)
which is approaching that of the general population.2
Falls are a major cause of serious injuries and fractures in adults with ID.3-5 Fractures are
estimated to occur 1.7-3.5 times more frequently among people with ID.5-7 Studies showed the
prevalence rate of falls among adults with ID ranging from 12.1%-61%.5, 8, 9 Our previous RRTC
projects noted that 19-37% of adults with ID were reported to have fallen within the past year.
Numerous studies in the general population have shown that falls are associated with several risk
factors, including having a history of falls in the past year, reduced lower muscle strength, and
abnormal gait or balance.10-12 Some of these risk factors are modifiable such as lower muscle
strength, abnormal gait or balance.
People with ID tend to have higher levels of physical inactivity and poor physical fitness 13, 14 and
poorer dietary habits (e.g., reduced calcium intake, higher fat consumption)15 compared to the
general population. These risk behaviors may be associated with reduced muscle mass, bone
mineral density (i.e., osteopenia or osteoporosis) and increased body fat.16 However, research in
risk factors for falls among adults with ID is limited. The few studies that examined risks for falls
among adults with ID found that these risks included older age,3 ambulatory status,3 seizure
disorder,3, 8, 17 visual deficits, and abnormal gait.18 These studies included adults with ID from
nursing home settings,3 and young adults with ID living in the community.17 One study had a very
small sample size.18 The one published large scale study (N= 511) conducted in Scotland9 found
that incident falls were associated with urinary incontinence and that the presence of Down
syndrome was a protector from falls. Other factors associated with falls risk from the general
population included being male, older age, taking more than four prescription medications, and
fear of falls. These risk factors were not found in studies involving adults with ID.
More large scale studies are needed to identify potential fall risks for adults with ID living in
community settings. There is also a need to develop falls prevention programs in the ID
community targeting those at the highest risk for falls.
Little attention has been directed at balance and strength assessment and training for adults with
ID.19, 20 While balance and strength assessment tools have been widely used in the general older
adult population, they have not been validated for adults with ID. Presently, there is no sufficient
empirical evidence to support the use of balance instruments in adults with ID in terms of
addressing certain physical and/or cognitive adaptations that have good sensitivity and specifity
for this population. Therefore, this research is aimed at developing a battery of strength and
balance assessment tools that can be used with adults with ID in assessing and monitoring falls,
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followed by a randomized controlled trial to reduce falls in adults with ID who are high risk
fallers.

Research Objectives
(1) To investigate the prevalence of falls and potential risk factors associated with them.
(2) To develop a set of strength and balance assessment tools appropriate for adults with ID.
(3) To test the efficacy of a falls prevention intervention. This paper describes objective 1 and 2
only as the intervention for objective 3 is ongoing.
Research Questions for Objective #1
(1) What is the prevalence of falls among adults with ID living in community settings?
(2) Do adults with ID who experienced one or more falls in the past 12 months differ in
characteristics, physical function, health conditions, and medication use compared to non-fallers?
(3) What are the potential risk factors associated with falls in adults with ID after adjusting for
the characteristic variables (e.g., age and sex)?
Research Questions for Objective #2
(1) How reliable are strength and balance instruments in adults with ID?
(2) How do strength and balance measures of participants with ID compare to the general
population?

Methods
Objective #1
Prevalence and risk factors for falls. The LHIDS baseline data (see Rimmer & Hsieh
paper) were used to examine prevalence of falls and explore the potential risk for falls in 1000
adults with ID. After excluding missing data on falls, data from 952 participants were included
for analyses. We asked informants, “How many falls has he/she experienced in the past 12
months?” A fall was defined as “an unexpected event in which the participant comes to rest on
the ground, floor, or lower level,”21 which was adopted from the consensus definition of the
Prevention of Falls Network Europe. The responses included (1) “0”, (2) “1”, (3) “2”, (4) “3”,
and (5) “4 or more.” Participants who experienced one or more falls in the past 12 months were
grouped as “fallers,” and those who did not have a fall were defined as “non-fallers.” We
performed univariate analyses to compare characteristics, physical function, health conditions,
and medication use between the fallers and non-fallers. Logistic regression was also used to
identify potential risk factors. The dependent variable was occurrence of falls in the past year.
The independent variables included participant characteristics (age, sex, Down syndrome,
cerebral palsy, obesity, living arrangement), physical function (assistive device use, difficulty
lifting/carrying, climbing stairs, walking), chronic health conditions (seizure disorder/epilepsy,
urinary incontinence, dizziness, visual impairment), and use of medications (seizure,
hypertension, psychotropic, sleep, taking 4 or more medications).
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Objective #2
Participants
We recruited 41 participants for the falls prevention study from three community-based agencies
that serve adults with ID. Agency staff were asked to identify their adult clients with ID who had
one or more falls in the past year or were at high risk for falls based on poor balance. Participants
had to meet the following inclusion criteria: (a) mild or moderate ID; (b) 30 to 60 years of age;
(c) physician approval to participate in the strength/balance training or walking program.
Exclusion criteria include: (a) currently participating in an organized physical activity program
three or more days per week for 30 or more minutes per day; (b) do not receive approval from
their physician; and (c) unable to walk long distances due to a mobility impairment or medical
condition.
If individuals with ID agreed to participate, they and their legal guardians were consented. Initial
assessments included: (a) informant survey (by family caregivers or direct support staff)
including other risk factors for falls, health status, medication usage, demographics, and falls
history; (b) comprehensive fitness assessment conducted by research staff in the participants’
residence.
Measures
Occurrence of falls. Falls was assessed by asking informants the same question that was also
used in the LHIDS survey which was described earlier.
Lower Extremity Strength. Lower extremity strength was measured by a handheld dynamometer
(Chatillon K-MSC-500, Ametek, Inc., USA) and Timed-Stands test. A handheld dynamometer
was used to measure knee flexion, knee extension, and ankle dorsiflexion according to the
procedures described by Andrews et al.22 The Timed-Stand test measures time to complete five
full stands from a sitting position. It has been demonstrated to have a highly significant
relationship with age and measures of knee flexor and extensor muscle strength.23
Balance. Balance was assessed by the Timed Get Up and Go (TGUG) and Four-test balance
scale. The TGUG involves rising from a chair, walking 3 m (10 ft.), turning, and returning to the
chair.24 The Four-test balance scale includes four timed static balance tasks (feet together stand,
semi-tandem stand, tandem stand, and one leg stand) of increasing difficulty that are completed
without assistive devices.25,26
Body Mass Index. Body weight and height were measured to calculate Body Mass Index.
Demographics and health. Demographic information included age, gender, race, type of
diagnosis, level of ID, and residential setting. We asked informants to complete an informant
survey on participants’ health information including number and type of health conditions,
current medications, and informant-rated health status.
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Reliability of Balance and Strength Assessments
We examined inter-rater or inter-observer reliability and test-retest reliability on all balance and
strength measures. Inter-rater reliability was used to assess the degree to which different raters
give consistent estimates of the same event. Two examiners conducted testing on each strength
and balance measure on the same participant at different times of the same day in an alternating
order. Test-retest reliability examined the consistency of each balance and strength test within a
2-4 week interval. Subjects performed all strength and balance measures for one examiner on
two consecutive visits with an interval of 2-4 weeks. Pearson’s correlation coefficients (r) were
calculated to assess inter-rater reliability. Intra-class correlation coefficients (ICC) were
calculated to assess test-retest reliability.

Findings and Progress to Date
Objective #1: To investigate the prevalence of falls and potential risk factors associated with

them.
For the participant demographics information, please refer to the LHIDS paper (Rimmer &
Hsieh, conference proceedings).
Prevalence of falls. The prevalence of falls among adults with ID was 25% (20.7% between
18-44 years; 31% 45-64 years; 42.6% 65 years and older). Within the fallers, 41.7% experienced
one fall; almost one-fourth (24%) of the fallers had 4 falls or more; 21% had 2 falls; and 13%
had 3 falls. 58% of the fallers experienced recurrent falls in the past 12 months. Twenty percent
of the fallers required medical care.
Comparisons between fallers and non-fallers. Table 1 presents the results of univariate
analyses between fallers and non-fallers. Over one-half (50.8%) of fallers were in the 18 to 44
year old age group and 39.5% were in 45 to64 year old group. Significant differences (p<.05)
were found between groups on the following participant characteristics: sex, obesity, diagnosis
of cerebral palsy, level of ID, Special Olympics participation, living arrangement, and
employment status. The significant differences (p<.05) in physical function, health conditions
and medications were in use of an assistive aid, difficulty lifting/carrying greater than 10 lbs,
difficulty climbing a flight of stairs, walking 4 blocks, having seizure disorder, urinary
incontinence, foot pain, visual impairment, use of seizure and blood pressure medications, and
polypharmacy (taking 4 or more medications). The fallers tended to be women (54.8%), obese
(mean BMI 30.05±8.22 vs. 28.70± 7.22), have cerebral palsy (19.3% vs. 11.2%), less Special
Olympics participation (27.8% vs. 39.3%), severe ID (11.6 % vs. 4.4%), living with host
family/foster care (10.8% vs. 6.7%) or living in group home (14.5%), and less likely to be
employed (49.25 vs. 64.2%). The fallers were more likely than non-fallers to use an assistive aid
(cane, crutches, walker or wheelchair), have physical function limitations (difficulty
lifting/carrying greater than 10 lbs, climbing a flight of stairs, or walking 3 blocks), have
seizures, urinary incontinence, foot pain, visual impairment, use of seizure and psychotropic
medication, and take 4 or more medications (see Table 2).
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Identification of potential risk factors. Table 3 shows the multivariate analyses associated
with risk factors for falls. The results indicated that use of an assistive aid, (OR=6.30, 95%
CI=3.13-12.68), difficulty walking 3 blocks (OR=1.88, 95% CI=1.02-3.05), foot pain (OR=2.44,
95% CI=1.28-4.64), and polypharmacy (OR=1.89, 95% CI=1.10-3.26) were risks for falls. Being
a wheelchair user (OR= .33, 95% CI=.16-.68) was a protector for falls. Age, sex, obesity status,
condition related to ID, and living arrangement were not significant risk factors.
Objective #2: To develop a set of strength and balance assessment tools appropriate for adults
with ID.
Participant Characteristics
Table 4 displays participant characteristics for the falls prevention cohort. All participants came
from the Chicago area. Mean age for participants was 45.30 years (SD=7.15), ranging from 3460 years (73% between 30-49 years, 27% 50 years and older). The number of male and female
participants was almost equally distributed (male=45.9%; female=54.1%). The majority of
participants were White. Over two-thirds (70.3%) were living in group homes or Community
Independent Living Arrangements CILA; 24.3% were living with family; and 5.4% were living
on their own. Almost three-quarters of the participants were either overweight or obese. 18.9%
had hypertension, followed by 16.7% with seizure disorder, 5.4% osteoporosis, 5.4% diabetes,
and 2.7% foot pain. More than 40% were on psychotropic; 27.3% took hypertension medication;
and 17.4% were on anti-seizure medication. 29.7% took 4 medications or more. 19% of
participants were reported as having one or more falls in the past year. Over 50% of informants
reported that they were concerned about the risk of the participant experiencing a fall.
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Reliability of
instruments. Both
strength and balance
measures had strong interrater reliability with
Pearson’s correlations
ranging from .937 to .998.
As shown in Table 5, the
results indicated fair to
strong test retest reliability
(ICC ranged from .52-.90).
Ankle dorsiflexion and the
four test balance scale only
had fair test-retest
reliability.

