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The Director’s Corner: Focus on Policies Affecting Adults Aging with a Disability

Tamar Heller

Older adults with long- term disabilities or older adults who acquire a disability later in life often have common needs for support services to allow them to maintain the degree of independence and community participation they desire. As one ages and experiences losses in health and functioning often there are greater needs for assistive technologies, environmental accommodations, therapeutic and nursing services, respite, and other housing and vocational supports. The Administration on Aging (AoA) and the Centers for Medicare & Medicaid Services (CMS) jointly fund the Aging and Disability Resource Center (ADRC) Grant Program to facilitate access to these services and supports. Twenty-four states were awarded $18 million FY 03 and FY 04 to develop these centers as a single, coordinated system of information and access for all persons seeking long term support. Program objectives are to increase consumer control in the design and delivery of services, provide affordable support options that promote independence, empower people to make informed decisions, increase the availability of health and long-term care supports, ensure quality care, and address the needs of family caregivers. 
In this issue we feature research and federal policy initiatives that promote the independence and community participation of older adults with disabilities. The research studies featured include a study by Mary Kay Rizzoli that looks at the degree to which different states in the US rely on institutional nursing home and developmental centers to house adults with developmental disabilities. It also looks at the reasons that states differ in their use of these types of options versus more community-based alternatives. The second research study conducted by me and Joe Caldwell examines the outcomes of a consumer-directed family support program for adults with developmental disabilities over a period of 8 years. These outcomes include not only the impact on families and adults with disabilities, but also the degree to which the participants end up in out-of-home residential placements. Following are recent initiatives coming out of Congress that also support self-determination and community living for adults aging with developmental disabilities.

Recent Legislation Supporting Self-Determination and Community Living
The Assistive Technology Act of 2004
Earlier this month, the House and Senate approved legislation to ensure ongoing access to assistive technology for people with disabilities. The Assistive Technology Act of 2004 (H.R. 4278) continues federal support for state assistive technology projects, assistive technology protection and advocacy services, and alternative financing programs. The Act automatically became law on October 25 because the President did not approve the legislation within ten days of receiving it while Congress is in session. 
Lifespan Respite Care Act

The Senate-passed Lifespan Respite Care Act (S. 538/H.R. 1083) would authorize $90 million in competitive grants to states and other eligible entities to make respite available and accessible to family caregivers, regardless of age or disability. The bill would support and expand planned and emergency respite, respite worker training and recruitment, caregiver training, and program evaluation. Over 25 million caregivers nationwide currently provide about $250 billion worth of continuous care to their loved ones, including young children, adult children, spouses, and aging family members and friends with disabilities and chronic health conditions. Respite has been shown to help alleviate the stress associated with caregiving, sustain families and marriages, improve caregivers’ health and well-being, and minimize or delay the need for more costly out-of-home placements. The Senate-passed bill and the House bill have both been referred to the House Committee on Energy and Commerce. To ensure enactment before the end of the 108th Congress, please urge your colleagues on the Committee and in the House to pass the legislation.

Money Follows the Person

The Bush Administration's Money Follows the Person proposal would provide $1.75 billion over five years in demonstration grants to states to help individuals transition from institutions to community settings. The proposal would also provide incentives for states to rebalance their long term care systems and provide more cost-effective choices between institutional and community options. Medicaid spending continues to be heavily weighted toward institutions rather than community-based settings. The Money Follows the Person demonstration would be a tremendous start at reforming national policy to meet the unmet needs of people with disabilities in the community.

RRTCADD Research Corner
Predictors of States’ Use of Nursing Homes and State Institutions for People with I/DD

greatly in the extent to which they use nursing homes and state institutions for persons with developmental disabilities. A study by the RRTC found that use of nursing homes and state institutions for persons with developmental disabilities in 2000 was related to a state’s political culture. Furthermore, states who spent more on the HCBS Waiver used state-operated institutions less. The study also found that persons with DD in nursing homes were younger than the general nursing home population (64 years vs. 80 years); were less likely to be diagnosed with Alzheimer’s (6% vs. 13%); had higher rates of incontinence (48% vs. 42%); and used feeding tubes more (12% vs. 7%). For more information contact Mary Kay Rizzolo at mrizzo3@uic.edu You can download and print this research brief at www.uic.edu/orgs/rrtcamr/research12.html.