Strength and balance measures and general population norms. We compared
participants’ strength and balance measures with normative values for the general population. As
shown in Table 6, participants with ID in the 30-39 year old age group had poorer lower
extremity strength than norm-referenced data for an older age group (50-59 years), ion while
almost two-thirds of our participants were in the age 30-49 years. Mean differences between the
norm and participants’ knee and ankle strength ranged from 27.61 to 61.86 pounds for males,
and 22.02 through 77.27pounds for females. A notable difference was also found for the two
dynamic balance measures. Participants required longer to complete the Timed up and Go (11.90
vs. 8.10 seconds). Only one participant (2.4%) could stand on one leg for 10 seconds, and 26.8%
could perform the tandem stand for 10 seconds.
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Discussion and Implications
The findings from this preliminary work show that adults with ID have a higher rate of falls at
younger ages compared to norm-referenced data. One in four adults with ID living in
community settings experienced one or more falls in the last year, which is a similar rate as a
significantly older population of non-ID adults (there are no norm-referenced data on rate of falls
in younger populations). The temporal relation between occurrence of falls and underlying risk
factors for adults with ID are still emerging. Our findings indicated that falls were associated
with use of an assistive aid (with the exception of using a wheelchair), difficulty walking 3
blocks, having foot pain, and taking 4 or more medications. We suggest an emphasis on
individual fall risk assessments, such as, the use of walking aids and adaptations is crucial, in the
provision of care/support services to persons with ID at both individual and organizational levels.
Limitation in this study is that we used the retrospective data on falls which might have recall
bias and have a higher rate of underreporting. However, given that 20% of falls required medical
care, further investigation on the consequences of falls is an important area for future research.
Interestingly, adults with ID who use wheelchairs do not fall as often as those who are
ambulatory. This is probably related to a much lower risk of slipping. Risk factors for falls that
we identified in our data are similar to previous studies are parallel with previous studies.3, 17
Since polypharmacy is very common in adults with ID, this may have masked or overshadowed
the underlying modifiable risk factors. More research is needed to identify these factors to guide
the development of strategies to promote more active and healthy lifestyles that lower the risk of
falls among younger populations of adults with ID.
In our assessment of lower extremity strength and balance, we found Timed Get Up and Go,
knee extension, and five times sit to stand had excellent reliability. Further research is needed to
determine to what extend these strength and balance measures predict the occurrence of a fall for
adults with ID. Ankle dorsiflexion and four balance measures had fair reliability. We found
many participants had a difficult time performing ankle dorsiflexion, which required them to
perform an unfamiliar motion, in addition participants demonstrated limited range of motion at
both tibiotalar and subtalar joints. They also had a difficult time performing the tandem stand,
which involved spatial coordination and stability. Both of these tests may require more practice
time before obtaining an accurate measure.
Overall, strength and balance measures in our cohort were much lower than what you would
expect to find in an age- and sex-matched sample. While are findings are preliminary due to the
small sample size, it does suggest that there are significant health disparities in both strength and
balance, two major risk factors for falls, in young adults with ID. Larger and more diverse
sample of adults with ID is needed to establish a clearer picture of the characteristics associated
with falls risk in this population. When we compared our data on strength and balance with
norms for the general older population, a wide gap in both measures were noted, with adults with
ID having much poorer measures for both strength and balance. Data from the 2003 Special
Olympics Healthy Athletes Screening data found that over 50% of younger athletes (over 75%
for age 35 years and older) needed to improve their balance.27
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Next Steps
The literature on falls risk and falls prevention in adults with ID is almost non-existent. There is
an urgent need for more research examining the mediators and moderators associated with falls
in adults with ID, followed by falls prevention interventions that show promise in reducing the
risk of falls in this population.
Falls in the general older adult population cause catastrophic injury and death in addition to
higher health care costs associated with hospitalization and long-term care. The extended
lifespan of adults with ID will likely increase their risk and rate of falls in their later years. It is
important, therefore, to target falls prevention and increased physical fitness among younger
adults with ID to reduce their risk and rate of falls in older adulthood.
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Consumer-Directed Support: Impact of Hiring Practices on Adults
with I/DD and Families
Tamar Heller, Ph.D, Katie Arnold, M.S., Lieke van Heumen, M.Sc., Elizabeth McBride,
M.S, and Alan Factor, Ph.D.
University of Illinois at Chicago

Background
Consumer-directed long-term care (LTC) services have grown dramatically over the past decade,
both in the US and internationally (Tilly, Wiener, & Cuellar, 2000; Tritz, 2005; Lundsgaard,
2005). National trends in LTC policy have increasingly emphasized supports that are defined and
directed by users. Consumer direction in personal assistance services (PAS) has existed for
people with physical disabilities for over 30 years. However, it is a more recent development for
the elderly and persons with intellectual and developmental disabilities (I/DD). Legislation
enacted in 2000, Real Choice Systems Change as part of the New Freedom Initiative, aimed to
help states transform their LTC system from reliance on institutions to more community-based
services. This paper reports on phase 1 of a study that examines the differential experiences and
outcomes for people with I/DD and their families receiving consumer-directed services based on
the type of personal support worker hired (parents, siblings, other relatives, friends, and agency
staff).
Self-directed services, according to the Centers for Medicare and Medicaid Services (CMS),
“allow participants to have the responsibility for managing all aspects of service delivery in a
person-centered planning process”. Self-direction promotes personal choice and control over the
delivery of waiver and State plan services, including who provides the services and how services
are provided. For example, participants are afforded the decision-making authority to recruit,
hire, train and supervise the individuals who furnish their services. Common characteristics of
self-direction include person-centered planning, service plans, individualized budgets,
information and assistance in support of self-direction, and quality assurance and improvement
(US Department of Health and Human Services). Nationally, 49 states and DC provide state or
Medicaid-funded supported living or Personal Assitant Services (PAS) for people with I/DD
living in their own home or family home (Braddock, et al, 2011). Currently, approximately
17,500 participants in 15 states manage individual budgets through Cash and Counseling
programs (Simon-Rusinowitz, Loughlin, & Mahoney, 2011). Community-based services from
Medicaid include the Home and Community Based Support (HCBS) Waiver, PAS, and case
management. At least 20 states have Supported Living waivers and 22 states offer cash subsidies
or vouchers to families (Braddock et al., 2011). While consumers can use the HCBS funds for
various services, many use some of their funding to hire personal support workers (PSWs).
Personal support services include help with daily living activities as well as other hands on
assistance needed by the consumer. Schore, Foster, and Phillips (2007) found that between 8090% of beneficiaries in the Cash and Counseling program used some portion of their funds to
pay workers.
This study focuses on Illinois' program, the Adult Home Based Support Services Program
(HBSSP), an HCBS Waiver program that offers funding of up to three times Social Security
Income (currently $1347). The HBBSP program allows people with I/DD and/or their families to
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direct their supports with the aid of support brokers and fiscal intermediaries that reimburse
PSWs. Individuals can hire family members other than spouses of the people with disabilities.
Impact of Consumer-Direction on Persons with Disabilities
Research has shown a positive association between perception of control and health and
disability among older persons (Salomon, Polvika, & Weber, 1998) and perceived control and
quality of life (QOL) for older persons, individuals with physical disabilities (Hofland, 1988;
Rodin, 1986), and those with I/DD (Neely-Barnes, Marcenko, & Weber, 2008). The shift from
social benevolence to individual capabilities and autonomy, and human rights (Powers, Sowers,
& Singer, 2006) has resulted in less focus on health and safety and more emphasis on
independence and individual control of supports. This change is more subtle for people with
I/DD, who are often perceived as passive recipients of help and in need of protection from abuse
(Scala & Mayberry, 1997). Another barrier to persons with I/DD directing their own supports is
the perceived trade- off between autonomy and safety. However, their access to person-directed
approaches is increasing, including use of delegated decision making in which family members
provide supported decision-making. The use of self-directed supports increases the control that
people with disabilities and families have in recruiting and retaining their support staff (Moseley,
2001) and consumers find this aspect beneficial (Young & Sikma, 2003).
Studies comparing consumer-directed and agency-directed services, found consumer-directed
services resulted in greater service satisfaction and fewer unmet service needs (Beatty,
Richmond, Tepper, & DeJong, 1998; Benjamin, Franke, Matthias, & Park, 1999; Benjamin,
Matthias, & Franke, 2000; Benjamin & Matthias, 2001; Doty, Kasper, & Litvak, 1996; Foster,
Brown, Phillips, Schore, & Carlson, 2003; National Council on Disability, 2004). In general,
studies have reported no significant differences in health status (Foster et al., 2003) or safety
(Beatty et al., 1998; Foster et al., 2003). Some have reported psychological benefits concerning
feelings of empowerment (Beatty et al., 1998), and perceived QOL of individuals with
disabilities (Foster et al., 2003).
In their study on consumers with physical disabilities using self-directed home care services
Matthias and Benjamin (2008) found that they expressed the highest levels of satisfaction with
hiring family members compared to friends and strangers. More positive health outcomes were
found for consumers who hired family members versus nonfamily in a study of the Arkansas
Cash and Counseling program (Simon-Rusinowitz, Mahoney, Loughlin, & Sadler, 2005). As
well, people who receive support from family members are less likely to be abused compared to
people receiving support from strangers (Matthias & Benjamin, 2003).
However, relatively few empirical studies have examined consumer-directed supports for adults
with I/DD - most focus on individuals with physical disabilities. The few studies that have
examined the impact of consumer-directed supports on persons with I/DD found benefits in
community participation and employment over a four year period (Caldwell & Heller, 2007), and
decreased institutional placements over a period of 8 years (Heller & Caldwell, 2006). However,
none of the research has included the perspectives of people with I/DD, which are critical to
understanding the impact of consumer-direction on their lives. Additionally, the research on the
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interplay of consumer direction and the roles of families and friends in providing both paid and
unpaid support is limited.
Impact of Consumer-Direction on Families
Families are the primary providers of support for people with I/DD with nearly 75% of them
living with family (Braddock et al., 2011; Fujiura, 1998; Lakin, Prouty, & Alba, 2007). Hence,
in practice, consumer direction is often linked with supporting families (Simon-Rusinowitz et al.,
2005), as evidenced by the 22 existing cash subsidy family support programs within the I/DD
system (Braddock et al., 2011). Outcomes of consumer-directed programs for families of adults
with I/DD include greater: satisfaction with services, self-efficacy, healthcare access,
employment, and social/ leisure opportunities. Outcomes also include less: unmet needs, out-ofpocket expenses for disability services, and feelings of stress and burden (Caldwell & Heller,
2003; Heller, Miller, & Hsieh, 1999). Among lower income families, benefits include better
mental health of caregivers and self-determination of individuals with disabilities (Caldwell &
Heller, 2003).
Flexibility in hiring, including the ability to hire family and friends, is a key determinant of
interest in consumer direction (Mahoney, Desmond, Simon-Rusinowitz, Loughlin, & Squillace,
2002; Simon-Rusinowitz et al., 1997; Simon-Rusinowitz, Mahoney, & Benjamin, 2001). Among
139 programs in the US surveyed, 80% allowed hiring family (Doty & Flanagan, 2002). For
example, at least half of all paid employees in consumer-directed programs studied in California,
Florida, New Jersey, and Arkansas were family members (Stainton & Boyce, 2004). In a a
survey conducted by the National Association of State Directors of Developmental Disabilities
Services (Cooper, 2010) 46 of the 48 states responding indicated that they allow payments for
care to relatives of people with I/DD other than parents or spouses; 36 states allowed payments
to parents of adults, 44 allowed payments to siblings, and only 2 states did not allow payments to
any relatives. The results of a Minnesota study on consumer direction found that the greatest
benefits to consumers with I/DD and their families were the flexibility to hire workers who the
person knew (82%), including the ability to hire family members (81%), and to set the wage for
workers (82%). The biggest challenges for consumers were difficulties finding workers (52%)
(Bogenschutz, Hewitt, Hall-Lande, & LaLiberte, 2010).
When consumers are able to hire their own PSWs, they often hire those they already know
including friends and family members. Hence, PSWs are more likely to give emotional as well as
physical support, leading to higher life satisfaction (Stainton & Boyce, 2004). Also, allowing
individuals to reimburse informal caregivers addresses the workforce shortage by increasing the
pool of available workers. A study of the Arkansas and New Jersey Cash & Counseling
programs found that the greatest financial impact was on the most underserved groups (SimonRusinowitz et al., 2011). In the California program, consumers who hired families and friends
experienced more satisfaction and stability with their PSWs and were less likely to experience
abuse (Stainton & Boyce, 2004). Caldwell and Heller (2003) found that hiring relatives to
provide services was associated with increased community involvement of individuals with
I/DD. In that study parents could not be paid caregivers as is common now in many programs.
Despite the potential benefits, many people feel that hiring family members undermines social
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values which perceive caring to be a normal family responsibility, and that recipients of family
caring are more susceptible to receiving poor quality care because of worker fraud, abuse, and
neglect (Kunkel, Applebaum, & Nelson, 2004). However, research has not shown negative
impacts of hiring family on family relationships or on safety and health of participants (Smith,
Agosta, Fortunes, & O’Keefe, 2007). For adults with I/DD hiring of parents could result in less
self-determination since they may desire more independence from parents in adulthood. Hiring
friends could also result in blurred boundaries and in many cases strangers can become friends.
Additional research is needed to address the influence of hiring parents, other family members,
and friends on the outcomes of consumer-directed support.

Aims and Hypotheses/Research Questions
Aim of phase 1: To examine the differential experiences and outcomes for people with
I/DD and their families receiving consumer-directed services based on the type of PSW hired
(parents, siblings, other relatives, friends, agency staff).
Aim of Phase 2: To assess the impact of a Consumer-Directed Services Training and
Support Program on people with I/DD and their families.