Study Finds Consumer-Directed Family Support Reduces Out-Of-Home Placement in Nursing Homes and Institutions. 
The Rehabilitation Research and Training Center on Aging with Developmental Disabilities has just released results of a study on the impact of family support on out-of-home placements for adults. The Illinois Home Based Support Services Program is a model consumer-directed program. It provides individualized budgets to families with relatives with developmental disabilities so they can design and direct their own supports. Placement data between families in the program and families on the waiting list was compared over an 8-year period. Individuals with disabilities in the program were less likely to be in out-of-home placements –particularly in nursing homes and institutions. For more information contact Joe Caldwell at jcaldw3@uic.edu. You can download and print this research brief at www.uic.edu/orgs/rrtcamr/research8.html.

Aging With I/DD Presence at GSA Annual Meeting

 Several sessions on aging with I/DD are scheduled for the upcoming Gerontological Society of America Annual Scientific Meeting, November 19-23, Washington, DC. Presentations include: 

Mid-life and Aging Latino and Black Mothers of Adolescents and Adults with Developmental Disabilities, Sandra Magana
Saturday, November 20, 3:30 - 5:00 PM


The Effect of IQ Discrepancies on Sibling Closeness in Midlife, Marsha Seltzer, Jan S. Greenberg, Julie Lounds, and Frank J. Flody
Sunday, November 21, 3:30 to 5:00 pm

Aging with a Dual Diagnosis: Families of Individuals with Developmental Disabilities and Schizophrenia, Jan S. Greenberg, Marsha Seltzer, Kelly Kovac, and Jinkuk Hong
Sunday, November 21, 3:30 to 5:00 pm


The GSA Mental Retardation Formal Interest Group business meeting is Sunday, November 21, 7:00-8:30 PM in the Roosevelt Room, Marriott Wardman Park. Patricia Noonan Walsh, NDA Professor of Disability Studies, University College Dublin, will present “Making Older People with Developmental Disabilities More Visible: A Public Health Perspective.” 
The MR Formal Interest Group Symposia, “Critical Health Issues Among Aging Persons with Intellectual Disability,” is Tuesday, November 23, 8:30-10:00 AM in the Truman Room, Marriott Wardman Park. 
Contact: Dr. Heather Wilkinson, hwilkinson@ed.ac.uk for information on the MR formal interest group and see the newsletter’s “Upcoming Events” for registration information.
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2005 White House Conference on Aging

The White House Conference on Aging, which plays a key role in shaping national policies on aging, will be held in Washington, DC from October 23-26, 2005. We urge professionals, families, and self-advocates to participate in their state’s planning activities to ensure the service and support needs of older adults with developmental disabilities and their families are on the conference agenda. You can provide testimony at local Listening Sessions and apply to become a state delegate to the conference. Visit the Conference web site, www.whcoa.gov, for information on pre-conference planning events. 

New RRTCADD Publications and Products

The Exercise and Nutrition Health Education Curriculum for Adults with Developmental Disabilities (REVISED 2nd EDITION) Heller, T., Marks, B., & Ailey, S.H. (2004). Chicago: Rehabilitation Research and Training Center on Aging with Developmental Disabilities, University of Illinois at Chicago. 

The 2nd edition incorporates revisions to the nutrition modules to facilitate participants’ understanding of concepts related to nutrition and disability based on our teaching experiences.

COST: $65.00 (Bound); $25.00 (CD-ROM)

To order, call 1-800-996-8845 (V) or 1-800-526-0844 (IL Relay) or visit www.uic.edu/orgs/rrtcamr.


American Journal on Mental Retardation Special Issue on Aging: Family and Service System Supports, September 2004 (Vol.9 No.5)
Guest Editor: Tamar Heller, Ph.D., RRTCADD Director

Seven articles provide an international perspective on service need and use by adults with developmental disabilities and their families, supports for grandparents raising grandchildren, health care and support needs of older individuals in community residential settings, the life experience and well-being of older women with developmental disabilities, and the growing need for end-of-life care and supports. This issue is the second of a two-part series on aging following the March 2004 issue on the effects of syndromes and environmental interventions on the aging process. Contact www.aamr.org
Articles by RRTCADD Researchers

Controlled Evaluation of Support Groups for Grandparent Caregivers of Chlidren with Developmental Disabilities and Delays. McCallion, P., Janicki, M.P., and Kolomer, S.R. pp. 352-361. 

Older Adults with Developmental Disabilities in Residential Care Centers in Israel: Health Status and Service Utilization. Merrick, J., Davidson, P.W., Mohammed, M., Janicki, M.P., Wexler, O., and Henderson, C.M. pp.413-420.

COST: $3.25 each

To order, call 1-800-996-8845 (V) or 1-800-526-0844 (IL Relay) or visit www.uic.edu/orgs/rrtcamr.
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Other Resources on Aging and Developmental Disabilities

End-of-Life Care: A Guide for Supporting Older People with Intellectual

Disabilities and Their Families, 2004 Edition. The New York State ARC

Anne L. Botsford, Ph.D. and Lawrence T. Force, Ph.D. 

This comprehensive two-volume manual on end-of-life care issues addresses death education, advanced planning, active dying (palliative care and hospice), bereavement, supports for carers, and death-related administrative procedures. It provides valuable day-to-day information for direct care staff, service coordinators, clinicians, administrators, and families faced with the end-of-life of a loved one with developmental disabilities. 
The cost is $19.95 + 8% tax ($14.95 for NYSARC members) for this two-volume set. To order, contact the New York State ARC office at 518-439-8311 or visit www.nysarc.org. 

Last Passages Project, Volunteers of America

Provides end-of-life care materials including policy position papers, brochures, and published articles. 

Contact Angela King, at amking@voa.org or 817-860-1559.

Making Plans: A Financial Guide for People with Down Syndrome and Their Families

National Down Syndrome Society, 2003. Contact: www.ndss.org 
Take Charge of Your Life: Know About Guardianship

Ohio Legal Rights Services, 2004

This guide for individuals with developmental disabilities explains the guardianship process and less restrictive alternatives. Contact: http://olrs.ohio.gov

Hi Buddy: The Developmentally Delayed Individual with Alzheimer Disease

This 19-minute video cassette of a 53 year-old man with Down syndrome who has a diagnosis of dementia provides essential information for carers through interviews with his physician, family, and agency staff. Produced by Video Press, University of Maryland School of Medicine. www.videopress.org. (800) 328-7450.
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RRTCADD/DHD People in the News

Harvey Sterns, Ph.D., Professor of Psychology at The University of Akron, received the M. Powell Lawton Award in Applied Gerontology for his research and practice contributions in developmental disabilities, mobility, older drivers, and cognitive interventions. The Retirement Research Foundation and The American Psychological Association, Division 20, Adult Development and Aging, jointly presented the award, which includes a $5,000 prize, to Professor Sterns in July at the APA annual meeting in Hawaii.
Sharon Davis, PH.D., RRTCADD PI and Director of Professional and Family Services for The Arc, delivered the keynote presentation “Human Genome Project and Ethical, Legal and Social Issues Related to Intellectual Disability,” at the Ohio AAMR conference in September. Dr. Davis also was appointed to the Advisory Board of AAMR’s Environmental Health Initiative and serves on the Editorial Board of the International Journal of Nursing in Intellectual and Developmental Disabilities published by the Developmental Disabilities Nurses Association,
David Wricks, an RRTCADD Advocate Advisor, has been appointed to the Board of Equip for Equality, Illinois Protection and Advocacy agency. He is also President of the Cook County Chapter of People First of Illinois and volunteers at Access Living independent living center training youth with disabilities to be self-advocates. 

Alan Factor, Ph.D., Associate Director for Training and Dissemination, is developing a distance learning module on Aging with Developmental Disabilities for College of Direct Support training curriculum developed by the RTC on Community Living at the University of Minnesota. He also is Principal Investigator on the RRTCADD evaluation of the Illinois Department on Aging’s Aging and Disability Resource Center demonstration as the single point of entry into the long-term care system for older persons and individuals with disabilities 

Glen Hedman, Clinical Assistant Professor and coordinator of the IDHD Assistive Technology Unit was recently elected President of the Rehabilitation Engineering Society of North America (RESNA). 
The DHD National Center on Physical Activity and Disability (NCPAD) directed by Professor James Rimmer, Ph.D. recently received the first Best Effective Practices Award from the Centers for Disease Control and Prevention. The award recognizes individuals or organizations that make significant contributions to public health practice at the community, state, and national levels. 