Methods
For this paper, the focus will be on Aim 1 as the intervention for Aim 2 is in the process of being
developed. The sample for Aim 1 includes a random sample of 2101 family participants (taken
from the 2983 participants listed by the Illinois Department of Human Services’ Division of
Developmental Disabilities) in the Illinois Adult Home Based Support Services Program
(HBSSP), which was described earlier. Since the Illinois Department of Human Services’
Division of Developmental Disabilities was in the process of sending out the National Core
Indicators (NCI) survey to all their clients, we combined the Consumer-Directed Services survey
with the NCI survey and sent out both to a sample of the consumers in the Illinois HBSSP.
Excluding those returned as undeliverable, 1920 surveys were sent out of which 522 surveys
were returned for a response rate of 27%. This study includes 369 respondents, since families not
using PSWs were left out of the analyses.
In order to determine whether the family member with I/DD could be interviewed, family
respondents provided information on their family member with I/DD, including their age, level
of ID, and contact information. Families indicated whether their adult family member is able to
communicate verbally and whether they have mild or moderate levels of ID, criteria necessary
for participating in the interview. For those who fit the interview criteria and expressed interest
in this phase of the research, participants chose the location of the interview (including their
home, workplace, day program, or via phone). To date, 53 interviews have been done with
participants with I/DD. Retests are being done with 20 individuals to test the validity of the
interview scale. So far, 10 retests have been completed. The survey instruments were developed
by members of the research team and were reviewed by the Advisory Committee members and
pilot tested.
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Measures
Measures filled out by primary caregivers include characteristics of the person with I/DD
including adaptive level of functioning, age, diagnosis, level of ID, residential and vocational
status, health status, daily choice-making, and community participation. Caregiver variables
include age, gender, marital status, ethnicity, relationship to person with I/DD, employment
status, physical and mental health status, self-efficacy in PSW management, and caregiving selfefficacy, satisfaction and burden, and relationship of PSW hired to person with I/DD. Measures
regarding satisfaction with PSWs are only filled out by family caregivers who were not hired
through the program. The items were adapted from Matthias and Benjamin (2008) (see Table 1).
The surveys also included open ended questions regarding the benefits and challenges of using
PSWs, feelings
about family
members (including
themselves) being
paid to provide such
services, suggestions
for changes in the
program, and
training needs. In
addition we have
developed an
interview protocol
for the adults with
I/DD modifying the
same measures filled
out by the caregiver
informants about the
person with I/DD.
Variables measured
include physical
health (alpha = .76),
mental health (alpha
= .60), satisfaction
with PSW (alpha
=.60), free time
satisfaction (alpha
=.50), employment satisfaction (alpha = .86), residential satisfaction (alpha =.54), satisfaction
with friends (alpha = .74), daily choice making (count of activities), and community involvement
(count of activities). This data is still being collected as we would like to have at least 80
interviews completed in order to analyze group comparisons.
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Findings and Progress to Date
Demographics associated with PSW type
Ninety six percent of the respondents were primary caregivers; therefore, respondents will be
referred to as caregivers. The majority of caregivers who filled out the survey were parents
(91%), followed by siblings (8%) and other family members (3%). The types of PSWs hired
included parents (46%), siblings (14%), other family members (11%), friends (including
neighbors and non-agency staff) (15%), and agency staff (13%). As indicated in Table 2 there
were significant differences between the type of PSWs hired groups in caregiver respondents’
marital status
and age of the
person with
I/DD. When the
parent or a staff
member from an
agency was paid
as the PSW, the
caregiver
respondent was
more likely to be
married. Those
who hired
friends or
siblings were
least likely to be
married. When a
sibling was hired
as the PSW, the
person with I/DD
was more likely
to be older.
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Relationship between PSW type and outcomes for caregivers and adults with I/DD
Since the PSW type groups differed significantly in marital status and in age of the person with
I/DD, we controlled for those variables using Analyses of Covariance (ANCOVA) with type of
PSW as the independent variable; marital status and age of person with I/DD as the co-variates.
The outcomes measured included the caregiver’s physical and mental health status, satisfaction
with PSW, self-efficacy in PSW management, caregiving self-efficacy, caregiving satisfaction
and caregiving burden as well as the family member with I/DD’s physical and mental health,
daily choice-making, and community involvement. Table 3 shows the results for the outcomes in
which the type of PSW groups significantly varied.

For caregiver outcomes, satisfaction with PSW, self-efficacy in managing PSWs and mental
health was significantly different between the groups based on type of PSW hired. Caregivers
were most satisfied with PSWs, felt most confident in managing PSWs, and had better mental
health when the PSWs were siblings. When they hired agency staff they were least satisfied with
the PSWs, felt least efficacious in managing PSWs, and had the lowest mental health. Caregiver
satisfaction with PSWs was also higher than average for other family members and for parents.
In regard to self-efficacy in managing PSWs, it was highest for those hiring siblings followed by
friends, other family members, parents, and agency staff. Caregiver mental health was highest
for those hiring siblings followed by parents, friends, other family members, and lastly agency
staff. The other outcome caregiver appraisal variables (physical health and caregiving
satisfaction, burden, and self-efficacy) did not vary significantly between groups.
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Outcomes for the persons with I/DD varied significantly between the groups based on type of
PSW hired for physical health and for daily choice making. Physical health was highest when
parents were the PSWs followed by agency staff, siblings, other family members, and friends.
Daily choice making was highest when families hired agency staff, followed by other family
members, siblings, parents, and friends. There were no significant differences in the mental
health or community involvement of the person with I/DD.
Outcomes of interviews with adults with I/DD
At this point among the 53 persons interviewed, their main PSWs were parents (55%), siblings
(22%) and others, including other family members, friends, and agency staff (24%). For the
analyses of different outcomes we compared those who had parents as their PSWs with the
others on the following outcomes: physical health, mental health, satisfaction with PSW, free
time satisfaction, employment satisfaction residential satisfaction, satisfaction with friends, daily
choice making, and community involvement. The only significant differences were in
employment satisfaction. Persons with I/DD had less employment satisfaction when their parents
were paid to be their PSWs then when others were hired.

Conclusions, Discussion and Next Steps
Most of the families in the consumer directed program reported in this study hired family
members as their PSWs. In nearly half of the families the parents were the PSWs. This finding
suggests that when given the option most families will hire parents followed by other family
members, particularly siblings. Siblings tend to be hired when the adults with I/DD is older and
when the family caregiver is unmarried. In both cases the caregivers themselves (who are most
likely to be parents) are less able to provide personal assistance care to the adult with disabilities.
Hiring siblings seems to be associated with many benefits for the family caregiver, including
greater satisfaction with the PSW, feelings of greater competence in managing the PSW, and
better mental health. This finding is supported by a study that found that when siblings provides
support to their brothers and sisters with I/DD, their mother’s mental health was higher (Seltzer,
Begun, Seltzer, & Krauss, 1991). On the other hand, families that hire agency staff report the
least satisfaction with their PSW, feel less able to manage them, and report the lowest mental
health.
Many families who hire themselves note that the reason they do so is because they feel that no
one else can do it as well “I am not ready to transfer the responsibilities to another” or have not
been able to find adequate providers “I never had any luck at hiring a PSW so I just continue on
caring for my son myself; no one will take better care of him than me.” Many are grateful for
receiving the money, though some note that initially they felt guilty but now feel that it is needed
and an important and deserved contribution to the family. “I was reluctant to accept payment,
but realized that no one else can care for them as efficiently as I can, or with quite as much
patience and understanding.” “It is tremendous help because of her level of disability. I am
unable to work; therefore being paid as her PA has been a big help” ”It is a blessing. It enables
me to stay home and provide the help my son needs. If I didn’t receive this money I would have
to work outside the home and my son would probably have to live in a group home.”
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Families also feel comfortable hiring their child’s siblings as they expect better treatment than
from non-family staff. “I feel good about my older son getting paid to help with my younger son,
I would rather have family whom I know…. and I don’t have to worry about mistreatment.”
“Since my daughter is our PSW it works out great. She knows what goals to work on and how to
achieve them. She has personal investment in her job.” Caregivers also report greater satisfaction
with the PSW services obtained from family members versus agency staff. “Since we hired our
own-it give us more flexibility with hours-when we used an agency, hours were very limited and
workers were very transient.”
One advantage of hiring agency staff versus parents and friends is that they seem to be more
likely to encourage choice-making of the adult with I/DD. Parents may have difficulties
separating parenting roles from that of providing personal assistance services. The impact of
hiring parents on the self-determination of adults with I/DD is an area of concern for policy
makers. The findings of this study suggest that this is an issue that requires further exploration,
particularly from the point of view of the adult with disabilities. In our preliminary interviews we
did not find that parents were significantly less likely than others to enable choice-making of the
adult with I/DD. However, when parents were the PSWs, the adult with I/DD was less satisfied
with his/her employment. One explanation could be that parents are less able than other PSWs to
provide vocational opportunities for the person with I/DD.
Training needs reported by families centered on getting more information regarding vocational
supports, independent living skills, social and recreational supports, behaviors supports and
where to obtain services for their relative with I/DD. Also many families noted the need for
information on future planning for the time when parents would no longer be able to provide
support. Families also reported the need for training in finding, choosing, and keeping PSWs.
While the vast majority of comments about the consumer –directed program were very positive,
there were suggestions for improvement. Major criticisms of the program focused on the
tremendous amount of paperwork for families and the difficulty in finding providers other than
family members. Impediments to hiring non-family members are the long delays in payments to
providers. “The challenges are a huge problem when new support workers are hired. The mound
of paperwork is overwhelming especially to new hires. They feel like they are signing their life
away. This possibly deters workers from accepting the position.”
Next steps in this research are to examine the perspectives of people with I/DD with an expanded
sample and in greater depth. Secondly, it will develop and test an intervention aimed to increase
the satisfaction and outcomes of persons with I/DD and their families who are using consumerdirected services.
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By Caring for Myself I Can Care Better for my Family:
A Pilot Health Education Intervention
Sandy M. Magaña, Ph.D.
University of Wisconsin-Madison