RRTCADD Advocate Advisor Marvin Moss wrote an article about his experience living independently that is in Success Stories 2004: Consumer Perspectives, published by the NIDRR-funded National Center for the Dissemination of Disability Research. We are pleased to reprint the article. It also is on the NCDDR web site http://www.ncddr/org/du/success2004/. 
Consumer Success Story

By Marvin Moss as told to Alan Factor
My name is Marvin Moss. I am 58 years old and have mental retardation. I have been a member of the RRTC on Aging with Developmental Disabilities (RRTCADD) Advocate Advisory Group since the center was funded. Advocate Advisors are older adults with mental retardation/developmental disabilities and their relatives. We suggest what kind of research, training, and information the RRTRCADD should develop to improve the lives of older adults with developmental disabilities and their families. I was invited to be an Advisor when I came to Chicago to attend a People First conference. 
Working on RRTCADD research and training projects taught me how the service system works and how to work with others to improve the lives of older people with developmental disabilities. I helped the RRTCADD develop and conduct “Voices That Count” training, which prepares people with developmental disabilities to present to boards, committees, and other decision making groups. Adults with developmental disabilities learn how to become part of the decision making process that affects their own lives. I also teach other people with disabilities about making choices in later life. I helped develop the RRTCADD “Making Choices as We Age: A Peer Training Program.” We train people with disabilities and their co-trainers how to teach other adults with mental retardation about choice making, rights and responsibilities, how to make healthy choices, and things to do in their free time. 
I live on my own in Cincinnati Ohio. My parents died in the 1980s. My closest relative is my 62 year old brother, Leon, who has severe mental retardation. Leon was living in a state institution for 30 years and was discharged to a nursing home in Dayton, Ohio. Because the RRTCADD taught me how to be a better advocate, I was able to get the state to move Leon to a nursing home in Cincinnati so I could look after him. With help from The Arc of Hamilton County and Ohio’s Protection and Advocacy agency, I am now advocating for the state to allow Leon to live with me. 

“The … RRTCADD has helped me speak better, dress better, tell people what I think, and get out more.” By working with the RRTCADD, I’ve developed new job skills such as using a computer and sending e-mail. I’ve also become a better advocate. Now I work for The Arc of Hamilton County as an advocate for people with developmental disabilities, which is which is a lot more rewarding than my previous job cleaning hotel rooms. I am the only person with a developmental disability on the board of Ohio’s protection and advocacy agency. I do a lot of public speaking about aging and developmental disabilities. In three weeks, I will be presenting at a conference of Ohio physicians about the health care needs of adults with developmental disabilities. In October, I will do a presentation on how I help my brother at the RRTCADD’s National Sibling Conference 
“I meet new people, learn a lot, and I make new friends. It feels good to teach other people too… I had to learn a lot of things the hard way and I hope I can make it easier for kids [with developmental disabilities] today. When my life is over, if I can say that I helped people…if I can say that I helped even one person a day, I’d do good.”

Postdoctoral Fellowships in Gerontological Public Health

The School of Public Health at the University of Illinois at Chicago, through the Health Research and Policy Centers, is currently accepting applications for postdoctoral fellowships in Gerontological Public Health. This training program is sponsored by the National Institute on Aging and provides funding support for 2-3 years for postdoctoral trainees. James Rimmer, Tamar Heller, and Joy Hammel (RRTC researchers) can serve as mentors for persons interested in aging and disabilities.
This is an integrated multidisciplinary program with academic faculty and researchers in public health, gerontology, geriatrics, epidemiology, biostatistics, psychology, sociology, disability and human development, medicine, and occupational therapy. The goal of the program is to develop highly trained future faculty and researchers in health and aging. This program focuses on developing research skills through mentoring, a comprehensive curriculum, presentations and publications, and internal workshops and seminars. Fellows will be matched with a faculty mentor working in their area of interest for intensive training, collaboration, and scholarship.