Background
Research on Latina mothers of children with intellectual and developmental disabilities (IDD)
has found that these mothers are in poor physical health and have high rates of depressive
symptoms (Blacher, Lopez, Shapiro, & Fusco, 1997; Magaña, 1999; Magaña, Schwartz, Rubert,
& Szapocznik, 2006; Magaña & Smith, 2006a). Furthermore, Latina mothers are more likely
than non-Latina white mothers to co-reside with and care for their child with IDD throughout the
lifespan of the child (Kraemer, & Blacher, 2008; Magaña & Smith, 2006b). While this pattern
may contribute to reduced public costs for residential care of some adults with IDD, the burden
on maternal caregiver health is rarely taken into account. Supportive services are primarily aimed
at the child with IDD and often do not include any services for the caregiver. Furthermore,
mothers of children with IDD often focus on the needs of their children at the expense of their
own needs, which is particularly true for Latina mothers who often identify their caregiving role
as their primary responsibility (Magaña, & Smith, 2006b; Rueda, Monzo, Shapiro, Gomez, &
Blacher, 2005). Therefore, interventions that focus on the health and well-being of Latina
mothers who provide lifelong care to their child with IDD will support these caregivers in their
efforts to provide in-home care, while maintaining cost savings in the residential care budget.
Health education research has found that high levels of self-efficacy contribute to psychological
well-being and better health outcomes (Lorig, Ritter, & Gonzalez, 2003); and that the use of
community health educators is an effective way to implement a health education program for
underserved communities (Rhodes, Foley, Zometa, & Bloom, 2007). Therefore, we have
developed an intervention called, “By Caring for Myself, I Can Care Better for My Family,”
which incorporates both of these concepts. The purpose of this paper is to examine outcomes
from the pilot study using this intervention to determine if it has the potential to improve selfefficacy and health behaviors and influence depressive symptoms in Latina mothers of children
with developmental disabilities.
Supportive Services for Latina Mothers of Children with IDD
In the National Health Care Disparities Report (AHRQ, 2010), Latinos were found to have lower
access to care and poorer quality of care compared to non-Latino Whites. Very few studies have
been conducted on the health and health care access of Latino family caregivers of children with
special health care needs. Magaña and Smith (2008) found that older Latina mothers of a child
with IDD were less likely to see a doctor than their non-caregiving counterparts, and midlife
Latina mothers of children with IDD were more likely to smoke than same aged mothers who did
not have a child with IDD. Latina mothers of children with IDD were also found to have more
chronic health conditions and higher levels of depressive symptoms than those not caring for a
child with IDD (Blacher et al., 1997; Magaña & Smith, 2006a).
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Factors that contribute to poorer health outcomes and lower quality of and access to care for
Latinos include language barriers, immigration status, poverty, discrimination, lack of
transportation and lack of knowledge about services (Acevedo, 2007; Barrio et al., 2008). The
stress of caring for a child with IDD may compound the stress imposed by these factors,
contributing to poor health outcomes. Other determinants of health that may be at play for these
mothers are limited use of positive health behaviors and lack of social supports. Parental
caregivers of children with IDD are often socially isolated and have little time for taking care of
themselves. Heller and Caldwell (2006) demonstrated the effectiveness of a peer support
intervention to support aging caregivers and adults with developmental disabilities in planning
for the future. Families of children with IDD are in need of supportive programs; however, their
needs are usually not met (Heller and Factor, 1991). Clearly, given the growth in the Latino
population and the disparities in health care related to children with IDD, it is important to
develop health interventions that are culturally relevant for Latino family caregivers of children
with IDD. Latino family caregivers (who are predominantly mothers) may benefit from a
culturally sensitive program that takes into account their particular social conditions and
encourages them to seek mental and physical health services, helps them reduce levels of stress,
and helps them pay attention to their overall health.
Research on Health Education Programs using Self-Efficacy Theory
Self-efficacy theory has been used in health education research as a way to understand the
mechanisms by which health education programs may lead to positive health behaviors and
ultimately better health outcomes. Studies have shown that those who demonstrate higher levels
of self-efficacy -- the belief that they are able to engage confidently in behaviors and activities
that promote better health -- demonstrate improved health outcomes (Bandura, 1977; Lorig &
Gonzalez, 1992). Bandura (2007) emphasizes the difference between the ability to execute a
healthy behavior such as exercising, relaxing, and eating healthy and the belief that one can
undertake such activity regularly even under dissuading conditions such as busy schedules,
stress, lack of resources, etc. Self-efficacy is an ability that must be developed and reinforced
first before expecting to see sustained behavioral change.
Individual self-efficacy expectations are develop from four main sources: performance
accomplishment, vicarious experience, verbal persuasion, and emotional states (Bandura, 1977,
Pajares, 2002). The most influential source is the performance or mastery experience which
implies participants actually engage in activities. When the outcome of an activity is interpreted
as successful, the positive impact raises self-efficacy and is generalized to other situations.
Vicarious experience is accomplished by observing others perform activities that may seem
impossible or threatening. Verbal persuasion is used to encourage participants to believe they can
take control of the situations that may overwhelm them. Emotional states can affect perceived
self-efficacy in coping with difficult situations; high arousal often debilitates performance
(Bandura, 1977). Lorig and colleagues (2003) found that a chronic disease self-management
intervention based on the theory of self-efficacy, and that used peer leaders, was effective in
increasing confidence among a Latino population in taking care of their health and improving
health behaviors. This suggests that a peer leader model may contribute to self-efficacy and
better health behaviors (Lorig et al., 2003).
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Promotora de Salud Model
A model that is consistent with self-efficacy theory, uses peer leaders and has been used
successfully with Latino populations to provide education and encourage positive health
behaviors is the Promotores de Salud Model or community health educator model (Balcázar,
Alvarado, Hollen, Gonzalez-Cruz, Pedregón, 2005; Elder, et al., 2005; Reinscmidt, Hunter,
Fernández, Lacy-Martínez, Guernsey de Zapien, & Meister, 2006). A promotor/a is a lay health
educator, or peer leader, who is indigenous to the community in question and receives training to
provide health education and to encourage behavioral change (Elder et al., 2005). Promotores are
usually natural helpers who are insiders in their communities and can help motivate other
community members around a specific topic or problem (Reinschmidt et al., 2006). This taps
into the modeling and social persuasion aspects of self-efficacy models. Equipped with training
on aspects of health care specific to the project they are working on, promotores provide
education to groups and individuals in their communities. The promotores de salud model has
been used for a variety of health related projects including increasing chronic disease screening
(Hansen et al., 2005; Reinschmidt et al., 2006), education about nutrition and dietary practices
(Elder et al., 2005), improving heart healthy behaviors (Balcázar et al., 2005) and learning about
environmental health (Ramos, May, & Ramos, 2001). All of these projects found significant
changes in behaviors between pre and post-tests, and two of the studies showed positive results
using a randomized controlled study design (Elder et al. 2005; Reinschmidt et al., 2006).

Research Objectives
Pilot Study of health education intervention
Taking into account the challenges that Latina mothers of children with IDD face, self-efficacy
theory, and the promotora de salud model, we developed an eight week health education
intervention designed to help Latina mothers of children with IDD engage in activities that may
improve their healthy behavior habits and reduce stress. A unique aspect about our use of
promotoras is that they were not just women leaders from the Latino community; they were also
mothers of children with IDD. The content of the 8 weeks included the following topics: taking
care of yourself, health care for you, well-being activities, nutrition, exercise, reducing stress and
depression, including others, and personal growth. Each unit lasted about 1 hour and was
delivered weekly by a promotora at the participant’s home during a time that fit both the
promotora’s and the participant’s schedules. The home visit model was used to overcome
barriers to participation such as transportation, child care and scheduling conflicts.
This intervention draws on all four sources of self-efficacy as outlined by Pajares (2002). The
promotora guides each activity providing modeling and performance accomplishment. She also
provides vicarious experience as a parent of a child with IDD who has similar experiences as the
participants and can demonstrate or discuss how she accomplishes the activities. She uses verbal
persuasion by setting goals through homework assignments with the participants and
encouraging them to accomplish them. Lastly, the promotora helps participants to reduce stress
by practicing breathing and relaxing techniques and having someone to talks to about their
challenges thereby taking some control of their own emotional states.
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The purpose of this paper is to report on the results of this pilot health education intervention in
which we used a one-group pre and post-test design. Our research questions are: 1) Did
participants increase their self-efficacy between pre and post tests? 2) Are higher levels of selfefficacy related to more healthy behaviors at post-test? 3) Did participants improve their health
behaviors (exercise, nutrition, and self-care) between pre and post-test? And 4) Did participants
reduce their level of psychological distress as measured by depressive symptoms between pre
and post-test?

Methods
Participant
Twenty seven mothers participated in the intervention program and received a pre and post-test.
Participants were recruited through local support groups of Latino families who have children
with developmental services and through agencies that serve these families. Promotoras also
recruited mothers they knew to
participate in the intervention study.
Because our focus was on midlife
and older mothers, criteria for
participation were that the mother
was either at least 40 years old, or
their child with a developmental
disability was 8 years old or older.
We required that mothers be of Latin
American descent because our intent
was to design and test a culturally
relevant intervention for Latina
mothers. Thirty mothers agreed to
participate and completed the
informed consents and a pre-test.
Out of the 30 mothers that began the
study, 27 remained in the study and
completed a post-test which
indicates a 90% completion rate.
With respect to the three mothers
who were not able to complete the
intervention: one of them dropped
out because she had a newborn baby
during the course of the intervention,
another returned to Puerto Rico, and
the third one did not respond to multiple attempts to contact her. We report pre and post-test
results of the 27 completed cases. In addition to the 27 participants, we trained 10 promotoras
who attended 12 to 15 hours of training in a group format over 3 weeks. In Table 1, we report
demographic characteristics of the promotoras as a reference point for the participants. In
general, mothers in the study had low levels of education, the majority of whom did not have a
high school degree. The majority of promotoras had a high school degree or higher, however this
was not statistically significant. Another area in which participants and promotoras appear to
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differ was in employment status. The promotoras were more likely to be employed at least part
time compared to the participants. The majority of mothers had household incomes that were less
than $20,000 a year, and were either married or living with a partner. All of the mothers were
born in a Latin American country and most were from Mexico.
Training Procedures
Promotoras were selected using three main criteria: 1) Latina mothers caring for a child of any
age with a developmental disability who were 2) Spanish speakers and who 3) possessed some
leadership skills and/or were recognized as emerging community leaders. We contacted local
community organizations that served Latino families of children with IDD and asked the
respective coordinators to identify potential candidates. The community organization staff
contacted mothers of children with IDD who met the criteria and asked if they were interested in
finding out more about the project. Those who expressed interest were invited to an
informational meeting in which questions about the program were answered, and the actual
training meetings were scheduled with those who wanted to participate as promotoras.
The promotora training was conducted in a group format during three well-defined and
structured half day training sessions. The training sessions were conducted in Spanish and the
promotoras were given a stipend for their time at the trainings and breakfast and lunch were
provided at all trainings. During the training sessions, promotoras took the role of the participant
by completing a pre-test evaluation identical to those administered to program participants and
by listening to the trainers as they delivered the manual. Through this process, they reviewed the
program manual in detail; learned tools and techniques to guide program sessions; and asked
questions about the implementation of the sessions that were discussed. Promotoras were given
one or 2 cases to complete and they were asked to report back to the training coordinator after
each completed session. The training coordinator was available to answer questions and problem
solve with the promotora if needed. After each promotora completed their first case, a meeting
was scheduled to review how the implementation went for them, and to provide further support.
Promotoras received a stipend for each case they completed, the amount covered the 8 session
plus some traveling time. Participants received a program manual and a folder containing
information about local resources in addition to the home visits.
Study Instruments
The pre-test included a demographic questionnaire with questions about the mother’s date of
birth, education, employment status, income, ethnicity, language preferences, marital status and
physical health status. Also included are date of birth, gender, and primary disability of the child.
The pre and post-test included measures of health related self-efficacy, depressive symptoms,
and positive health behaviors which are described below:
Health Related Self-Efficacy was measured by an adaptation of the Self-Efficacy Scales for
Health-related Diet and Exercise Behaviors (Pinski, Grossman, Patterson, & Nader, 1988). There
are 10 items that ask respondent how confident she is in doing specific activities that were
discussed during the program, with response categories ranging from (1) not at all confident to
(10) totally confident. This measure was introduced after the pilot study was underway;
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therefore, we only have data on this measure from 13 of the participants and 7 of the promotoras.
Chronbach’s alpha for present sample was .80.
Depressive symptoms were measured by the Center for Epidemiologic Studies Depression Scale
(CES-D; Radloff, 1977) which has been established as a valid and reliable measure of depressive
symptoms in different ethnic groups including Latinos (Cho et al., 1993; Guarnaccia, Angel, &
Worebey, 1989). The CES-D consists of 20 items that rate the frequency of depressive symptoms
over the last week with response categories range from (1) rarely to (4) most of the time.
Chronbach’s alpha was .81 for the present sample.
Positive health behaviors were measured by an adaptation of the Family Habits Scale which was
developed for the Health for your Heart Promotora Intervention (Balcazar et al., 2005). There are
36 items that ask, “How often do you do the following?” followed by items on self-care (8
items), nutrition (18 items) and exercise habits (10 items). We created subscales for each of
these 3 categories. Response categories range from (1) never, to (4) always. Content validity and
reliability were established by Balcazar et al. (2005; Chronbach alpha >.60). For the present
sample, Chronbach’s alphas were: Overall scale .90; Self-care habits .67; nutrition habits .86;
and exercise habits .79.

Findings of Pilot Study
We report results of our pilot study in Wisconsin which is complete. For research question 1, we
asked whether self-efficacy changed between pre and post-tests for the participants. Using
paired-sample t-tests, the 13 participants who completed this scale significantly improved in
health related self-efficacy between the two time points (see Table 2).

For research question 2 we asked whether self-efficacy at post-test was related to healthy
behaviors at the post-test. Using Pearson product moment correlations, we found that higher
levels of self-efficacy was significantly related to better nutrition habits (r =.68; p = .01) and
better exercise habits (r =.64; p = .02); however, the correlation between self-care habits was not
significant (r =.50; p = .08) for the 13 participants who completed the self-efficacy measure.
Combining the three habit measures, there was a significant relationship between overall healthy
habits and self-efficacy at (r =.69; p = .01).
To answer Research Question 3, whether participants improved their health behaviors between
pre and post-test, we again used paired-sample t-tests. Table 2 shows that the 27 participants
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significantly increased their positive exercise, nutrition and self-care behaviors, and their healthy
behaviors overall.
In Research Question 4 we asked whether participants reduced their depressive symptoms
between pre and post-test. It is important to note that the depressive symptoms (CES-D) mean at
pre-test was 18.8 which is relatively high (See Table 2). A cut-off score of 16 is conventionally
used as an indication that the person is at risk for major depression (Radloff, 1977). At post-test,
the CES-D mean was reduced to 12.3 which is below the cut-off.

Discussion, Conclusion and Next Steps
Discussion
In this paper, we have presented findings from a pilot study of a health education intervention
developed for Latina mothers of children with IDD. This intervention took into account research
on health outcomes and healthcare access and utilization among Latina caregivers of children
with IDD, and incorporated self-efficacy theory and the promotores de salud health education
model. In this intervention, we included promotoras who were Spanish speaking Latina mothers
of children with IDD themselves and were identified as emerging leaders in their community.
The promotoras served as role models, guided performance accomplishment, used verbal
persuasion and provided participants with strategies to reduce stress while delivering the content
of a manual that covered 8 health care topics.
We found that participants reported higher levels of self-efficacy at post-test than they did at pretest; and that self-efficacy at post-test was related to higher levels of positive health behaviors at
post-test. We also found that participants reported more positive health behaviors overall and for
each of the specific subscales of exercise habits, nutrition habits, and self-care habits between the
pre and post-test. These findings are consistent with self-efficacy theory by suggesting that the
intervention may increase self-efficacy, which leads to more positive health behaviors (Lorig
Ritter, & Gonzalez, 2003).
Another important finding was that participants reported significantly fewer depressive
symptoms at post-test than they did at pre-test. In fact, the mothers in our study reported very
high rates of depressive symptoms at pre-test which was consistent with the rates reported in
studies on emotional well-being of Latina caregivers of children with IDD (Blacher et al., 1997;
Magaña, et al., 2006). Our post-test results suggest that this intervention may be a promising way
to counter emotional distress among Latina mothers of children with IDD.
Limitations and Lessons Learned
Limitations of this study included: 1) sample size, we need a larger sample to adequately test the
mediation model of self-efficacy theory in a multivariate analysis. The fact that we began using
the self-efficacy measure after the study was underway further undercut the sample size for
testing this theory; and 2) our study lacked a comparison group. In order to address threats to
validity and determine whether changes between pre and post-test can be contributed to our
intervention, it is important to conduct a randomized trial including an intervention group and a
non-intervention group. One of the lessons we learned in implementing the pilot study is the
importance of having a solid community-based collaborator and the importance of compensating
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the collaborative organization for their effort. We had a couple of community organizations that
helped us with recruitment and space, but they were not as committed to the project as we would
have liked. We felt that being able to compensate them with a budget and asking them to help
administrate the project would have helped. Another lesson we learned is that while participants
remained in the project at high levels, we had a drop in promotora participation. Out of 10
original promotoras, four remained throughout the project. One of the issues was that while we
compensated them for their time, several of them need to work a steady job and had to put our
project on the back burner. Adding to this, the University reimbursement process took too long
for the promotoras who needed the income more quickly. Overall, despite the small sample and
the difficulties retaining promotoras, the findings between pre and post-test were quite robust,
suggesting that the intervention is promising and a randomized trial using a larger sample is
warranted.
Next Steps
The next stage of the project is to conduct a randomized trial in which participants are assigned
to an intervention group and a wait list group. This stage is now underway. The goal is to recruit
a total of 100 participants, 50 to the intervention group and 50 to the wait list group. Those on
the waiting list complete the pre-test, wait for a period of three month, complete the post-test and
then receive the intervention. As of today we have recruited 40 mothers (20 in each group) and
have trained five promotoras. To take into account lessons learned, we are collaborating with an
organization in the Pilsen Neighborhood of Chicago, El Valor. This is an established nonprofit
organization that has service the Latino community of people and families with developmental
disabilities for many years. We have developed a financial agreement with them and they pay for
a person from El Valor who coordinates the day-to-day aspects of the study, and they
compensate the promotoras directly. The collaboration and work of the agency has been
excellent so far.
In addition, we are pilot-testing a group model of the intervention in which participants attend
five sessions. We are conducting this pilot with a different community agency in the Cicero area
of Chicago, Community Support Services. We came to agreement with the agency on
reimbursing them for their efforts. The agency has also contributed in-kind donations to the
project including supervision. Three promotoras were trained from this agency. Two groups have
been completed with promising results with respect to interest and regular attendance of
participants. We look forward to examining the pre and post-tests from these groups. In March
2011, we help a meeting and luncheon with all of the promotoras from both El Valor and
Community Support Services to learn about their experiences with the project, and to honor their
participant.
In conclusion, it is important to develop culturally sensitive health interventions for Latina
mothers of children with developmental disabilities given their health challenges, and the
increase in the Latino population. This pilot study tested a health education intervention that
showed promising results relating to better health behaviors and lower depressive symptoms
among Latina mothers of children with IDD. Further research is needed to test the efficacy of the
intervention using a randomized control trial, which is currently underway.
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Examining Environmental Barriers & Supports to Home and
Community Participation with People with I/DD
Joy Hammel, PhD, OTR/L

Introduction
Prior research has shown that people with disabilities as a social group continue to experience
disparities across many areas of life participation, despite civil rights legislation mandating the
right to equitable and full participation (Kessler & NOD, 2010). These disparities have been
repeatedly shown among people with intellectual and developmental disabilities (I/DD),
particularly related to social and community participation, and choice and control in that
participation decision making (Verdonschot et al, 2009a). Research also points to the influence
of environmental factors as barriers to this full participation (Versonschot et al, 2009b; Hammel
2003); however, we continue to know far less about how the environment specifically disables
people with cognitive disabilities, such as I/DD; what these environmental barriers look like
from the perspective of people with I/DD and how they play out in actual participation contexts
for them; and how to concretely strategize these barriers and instead take actions to implement
environmental supports and strategies in their place (Hammel et al 2008a).
The aims of this research are to: 1) evaluate a participatory, accessible method for documenting
& strategizing environmental barriers & supports to participation experienced by people with
I/DD, 2) examine which environmental factors are barriers to home and community
participation, and which can be strategized via a social learning, environmental problem solving
approach, and 3) based on barriers and supports data, design and implement a community living
& participation intervention to strategize environmental barriers to participation with people with
I/DD and their families/supports, and evaluate this intervention in a randomized clinical trial
(RCT). This paper focuses on results from Aims 1 & 2 and how they were used to create
intervention program which is now being tested in Aim 3.
The sample included 146 people with I/DD from three participating states (IL, PA, and WA),
representing diversity in relation to age (average: 45; range 21-90), gender (58.7% women), and
race/ethnicity (51.4% African American; 23.3% Hispanic or Latino; 22.6% white. All were
living in the community, with 52.7% living in houses with family or apartments by themselves,
and 47.3% living in community-based group homes which ranged from 4-8 residents.

Methods
This research used a participatory action research (PAR) approach in that people with I/DD were
actively involved and engaged in all activities from needs assessment to outcome evaluation to
knowledge translation back to the community (Garcia-Iriarte et al, 2009; Hammel et al 2006). In
phase I, 146 people with I/DD went through a participatory process to identify participation
goals and then conduct audits of participation environments with the support of an access
specialist and peer mentors. First, participants with I/DD and close supports identified key areas
of participation (home, community, work/learning) that they had either stopped doing, were
having difficulty doing as they aged, or never had an opportunity to do but wanted to try. A
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participatory, accessible methodology for choosing high interest activities was developed and
tested by participants, including use of pictures/photos, local magazines, and home and
neighborhood walk-throughs to generate choices. The second part of the process involved incontext, participation audits. The access specialist (occupational therapy and disability studies
students trained by the Great Lakes ADA Center) and peer mentor(s) with I/DD met the
individual at his/her home to evaluate home participation. This including a full house and room
by room evaluation of accessibility (physical, cognitive, sensory, communication), safety, and
full engagement in activities of choice in the home setting (e.g, meaningful participation in
activities & roles of choice; time & space use; level of independence and control in decision
making). All participants completed a home audit (n=146). Next, participants choose two other
activities they were very interested in and wanted to pursue outside the home. These ranged from
very specific goals (e.g., go to Target and buy a watch) to less defined (e.g., go downtown or to
the lake). To do audits, participants were met at their homes and from there the team of
participant/access specialist/peer mentor(s) evaluated how they got to/from the site (e.g, walk,
public, para or private transportation), and full participation in sites of interest (e.g., shopping at
a store, eating out at a restaurant, seeing a movie, visiting a museum, walking in the park by the
lake). Participants completed 244 community participation site audits, with an additional 178
audits of public and paratransit transportation systems to get to/from sites.
For all audits, the team completed an accessibility assessment and a summary checklist of
environmental barriers and supports to participation in that setting (Hammel et al, 2006; Hammel
et al, 2010). Additionally, PhotoVoice was used as a participatory method in which people with
I/DD were shown how to use digital cameras to take photographs of their trips to document what
worked (supports) and what did not work (barriers). After the trip, participants met again to rate
whether or not they met their original participation goal (outcomes), to sort through photos and
talk more about what was happening in them, and to document key environmental barriers and
supports. The photos enabled them to do this in a way that was accessible not only to
participants, but also to community sites they visited. This data, along with demographic and
functional data, were entered into a web-based database system that generated an individual
participation report, as well as a summary across participants that was publicly available in a
“consumer reports”, easy to read format for community organizations, businesses and policy
makers (see http://sid.ahs.uic.edu/ and click on summary report). In total, 568 environmental
audits were completed across home, transportation/community mobility, and community
participation sites, yielding a rich dataset of environmental barriers and support to participation
experienced by people with I/DD.

Results
Barriers first were analyzed by context, showing that people with I/DD experienced many more
environmental barriers in community participation (61%), followed by home (27%), and then
transportation/community mobility (12%). Trend and pattern analyses were used to examine
specific environmental barriers in these settings. Figure 1 shows the twelve types of barriers that
most influenced participation (x axis). These barriers grouped into 3 categories: 1) accessibility
which divided into four areas of a) physical access and safety of the built environment; b)
cognitive and communication access related to orientation, directions, navigating, asking for
help; c) sensory access to accommodate hearing, vision or sensory/perceptual issues; and d)

State of the Science Conference 2011 99

transportation specific access related to private, public or paratransit; 2) social & societal issues
which divided into social support of family and close friends; support of professional
staff/caregivers; societal attitudes and treatment; and 3) systems/policy level issues which
divided into economic/financial supports or lack of, information and resource access (e.g,
information on participation options and supports to do fully engage in them if needed); and
system/policy factors outside the person’s control (e.g., policies about least restrictive
community living, safety & liability, integrated versus segregated opportunities; consumerdirection or lack thereof). Chi-square test showed significant difference between home, transport,
and community (3 contexts) across the 12 types of barriers (χ2 =700.66, df=22, p<.001).
Odds ratio were then used to examine the increased probability of encountering barriers in one
context compared to the other (total 3 contexts), and the likelihood of encountering barriers
across the 12 barrier types (results available from author within a journal submission). For
example, odds ratio showed that people with I/DD were 7 times more likely to experience
transportation access and systems barriers in the community. They were twice as likely to
experience physical access barriers in their homes; but more likely to experience cognitive and
sensory access barriers in the community. These findings have been useful in targeting key
barriers in specific settings; however, they are very difficult for community members, people
with I/DD and policy makers to make sense of and try to act to change. Therefore, radar plots
were used to show these environmental barriers in a more accessible way (Mallinson & Hammel,
2010).
As an example, the radar plot shown in Figure 2 compares environmental barriers experienced in
the home between people with I/DD and people with stroke (different sample from a concurrent
study). The radar plot highlights which barriers spike in the home setting. For example, people
with I/DD face continue to face significant barriers in physical access and safety in the home, but
also face unique barriers related to social support issues, both from professional caregivers and
family/close supports, that people with stroke do not. When looking at qualitative data, we can
document that the problem involves social supports doing increasingly more for people with
I/DD in their homes as they aged and/or restricting their engagement. Given less choice and
control, people with I/DD progressively decreased or stopped their engagement in the home and
instead reverted to more passive activities not by choice but by imposed circumstance. In these
situations, the social environment may have been overprotective in underestimating the
participant’s potential to continue to engage. Therefore, the target for intervention involves
working collaboratively with social networks to create a home environment that supports
continued meaningful and active participation, choice and control (e.g, focus on improving
access, safety, and choice).
The use of radar plots such as have also been used to show participation disparities and issues
across settings and between consumer groups, as well as to highlight potential supports and
strategies to address these disparities, representing a way to translate knowledge back to the
community for action across participants with I/DD, their families and social supports,
community agencies and potentially policy makers.
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Figure 1:
Accessibility
Social support

Barriers

Analysis of environmental barriers by context.
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Figure 2:

Radar plots showing environmental barriers to participation in the home setting.

Lastly, we examined whether participants with I/DD were able to effectively strategize problems
by using environmental supports in different settings (See Table 1 which shows barriers,
supports, and effectiveness of actions). To evaluate this problem solving, access specialists
documented any environmental supports people used to participate (e.g., accessible entrances,
grab bars, accessible picture signage, asked for help and someone responded, taught each other
how do something). For each, they rated where participants were at in being able to use that
support consistently, using Prochaska’s transtheoretical model of change ratings from: 1) no
action, 2) talking/thinking about doing but no concrete action, 3) trying out/exploring a new
strategy, and 4) flexibly using and adapting strategies to fit setting and demands as needed
(Prochaska, & DiClemente,1983).
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In summary, results show that people with ID/D encountered more barriers in the community
participation than in home and transportation/mobility settings. They also tried more support
strategies, but were less effective in effectively problem solving them in the community.
Alternatively, from a strengths perspective results show that people with I/DD were actively
strategizing barriers to participation, particularly when using a participatory approach that
involved in context participation audits done with peers and an access specialist to problem solve
on the fly, e.g, this participatory approach was not only accessible, but also feasible to influence
participation outcomes in a positive way in that participants with I/DD were trying to deal with
environmental barriers. They were more effective in using this approach to strategize barriers in
their homes and transportation than in the community; however were able to try out a number of
strategies in all contexts. This is particularly positive in that people were taking on participation
goals that they had given up or were having difficulty doing, so these were not easy or routine
goals in their lives. This active strategizing shows that people with I/DD were motivated and
supported to try strategies, and that participation issues were not due solely to individual level
impairments, but rather had a significant environmental influence that could be targeted and
worked on via this mentored, environmental problem-solving approach. Results also point to the
need for more effective problem solving strategies in community settings, potentially pointing to
an extension of the mentored approach to a longer term support intervention that also includes
elements of community action and systems change strategies to address more of the barriers
beyond the individual’s control.
Number of people
within context
N

Number of barriers
Mean

Std. Deviation

Number of barriers encountered (F=16.967 df=2,275, p<.001)
84
Home
55
Transport
139
Community*

6.67
4.67
9.50

6.61
2.72
5.68

Total

7.69

5.86

Number of support mechanisms cited (F=57.272, df=2,287, p<.001)
93
Home*
58
Transport*
139
Community*

7.78
4.97
13.28

4.05
3.88
6.70

Total

9.86

6.43

Effectiveness in addressing the barriers (F=4.086, df=2,275, p=.018)
84
Home
55
Transport
139
Community

1.34
1.24
1.20

0.40
0.34
0.32

1.25

0.35

Total
*The mean differed from the other two in post hoc comparisons at p<.05
Table 1.