Women and minority candidates are encouraged to apply. Candidates must be U.S. citizens or permanent legal residents. For more information, go to www.uic.edu/depts/ovcr/hrpc/centers/rha.html or contact Thomas R. Prohaska, Ph.D., Gerontological Public Health Training Program Director, Center for Research on Health and Aging (MC 275), 1747 W. Roosevelt Rd., Room 558, Chicago, IL 60608, e-mail:prohaska@uic.edu, T: 312-413-9830, F: 312-413-9835.
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Personnel Profile

Mary Kay Rizzolo, Ph.D. is the new Associate Director of the Institute on Disability and Human Development (IDHD), the University Center for Excellence in Developmental Disabilities at the University of Illinois. She will be working with agencies throughout the state to promote the Institute, the RRTCADD, and other programs in the Department of Disability and Human Development. Ms. Rizzolo was a project coordinator on The State of the States in Developmental Disabilities at The Coleman Institute for Cognitive Disabilities, University of Colorado and at the Institute on Disability and Human Development, University of Illinois at Chicago. She also was a Habilitation Coordinator at a large ICF/MR in North Carolina, where she managed a residential unit for individuals with dual diagnosis. Ms Rizzolo recently received her Ph.D. from the School of Public Health at the University of Illinois at Chicago. She earned an MA in psychology from the University of North Carolina at Chapel Hill and a BA at North Carolina Central University.

Calendar of Upcoming Events

Association of University Centers on Disabilities 2004 Annual Meeting and Conference

Building Partnerships for Full Participation: Systems Change Through Research, Education, and Service

November 7-10, 2004, Bethesda, MD

Contact: (301) 588-8252; www.aucd.org 

2004 National TASH Conference, Blazing the Trail: Inclusion, Opportunity, and Equity

November 17-20, 2004, Reno, NV

Contact: (800) 482-8274; www.tash.org.

Gerontological Society of America 57th Annual Scientific Meeting, Promoting the Health of an Aging Population

November 19-23, Washington DC

Contact: www.geron.org; meetings@geron.org 

21st Annual Pacific Rim Conference on Disabilities

February 28-March 1, 2005

Honolulu, HI

Tracks include Self-Determination, Triathlon for Health, & Technologies and Disabilities

Paper submission deadline is November 15. For more information: http://www.rrtc.Hawaii.edu
The 2005 Governmental Affairs Seminar 

February 28 - March 2, 2005

Washington, DC

The Arc, UCP, AAMR, NACDD and AUCD are co-hosting this seminar on national disability public policy priorities and to help spread our message with our elected officials in the new 109th Congress. The Seminar will be held at the Renaissance Hotel, just blocks from the Capitol. Stay tuned for more information or contact UCP at 800-872-5827.
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Contact Us

For more information on RRTCADD training and technical assistance, products or personnel, please contact us at: 1-800-996-8845, 312-413-0453 (TTY), 1-800-526-0844 (IL Relay), 1-312-996-6942 (fax), or e-mail us at rrtcamr@uic.edu.
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If you receive multiple copies or probes of this newsletter, please contact your e-mail network administrator, as well as the RRTCADD at rrtcamr@uic.edu so that we can help you resolve the problem. RRTCADD does not sell its e-mail subscriber list to third parties.
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Links to articles appearing on other sites or sources are subject to the reproduction rules of those sites or sources. All other articles appearing in this newsletter are copyrighted by Board of Trustees of the University of Illinois (2003) unless otherwise noted. These articles may be freely distributed electronically provided that they are distributed in their entirety and include the following notice: “This article originally appeared in The ADD/VANTAGE, volume 1, issue 2, and date. It may be freely distributed electronically as long as it includes this notice but cannot be edited, modified, or distributed in other form(s) without the express written permission of RRTCADD. Write to rrtcamr@uic.edu for additional details.” Any other use of the materials in ADD/VANTAGE or on the ADD/VANTAGE Website at www.uic.edu/orgs/rrtcamr, including modification or re-publication without our prior written permission is strictly prohibited. This includes, but is not limited to, posting to another Website.
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