One way ANOVA demonstrating whether people with I/DD were able to strategize
barriers and implement actions to address them
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Regardless of barriers experienced, summary participation outcomes showed that the large
majority of participants with I/DD rated that they had met their participation goals to their
satisfaction, at least for an initial time at doing so. On average, between 88-97% of participants
met their goals (% varies by type of goal). Of particular importance is that the majority of people
used environmental supports to meet these goals, including accessibility, social, and system level
supports as previously documented. This finding implies that we should evaluate participation by
goals met and supports needed to do so, versus whether a person is completely independent in
performing every aspect of an activity as we do in ADL and functional assessments in which
people are penalized for using supports. In this case, supports were positively used to promote
participation, as defined by people with I/DD as “am I able to do what I want to do when I want
with whom I want?”, versus “can I do this all by myself”, similar to what has been identified by
many people with various disabilities (Hammel et al 2008b). Participation was about being
included, a part of, actively engaging in, and socially networking in home, transport and
community settings, and about being supported to direct that participation, rather than having it
done for them or on their behalf. It was also about being respected as a citizen in these social
settings, and the need for environmental supports to recognize their right to participate.

Discussion and Conclusions
This research builds on existing knowledge in several important ways, both in findings and
methods used. In relation to knowledge gained, the research examined in detail the specific
influence of environmental factors on participation: what they specifically look like for people
aging with I/DD, how they play out in context “on the fly” (versus historical self report), how
they differ from setting to setting, and how environmental barriers can be strategizing to support
rather than disable participation. The PAR approach taken not only yielded rich environmental
data and findings reflecting the actual and active engagement of people with I/DD, but also a
promising approach for an intervention program focused on community living and participation
environmental management. Thus the next phase of this research is to design such an
intervention and evaluate its impact with people with I/DD in a randomized clinical trial. This
program is called “Enabling Aging: Fully Participating in your Home and Community”, and is
based upon the PAR and social learning approach utilized in the Phase I research. Participants
with I/DD learn together in social groups of 5-7 people with I/DD experiencing similar
participation issues while aging. With the support of participation access specialists (OTs and
community leaders), they support each other to pursue their participation goals, deal with
barriers, and enact supports and strategies. Two of the sessions also involve family and close
support networks so participants can show what they are learning, and access specialists can
share additional environmental support strategies and ideas. Participants with I/DD and their
supports also learn about key system and policy issues, and how to collectively act on these with
the community to try to address participation barriers and disparities for people with I/DD on a
broader, societal level. Currently this intervention program is being evaluated in a RCT as an
ongoing project within the RRTC, with future research focused on evaluating its impact on home
and community participation, emotional and physical health, and quality of life.
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Bridging the Aging and Developmental Disabilities Service Networks
Alan Factor, Ph.D. & Matthew Janicki, Ph.D.

Introduction
Given the demographic imperatives of the longer life expectancy of adults with disabilities and
the aging of the baby boomers, a growing challenge exists to address this population’s later life
needs The Rehabilitation Research and Training Center on Aging with Developmental
Disabilities (RRTCADD) at the University of Illinois at Chicago is providing technical
assistance to the Administration on Developmental Disabilities (ADD) to identify policy and
service delivery issues pertaining to adults aging with developmental disabilities and their
families. With current initiatives in health and long term care reform there are opportunities for
bridging the networks to improve coordination of services and to better serve families. By
addressing these issues the Administration on Developmental Disabilities can be a catalyst for
promoting and developing such initiatives. Our work scope includes:
•
•

•
•
•

•

Identifying ADD Aging Training Initiative Programs (TIPs) and Administration on
Aging (AoA) Discretionary Grant projects to foster collaboration between aging and
developmental disability service networks at the state and local levels.
Conducting follow-up surveys with grantees about project long-term outcomes,
promising best practices that address the needs of older adults with developmental
disabilities and their families, and recommendations for strengthening and sustaining
collaboration across service systems.
Synthesizing stakeholder testimony about aging issues presented at the ADD Envisioning
the Future sessions.
Examining the differences and commonalities in values, philosophies, and practices in
the aging and developmental disabilities service systems that shape policy and service
delivery.
Exploring the feasibility of building on current federal initiatives including the Aging and
Disability Resource Centers, National Family Caregiver Support Program, Lifespan
Respite Care Act, Money Follows the Person, and the National Alzheimer’s Project Act
to establish viable and sustainable cross-network collaboration at the state and local
levels.
Convening a work group of key stakeholders and policy makers to review the findings
and develop recommendations for joint initiatives among ADD, AoA, the Centers for
Medicare and Medicaid services (CMS), the Health Resources Service Administration
(HRSA), and the Office on Disability to better serve adults with disabilities and their
families.

This paper covers the activities completed to date, which include identifying AoA and ADD
grants funding projects to foster collaboration between the aging and developmental disabilities
service systems, and summarizes the ADD Envisioning Session testimony to identify
stakeholders’ aging concerns. It also identifies federal initiatives that may potential vehicles for
building collaboration between the aging and developmental disabilities networks.

State of the Science Conference 2011 107

Evolution of Services for Older Adults with I/DD
In the 1980s, greater numbers of older adults with developmental disabilities were now living in
the community due to increasing longevity and the widespread closure and downsizing of state
institutions. Between 1977 and 1988 the national census in state operated facilities for people
with developmental disabilities decreased from 149,169 to 91,440 (Braddock, Hemp, Fujiura,
Bachelder, & Mitchell, 1990). Serving sizeable numbers of older adults presented new
challenges for community service agencies. Existing programs and services designed to achieve
active treatment habilitation objectives did not correspond to the needs and preferences of older
adults experiencing reduced stamina, skill loss, and the onset of chronic health conditions.
Another concern was the increasing number of two-generation elderly households comprised of
parents and their adult child with a disability, in which both generations required supports Heller
and Factor’s study of older Illinois families (1987) found that less than half made future
residential plans for their child with a disability.
In the mid-1980s, three national studies were conducted to identify states’ activities in planning
and developing services for older adults with developmental disabilities. Janicki, Ackerman, and
Jacobson (1985) reviewed plans of 46 state developmental disability councils and 45 state aging
agencies to ascertain the degree to which states addressed and planned for the needs of their
aging/aged population of adults with developmental disabilities. About one-half of state planning
council plans and one-tenth of state aging plans made specific reference to this population.
Notable was the lack of consensus among states on the chronological age used to define “old”
and the prevalence rates used to estimate the number of older individuals with I/DD.
The Indiana University Center of Excellence in Developmental Disabilities (UCEDD) and
Center on Aging and Aged (Hawkins, Garza, & Eklund, 1987) surveyed state aging and
developmental disabilities agencies and developmental disabilities councils to identify current or
planned projects to address the needs of older adults with developmental disabilities. Thirtyseven states were engaged in one or more activities, primarily planning and development (50%)
and service delivery demonstration projects (36%). Staff training accounted for only 14% of the
reported activities, and training was primarily for professional rather than direct support staff.
Seltzer and Krauss (1987) conducted a national survey to identify residential and day programs
in the community and state institutions and in which at least 50% of the participants were age 55
and older. Community-based generic social and recreational programs were included if at least
10% of the participants had an intellectual disability and at least half of these individuals were
age 55 and older. They identified 529 day and residential programs, including 202 in state
institutions that were operational in all but seven states. Age-specific community programs
included 192 residential settings and 135 day programs. Sixteen day programs integrated older
people with developmental disabilities with the general older population. States with communitybased age-specific day activities were more likely to have addressed aging issues in their
developmental disabilities service plan, received grants from the state developmental disabilities
council to fund special projects on aging, and established special residential programs for older
adults. States with age-specific community residential programs for older adults were more
likely to serve greater numbers of adults age 55 and older, have a larger inventory of community
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residential services for all age groups, and have a greater number of day programs for older
adults.
The 1986 Wingspread Conference on Aging and Developmental Disabilities brought together
state directors for developmental disabilities services and their state unit on aging counterparts.
The intent was to initiate a conversation among key actors who could directly affect services for
older people with developmental disabilities. The conference was organized by Professor
Edward Ansello, who then was at the Center on Aging at the University of Maryland. The
various directors met for three days, during which they explored the issues related to their aging
and disabled state populations and discussed how they might collaborate and develop special
initiatives to benefit older people with disabilities in the state. While this effort helped raise the
awareness of many state directors, it had a short term effect as many directors were subject to a
high turn-over rate due to political changes with successive elections in their states. However, the
conference dialogue did produce recommendations that were included in amendments for the
1987 reauthorizations of the Older Americans Act (p.L.100-174) and the Developmental
Disabilities Assistance and Bill of Rights Act (P.L. 100-146) to encourage collaboration between
state aging and developmental disabilities agencies (Ansello & Rose, 1989).
The 1987 amendments to the DD Act authorized funding for Training Initiative Programs (TIPs)
including one on Aging. The 1987 amendments to the Older Americans Act designated older
adults with severe disabilities as a priority for aging services. Other amendments to both Acts
supported joint planning and service delivery between aging and developmental disabilities
agencies at the state and local levels, and designated funding to train personnel to work in
programs for older people with disabilities. This momentum continued with the 1992
Amendments to the Older Americans Act. Amendments encouraged aging network outreach to
older parents caring for an adult son or daughter with developmental disabilities at home,
required coordination of Nursing Home Ombudsman programs with the developmental
disabilities Protection and Advocacy system, and authorized Title IV funding of training and
demonstration projects to address the needs of older adults with developmental disabilities and
older family caregivers.
The momentum to address these later life issues continued on other fronts as well. The
groundswell of state planning activities and efforts to address the newly recognized later life
needs of adults with developmental disabilities removed the obstacle created by Medicaid Active
Treatment regulations. In 1988, the Health Care Financing Administration (now the Centers for
Medicare and Medicaid Services) expanded active treatment objectives to include the prevention
of skill regression in addition to ongoing skill development, thereby acknowledging the changing
needs that occur in later life.
In 1989 the Administration on Developmental Disabilities and the Administration on Aging
executed a Memorandum of Agreement “…to improve the coordination of programs
administered by the Administration on Aging and the Administration on Developmental
Disabilities which relate to the welfare of older persons with developmental disabilities.” It
called for both agencies to immediately discuss and develop joint action plans for programs and
activities to improve services for older adults with developmental disabilities and to promote
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their integration into the mainstream of society and to foster a better understanding of these
programs by the national networks of aging and developmental disabilities agencies.
Administration on Developmental Disabilities Aging Training Initiative Projects
(TIPs)
The 1987 amendments of the DD Act enabled ADD to fund a network of Aging Training
Initiative Programs in aging an developmental disabilities. New and creative training and
education programs were set up at University Centers of Excellence in Developmental
Disabilities (UCEDDs) in several states, including the Shriver Center in Massachusetts, the
University of Illinois at Chicago, Indiana University, the University of Montana, the University,
the University of Miami, the University of Kentucky, the University of Georgia, and the
University of Missouri among others They became centers within their state around which
workers with an interest in aging could coalesce. Each had their own character and specialization
as noted in the following programs:
•

The University of Georgia UCEDD developed and evaluated drama, art, dance, and
fitness programs to demonstrate that old age for persons with developmental disabilities
can be a time of fulfilling activity and creativity.

•

Strong Center for Developmental Disabilities, Program in Aging and Developmental
Disabilities at the University of Rochester developed a training curriculum on aging and
DD, conducted staff training, established a geriatric health clinic, and organized work
groups on aging with cerebral palsy that results in a consensus conference on age-related
health concerns of older people with cerebral palsy.

•

The Institute for the Study of Developmental Disabilities at Indiana University developed
a curriculum for training staff to become “Community Builders.” Community Builders
establish community partnerships with individuals and organizations to enable older
adults with developmental disabilities to participate in local activities based on their
individual interests.

•

The University of Missouri-Kansas City UMKC Institute for Human Development
developed cross-network staff training on bridging the aging and developmental
disabilities that included content for meeting the needs of older adults and their families
living in rural areas. The UCEDD also produced a series of fact sheets on age-related
health and psychosocial changes that were disseminated nationally.

•

The Center on Aging and Developmental Disabilities at the Mailman Center for Child
Development, University of Miami School of Medicine focused on the needs of aging
parents of older adults with developmental disabilities, particularly as they looked to the
future care of their dependent adult children with severe disabilities.

•

The University of Southern California UCEDD developed culturally competent training
curricula on aging and developmental disabilities to enhance staff competence in working
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with older individuals with developmental disabilities and their families from the
African-American, Asian-American, and Hispanic-American cultures.
•

The Waisman Center, University of Wisconsin established a clinic for older adults with
cerebral palsy and shared assessment tools and research measures with the University of
Illinois UCEDD.

•

The Institute on Disability and Human Development, University of Illinois at Chicago
developed and provided three statewide training programs to support future planning by
older adults with I/DD and their families. The training series included: 1) attorney-led
workshops on legal and financial planning for families; 2) cross-network training for staff
at aging and developmental disabilities agencies to collaborate on outreach and support to
older families and to integrate older adults in community activities; and 3) implemented
peer training for later life. Older adults with disabilities learned how to teach their peers
to be informed consumers about later life choices such as maintaining good health and
participating in community activities. The Aging TIP also established a specialized clinic
for adults with cerebral palsy at the UCEDD’s Family Clinic that evaluated the benefits
of assistive devices on functioning and provided technical assistance to the Adult Down
Syndrome Clinic in Chicago to develop its clinical information system.

Many Aging TIPs had a shelf-life of several years, and their leaders formed a national network
that still exists within the AUCD’s aging and developmental disabilities workgroup. The
eventual demise of some TIPs was the result of the aging-out of its leaders, changing research
interests and the withdrawal of funding by ADD for aging-related initiatives. The latter resulted
in the closure or transfer of some aging clinics to generic or specialized health facilities. For
example, the Illinois UCEDD CP Clinic moved to the Rehabilitation Institute of Chicago.
Several UCEDDs funded as Aging TIPs continue activities in aging in various forms today. The
Indiana University UCEDD has ongoing projects in building community supports for older
adults with I/DD through the work of gerontologist Phil Stafford. Some training projects that
also included research have built upon this to develop a larger research portfolio. The Waisman
Center has expanded its research on older family caregivers through other funding sources. The
Strong Center is developing a dataset on adult lifespan health issues and continues to conduct
staff training on aging with developmental disabilities. The Illinois UCEDD has been funded as
the RRTC on Aging with Developmental Disabilities since 1993 by the National Institute on
Disability and Rehabilitation Research and has subcontracted with the Indiana University
UCEDD, the Waisman Center, and the Strong Center to conduct specific research projects.
Administration on Aging Discretionary Grants in Aging and Developmental
Disabilities
A search of the AoA bibliographic data base to date identified 11 grants that were awarded to six
states (NY, HI, MO, IL, WI, PA) from 1986 to 1994. The majority of projects established
collaborations between aging and developmental disabilities agencies to integrate older people
with disabilities into community programs, to provide supports to older family caregivers, and to
support older families in making future plans. The AoA also awarded discretionary grants to two
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national organizations during this time period. A grant to The Arc funded coalitions between
local Arc agencies and other community agencies to build community capacity for outreach and
support to at-risk older parents caring for adults with I/DD. National Easter Seals was funded to
heighten the disability community’s awareness of the growing need for services and supports
among older persons with disabilities and functional limitations and developed three models for
assisting at-risk older persons with disabilities. The AoA subsequently funded five demonstration
projects for outreach and support to older family caregivers of adults with I/DD as part of the
National Family Caregiver Support Program and a demonstration project in New York state for a
collaboration among local developmental disabilities and aging agency and the local Alzheimer’s
Association chapter to develop dementia care best practices that enabled older adults with ID and
Alzheimer’s disease to remain their community residences.
Aging Issues Presented in the ADD Envisioning the Future Summit Series
The RRTC on Aging with Developmental Disabilities synthesized and summarized testimony on
aging issues that stakeholders presented at five regional Envisioning the Future summits the
Administration on Developmental Disabilities (ADD) held in the last quarter of 2010. ADD
convened these “listening” summits in Dallas, Philadelphia, Orlando, Detroit, and Denver to
obtain stakeholder input for preparing its five-year plan. People with disabilities, families, and
community allies were invited to present testimony on the major issues that need to be addressed
and any recommendations for their resolution so individuals with disabilities will have expanded
opportunities to live richer and more satisfying lives in the future. One full day of each summit
was devoted to these “listening sessions” which were organized into four categories: childhood
(0-21), adulthood (21-60), aging (60-end of life), and supports from families, caregivers,
professionals, and other allies. Presenters were asked to respond to questions ADD prepared for
each topic. The question related to aging was:
•

Aging concerns affect us all. The number of adults with developmental disabilities age 60
years and older is projected to nearly double from 642,000 in 2000 to 1.2million in 2030.
What can we do to empower older individuals with developmental disabilities to remain
in their own homes with a high quality of life, to maintain independence and good health
for as long as possible and to enjoy community and family relationships through the end
of life?

We also reviewed testimony on adulthood and support to identify any issues that were relevant to
aging. The questions in these categories were:
•

Adulthood (21-59)
The question ADD proposed in the area of adulthood was in the future, what would be
the most important contributing factors to ensuring that adults with developmental
disabilities achieve equality of opportunity, independent living, economic self-sufficiency
and full participation as valued members of inclusive integrated communities. Which
critical issues must we attack? Access to healthcare? Employment? Supports and
services? Technology? Housing? Transportation or other issues?
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•

Supports from families and other allies
Over 75% of people with developmental disabilities live with families often with aging
parents, direct support workers usually earn very low wages, and families and caregivers
often struggle to access any level of formal support at all. How can we address the future
care giving and support challenges of communities, families, and the allies who care
about people with developmental disabilities?

Our summary is based on content analysis of the listening session transcripts (rough edit) that are
on the Envisioning the Future website http://www.envision2010.net/. It does not include an
analysis of the written testimony people submitted to ADD through March 4, 2011.
Aging Issues
“I want to talk to you about when I get old. I don't want to live in a care facility. I want to live in
my own house. I already do that. I want access to services and I want to let people know my
needs and wants. And I want to have time and I want to have other people spend time with me.
And I want to ride the buses and go to work. And have my own, do not cut my wages. In control
of my money. And learn self-determination. And I belong to OASIS self advocacy group. And I
want doctors to explain my body as it gets older. And I want to exercise and eat good food. And
go to school. And have a family. And be able to go to the movies and go out to eat (…). When I
get older, I eventually want to have a care nurse. Maybe a wheelchair. A electric wheelchair to
get around my house. If I need to. And then, maybe, somebody to go shopping for me if I cannot
do it myself. “ (DENVER. Sheree Lloyd, Phoenix, AZ, Self Advocate and member of the Family
Council)
Ms. Lloyd expresses what most people with and without disabilities want in their later years.
Most people want to be to remain in their own home and community as long as possible (age in
place) instead of moving to an assisted living facility or a nursing home. The ability to age in
place is contingent on having access to needed supports, services, and technologies that
compensate for age-related declines in health and function that result in the need for assistance in
performing activities of daily living. She also wants health professionals who are knowledgeable
about aging and how to maintain good health. People also want the option to work as long as
possible the option to continue to working and to remain active in their community. In essence,
older people want to remain in control of their lives despite their growing dependency, or
interdependence, on others. Stakeholder testimony brings to light the key issues that are affecting
these outcomes.
The most frequent concerns presenters expressed were the need to bridge the aging and
developmental disabilities service systems and to address the large waiting list for adult services.
These two issues profoundly affect older families’ ability to access currently needed services for
their relative with a disability and for themselves as caregivers.
Bridging the Aging and Developmental Disabilities Service Networks
In Utah, [developmental disability]support systems were designed at best, to support individuals
who were adults, hopefully working, hopefully living in the community, they were not really
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designed to address individuals in their 70s or their 80s and yet, these individuals become the
most vulnerable, after years of being able to maintain community participation, being members,
and doing what they want to. Not sure why we don't think about this as much, perhaps because
none of us want to think about what is going to happen to us too, but as a field, I don't think that
we are giving it sufficient attention.
We have a silo for older adults and we have silos for people with developmental disabilities.
Although there are similarities and differences, these silos are not communicating or sharing or
working together to really understand the supports that are needed. I don't think we have
developed, in most states, a sufficient infrastructure to address the needs of aging individuals
with developmental disabilities. [I] Hope that ADD will take the lead in working not only to
address the training needs of supports to form individuals that support for aging individuals with
developmental disabilities, but also to work with the Administration on Aging to initiate new
initiatives in this area. (DENVER. Dr. Judith Holt, Utah)
Waiting Lists
Reducing state waiting lists will make it less stressful to plan for the future if families know that
appropriate services and supports will be available to meet their relative’s later life needs and
preferences.
“My son Matthew is 36 years old as of yesterday and he has autism and intellectual disability
and a seizure disorder. (…) my husband and I are 64, and Matt is waiting for housing in the
community outside the family home. (…)Two weeks ago we received a letter from the state of
New Jersey stating that Matthew is now number 776 on the waiting list. (…) (He) has seven more
years to wait for residential services. He will be 43. We will be 71. This alone is unacceptable.
However, I add to the mix the fact there is no funding available for us to bring services into our
home to help support Matthew while he waits for housing. We have received respite, $178 a
month since 1998.”(PHILADELPHIA. Elaine Buchsbaum, chair of the New Jersey Council on
Developmental Disabilities)
Two issues were germane to the discussion of waiting lists for services. Foremost, it is important
for states to follow a standardized procedure for collecting and reporting waiting list data to
ensure its accuracy and to present this information to Congress.
The second major area I would like to address is… the extensive waiting list for services and
supports. This is a challenging issue and I think it is going to be difficult to solve. One place I
think we can start is to collect better data on the waiting list. This issue is invisible to
policymakers. Part of the reason is that we don't have accurate data on the waiting list.
Sometimes you have to identify the issue before policy even gets policymakers to address the
issue. What we do know is that there are over 393,000 individuals waiting for 1915C home
community-based services. The vast majorities are individuals with developmental disabilities.
Some of the things I think that ADD could do is to work with CMS and try to get CMS to issue
better guidance on reporting on the waiting list data from states. I think ADD could also partner
with NIDRR, which is the National Institute on Disability and Rehabilitation Research to look
beyond the waiting list, but to really collect better data on unmet needs of individuals and
families and what are they waiting for and what do they need. The third thing that ADD could do
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is to leverage the resources of the DD network to work in partnership with the DD service
system and collect better data on the waiting list .(ORLANDO. Joe Caldwell, adjunct professor
at UIC and parent of teenager with disabilities)
Second, presenters stated there may not be portability of services between states. That is, if an
individual with a developmental disability receiving services in one state moves to another state
due to a change in family circumstances, s/he may be placed on a waiting list rather than
immediately transition into comparable services. This affects individuals with disabilities of all
ages including adults who relocate to the state where their sibling lives when their parent dies or
who accompany older parents when they retire to another state.
Future Planning
Parents of adults of all ages expressed concerns about their child’s future well-being after they
died. However, these concerns typically become more pressing with age.
“First thing I need to point out is I think the biggest issue that faces all of us parents and
families, is what happens when we die. What happens to our kids when we die? That is the
overarching issue and it needs to be in the forefront of everybody's mind. Families face many
different problems, but by the time they grow up, they realized that what happens to your kids
when you die is probably more important than anything….” (Phillip Pearson, father of a 36 year
old man with a disability, Orlando)
Aging and Disability Resource Centers that serve people with developmental disabilities were
identified as a resource to assist families in making future plans and to address older parents own
age-related support needs. ADRCs provide information on long-term care and options
counseling, and can address the needs of both generations if they are jointly staffed by
professionals from aging and developmental disabilities agencies.
Oftentimes we find that the family needs multiple supports in order for the individual with a
developmental disability to remain in the home living with their family. If they choose to do so,
this requires coordination of care between long-term care agencies, education, training, and a
single point of entry. The system builds capacity and efficiency across systems so that family
members can get the help they need to successfully keep the family together in their home.
Advice is to consider funding the further development of aging and disability resources, centers,
funding grants that promote collaboration between long-term care organizations that serve
people with developmental disabilities, physical disabilities, and elderly so we can support
families who have multiple needs to remain living in their homes and communities. (Detroit.
Cathy Fikes, works for the Community Living Services, a non-profit organization in southeast
Michigan to transition people out of nursing homes and back to their families in their homes in
the community)
Family Support
The majority of people with developmental disabilities of all ages live with their families, and
demographic trends indicate a growing need to support older families because people with
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disabilities are living longer. They are more likely to remain at home longer due to the wait list
for residential services.
“More funding needs to be directed towards family support. Right less than 5% is spent towards
family support, even if 75% of people with developmental disabilities live at home with their
families. That really needs to change. Just because if no other reason, the enormous fiscal
restraints that our Medicaid system is going to face in the future with the aging of the
population, we have to support families. Within that population of family caregivers, there is a
significant growing population of older caregivers of adults with developmental disabilities.
Right now, the current estimates are that there is, 716,000 caregivers who are over the age of 60
caring for a family member with developmental disabilities. That population is going to
significantly expand with the aging of the baby boom generation. Some of the things that we can
do to support families is to strengthen Title two of the DD Act, is family support. I think that
should also have a separate line item that would facilitate additional advocacy for family
support.”
“… I think we need to partner with the Administration on Aging and work to improve the
national family caregiver support program. That is really one of the premier programs in the
country that supports families. It is expanded over its 10 year history. The one population that is
not covered right now is caregivers of adults with disabilities. As that Act is up for reauthorization this year, I think that is an opportunity for ADD and AOA to partner together.”
(ORLANDO. Joe Caldwell, adjunct professor at UIC and parent of teenager with disabilities)
Testimony also emphasized the role of adult siblings as the next generation of family caregivers
after their parents death and the importance of providing them with information on how to access
supports and services for their brother or sister with a disability.
“ The Sibling Leadership Network is an organization of siblings, family members, professionals,
educators and others dedicated to the promotion of family support and empowerment for people
with developmental disabilities across the life span. Our purpose is to establish a network of the
siblings to share the experience of disability and to connect them to social, emotional,
governmental and provisional supports…so that we can better advocate with and for our
brothers and sisters. Even though most of us know that we are the natural next step in the
caretaking support chain, we don't know how to prepare for that role. The Sibling Leadership
Network has developed a series of suggested …changes, research initiatives, services and
supports, and strategies that ADD can adopt and/or administer…to better support siblings and
subsequently their brothers and sisters with disabilities. Today I am going to highlight four of
those recommendations. Number one, redefine the term family in legislative documents to
explicitly include brothers and sisters to ensure their involvement in all programmatic and
systemic initiatives. Number two, enhance the collection and analysis of national family support
data to include issues and trends that is relevant to siblings. Number three, include all types of
family members, in addition to parents, as representatives on state developmental disability
councils. We would particularly suggest one seat be occupied by a sibling representative.
Number four, create programs to reach out to, inform and involve siblings of people with
disabilities…. Providing siblings with services is a low cost, high impact means for improving
the lives of people with disabilities and their families. Because supported, informed siblings are
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more likely to remain lovingly involved in their siblings' lives particularly when parents are no
longer able to act as caregivers.”(DENVER., Mrs. Emily Tanis, Sibling and professional)
Health
Testimony on health coalesced around two issues: health promotion for people with disabilities
and educating health professional about age related health changes experienced by older adults
with developmental disabilities.
“The third area I would like to highlight is healthy aging and health promotion of people with
disabilities. I think there's incredible opportunities in the affordable care act that ADD can play
a key role in. One of those is to collect better data on health disparities for people with
disabilities which is a requirement of the act. I think ADD can play a key role in there. There is
also a prevention and public health trust fund that has dedicated funding. We need to make sure
that some of that funding goes to promote healthy aging and health promotion of people with
disabilities.”(ORLANDO. Joe Caldwell, adjunct professor at UIC and parent of teenager with
disabilities)
Adults with intellectual disabilities have a higher prevalence of obesity that the general
population and are more sedentary. Because they are living longer they are at greater risk for
such age-related health problems as hypertension, diabetes. Their greater vulnerability makes it
important to educate health professionals about adult health issues for people with developmental
disabilities, including their greater risk for specific age-related health problems The high rate of
Alzheimer’s disease among adults with Down syndrome creates an opportunity for ADD to
collaborate with the Alzheimer’s Association and the Administration on Aging to ensure that
service agencies and families are adhering to best practices in providing dementia care and can
access the caregiving supports they need.
“Thirdly, primary care practitioners must be educated about the health needs of aging adults
with developmental disabilities. ADD should work with HRSA the health resources service
administration to ensure this topic is addressed by all of the geriatric education centers in this
country and there are 50 of them. ADD should establish joint workgroup with the major
healthcare professional associations, AMA, ANA, and geriatric professional associations to
ensure that each group educates their members about the healthcare needs of older individuals
with DD.”(ORLANDO. Jean Sherman, University of Miami’s School of Medicine faculty
member and has 42-year old son with ID)

Recommendations
Envisioning Session testimony on Aging has identified several issues that ADD can address in
developing its five-year strategic plan. Bridging the aging and developmental disabilities service
systems to improve services and supports for older adults with I/DD and older family caregivers.
Collaboration between networks will result in a holistic approach for addressing later life needs,
especially for the two-generation elderly families. Collaboration with the aging network also is
important for addressing future planning, waiting lists for services, family support, and health
disparities. Although these are adult lifespan issues, the Administration on Aging is taking the
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lead on several national initiatives that are addressing these concerns for older adults and people
with acquired disabilities.
Lifespan Respite Care Act
Although the Act has limited funding, AoA is overseeing the development of state plans to
identify respite needs across the lifespan. ADD can be a federal presence to ensure that state
plans include of families of people with disabilities and the specific training and range of skills
respite workers for individuals with developmental disabilities need.
The Affordable Care Act (ACA) (P.L. 111-148)
ADD may want to consider strategies for establishing a presence in the ACA’s implementation
because it contains several initiatives to improve health care for people with developmental
disabilities. The Affordable Care Act will improve access to health care for adults with
developmental disabilities who are competitively employed by raising the income limits for
Medicaid eligibility. Insurance exchanges will make it easier to obtain health insurance by not
denying coverage to people with preexisting conditions and by assisting subscribers with
premiums and cost sharing if they meet the income eligibility criterion. Plan coverage must
include habilitative and rehabilitative services. reform also includes several provisions to reduce
health disparities among people with developmental disabilities through grants for training health
professionals and training in developmental disabilities is a priority for certain specialties.
Grants supporting the development of curricula for culturally competent health care also have
been expanded to include people with disabilities. The ACA also creates the opportunity to
designate people with developmental disabilities as a medically underserved population and for
allocating public health trust funds for disease prevention and health promotion to individuals
with developmental disabilities. The ACA creates an incentive for states to expand their
Medicaid waivers for home and community based services by increasing the federal match and
not permitting states to limit services (Caldwell, 2010).
Aging and Disability Resource Centers (ADRCs)
ADRCs were established to provide single points of entry to individuals seeking information and
access to long term care services. They were part of President Bush’s New Freedom Initiative to
implement the Olmstead decision requiring states to appropriately meet the needs of people with
disabilities in the most integrated setting. ADRCs also will help states rebalance their long-term
care systems from institutional to community services. They are included in President Obama’s
Community Living Initiative and are funded under the Affordable Care Act through 2014
(O’Shaughnessy, 2010). ADRCs provide information and referral, options counseling,
streamlined eligibility determination for programs and services, and person-centered transition
support across care settings. In 2010, there were 344 ADRCs in 51 states and territories.
Centers for Independent Living (CILs) have been their primary collaborators from the disability
community. The ADRCs provide a potential opportunity for collaboration that ADD may want to
explore. Although relatively few sites collaborate with developmental disabilities agencies, the
ADRC model is based on Wisconsin’s count-based long term care system which serve older
people and younger people with disabilities including developmental disabilities.
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National Alzheimer’s Project Act
On January 4, 2011, President Barack Obama signed into law the National Alzheimer's Project
Act (NAPA). This legislation will lead to the development of a coherent and coordinated
national strategy on dealing with Alzheimer's disease in the United States. To complement thus
federal initiative and to address the myriad requests for more specific information and practice
models for providing quality care for people with intellectual disabilities affected by dementia,
the American Association on Intellectual Disabilities, the American Academy on Developmental
Medicine and Dentistry, along with the Rehabilitation Research and Training Center on Aging
and Developmental Disabilities-Lifespan Health and Function at the University of Illinois at
Chicago and the Center on Excellence in Aging at the University at Albany, combined their
efforts and created the National Task Group on Intellectual Disabilities and Dementia Practices.
It was the intent of the National Task Group (NTG) to feed into the NAPA effort and ensure that
the concerns and needs of people with intellectual disabilities and their families, when affected
by dementia, are considered as part of this national strategy.
The Alzheimer’s Association has projected a three-fold increase in the number of Americans
affected by this insidious disease by 2050 and certainly expectations are that the number of
adults with intellectual and developmental disabilities affected will increase as well. As we are
witnessing increased longevity among people with intellectual disabilities equaling that of people
in the general population, we are also seeing an increased incidence of this debilitating disease.
Especially of concern is the risk Alzheimer’s disease poses to adults with Down syndrome.
Because of both a genetic anomaly involving the 21st chromosome and the phenomena of rapid
aging, individuals with Down syndrome are much more prone to develop Alzheimer’s dementia
as they live past 50 years of age. While projections are that dementia affects adults with
intellectual disabilities at the same rate as it does other adults, research has shown that it affects
persons with Down syndrome at a dramatically higher rate. Estimates are that over 60% of adults
with Down syndrome will be affected as they reach 60+ years of age. Also, as adults with Down
syndrome are experiencing an increased life expectancy, their longevity is oftentimes
compromised by this terminal neurological disease.
A first effort to aggregate researchers studying Alzheimer’s disease among individuals with
intellectual and developmental disabilities and examine the state of the science was held in 1994
in Minneapolis, Minnesota, in conjunction with the 4th International Conference on Alzheimer's
Disease and Related Disorders. From this effort emerged the ‘AAMR/IASSID practice
guidelines’ which provided guidance for stage-related care management of Alzheimer's disease,
and suggestions for the training and education of carers, peers, clinicians, and program staff.
The guidelines suggested a three-step intervention activity process, that included: (I) recognizing
changes; (2) conducting assessments and evaluations; and (3) instituting medical and care
management. They also provided guidance for public policies that reflected a commitment for
aggressive care of people with Alzheimer’s disease and intellectual disability, and avoidance of
institutionalization solely because of a diagnosis of dementia.
In the early 2000s, the Rehabilitation Research and Training Center on Aging and
Developmental Disabilities at the University of Illinois at Chicago, undertook a series of studies
examining how community agencies were adapting their services due to the occurrence of
dementia in their clientele. These studies, encompassed within the Preparing Community
Agencies for Dementia Project, surveyed state developmental disabilities agencies and studied
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agency operations within the United States with respect to a number of issues related to
dementia. The studies also examined models of group home care, and how parents adapted to
having to provide care for their son or daughter with Down syndrome now affected by dementia.
The results of these studies produced novel information on the emerging issue of quality
dementia care and how the nation’s providers were coping with this new service demand. From
these studies the RRTC produced a number of articles on the subject and began a national
program of technical assistance. In November 2010, the RRTC provided testimony on its
findings at the ADD Commissioner’s Forum in Orlando, Florida and made the recommendation
for setting in place a special national initiative on dementia practices.
The overall goal of the NTG effort is to review and update the technological and clinical
practices used by agencies in delivering supports and services to adults with ID affected the
various dementias. The NTG has been organized around three working groups: (1) dementia
screening (2) health care supports, and (3) community supports. The dementia screening group
was charged with developing a protocol for a dementia-behavior sensitive screen which should
be standardized and valid for the screening of cognitive decline in adults with ID who are aging.
The health care supports group was charged with recommending a standardized plan for a
process to follow if decline is suspected, usage of the screening tools, and implementation of
outcome measures to assess treatment outcomes when medical therapies are employed. The
community supports group was charged with recommending models of informal and formal
support and care that can offer long term care in community settings, including continued aging
in family homes, specialized support in 'dementia capable' group homes, and aging in place
supports during early stage care. The NTG will meet in conjunction with the AAIDD annual
conference on June 6, 2011 to build consensus on the three reports. A draft report will be
circulated for broad comment over the summer, and a final report is planned for delivery in early
December 2011.

Conclusion
The turnover of state aging and developmental disabilities agency directors coupled with timelimited funding attached to the Aging TIP and AoA demonstration projects appear to be major
factors curtailing long-term collaboration at the state and local levels. The follow-up surveys will
shed more light on these issues. However, the time appears conducive for ADD to take the
initiative to reestablish collaboration. The Olmstead decision and the focus on rebalancing the
long-term care system have resulted in several national initiatives supported by long-term
funding to achieve these desired outcomes and create a favorable environment for bridging the
networks.
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