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Welcome from RRTCADD Director

Tamar Heller, PhD
We are pleased to announce that the U.S. Department of Education’s National Institute on Disability and Rehabilitation Research awarded the Rehabilitation Research and Training Center on Aging with Developmental Disabilities (RRTCADD) a five-year grant to continue our efforts to bring national and international attention to the needs of aging adults with intellectual and developmental disabilities. Founded in 1993, the RRTCADD provides information and conducts research on how to serve the needs of this growing segment of the population. As persons with intellectual and developmental disabilities are living longer and their presence in the community increases, information on ways to support these adults and their families is a growing need.
Our mission for the next five years is to promote the successful aging of adults with intellectual and developmental disabilities (I/DD) in response to physical, cognitive, and environmental changes. Its coordinated research, training, and dissemination activities promote progressive policies and supports to maintain health and function, self-determination, independence, and active engagement in life.

The RRTCADD will continue to be a national resource for researchers, people with intellectual and developmental disabilities, their families, service providers, policy makers, advocacy groups, students, and the general community. We remain committed to Participatory Action Research; and we are fortunate to have an active consumer and family advisory group. Our national advisory board comprised of major disability, aging, and advocacy organizations will also continue to insure that the RRTCADD’s research is relevant and is responsive to culturally diverse populations.

RRTCADD Priority Areas

The RRTCADD has three areas of research priorities, which include the following: 

1)
improving health and function and eliminating barriers to care of adults with I/DD, 

2)
enhancing caregiving supports and transition planning among older caregivers and other family members, and 

3)
promoting state-of-the-art models of aging and disability friendly environments that enable adults with I/DD to participate in community life. 

RRTCADD Research Projects

Each of the three priority areas is addressed through a coordinated and complementary set of research activities.
1) Projects related to promoting health and functioning include the following:
· development of sustainable community-based health promotion interventions,

· examination of age-related changes,

· epidemiological surveys, and

· research on health care behaviors and health care utilization, including women and of family caregivers.

2)
To enhance caregiving supports and transition planning, the RRTCADD is conducting the following research studies:

· epidemiological research on family demographic and health characteristics
· examination of the impact of caring for an adult with a I/DD on health behaviors, health care, and physical health of mid-life and aging Latina and African American women,

· research on families of persons with dual diagnoses of I/DD and psychiatric impairments,

· qualitative study of sibling roles and a study of interventions in planning for transitions, and

· examination of the impact of consumer direction in family support.

3)
Our projects examining aging and disability friendly environments include the following research:

· identification of features of communities and residences that hinder and assist community integration as people with I/DD age,

· state policies regarding nursing home use, and

· dementia care in family homes and other community residences.

RRTCADD Dissemination and Training

To influence policies and practices the RRTCADD disseminates information about issues related to aging and I/DD through innovative training and technical assistance. A variety of approaches are used to disseminate new information: a) national provider, professional, and consumer collaborations; b) development of user friendly products in accessible formats; c) use of train-the-trainer models to diffuse it throughout community-based agencies; d) promotion of systemic changes that result in programmatic and policy changes; and e) use of new web-based technologies to transmit information to a wider audience.
The RRTCADD is continuing its leadership role in increasing the self-determination of adults with I/DD and their families in partnership with our advocacy organization collaborators (The Arc of the United States and Capabilities Unlimited). The RRTC uses consumer-driven models in all phases of its training and dissemination activities that specifically target consumer organizations, foster leadership roles of persons with I/DD and their families, and promote their rights to vote and make choices in their lives.

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

Research Corner: Aging and I/DD
Two research journals have three special issues reporting the latest research on aging and I/DD. Marsha Seltzer and Tamar Heller are the guest editors of two special issues featured in the American Journal on Mental Retardation (AJMR). The first issue, which addressed health concerns for persons with I/DD was published April, 2004. The second issue, which will be published later this year, will focus on social policy and practices. Philip Davidson and Tamar Heller were co-editors of the aging section of the first issue of the new journal titled Journal of Policy and Practice in Intellectual Disabilities (JPPID). The first issue of JPPID was published in March 2004.
AJMR Abstracts

The following are abstracts of articles in the April AJMR special issue written by RRTCADD researchers:

Improvements in Physical Fitness in Adults with Down Syndrome
American Journal on Mental Retardation. (April, 2004), Vol. 109, No. 2, pp. 165–174.
James H. Rimmer, Tamar Heller, Edward Wang, and Irene Valerio

The effectiveness of an exercise training program for 52 adults with Down syndrome (M age = 39.4 years) was evaluated. The training program consisted of cardiovascular (30 minutes) and strength exercise (15 minutes) for 12 weeks, 3 days a week for 45-minutes per session. Compared to control subjects, the training group improved significantly in cardiovascular fitness and muscular strength and endurance and had a slight but significant reduction in body weight. Greater effort must be made to promote increases in physical activity participation among persons with Down syndrome and developmental disabilities in order to reduce the potential health risks associated with low fitness and sedentary behavior. 

Attitudinal and Psychosocial Outcomes of a Fitness and Health Education Program on Adults with Down Syndrome 

American Journal on Mental Retardation. (April, 2004), Vol. 109, No. 2, pp. 175–185.
Tamar Heller, Kelly Hsieh, and James H. Rimmer
Attitudinal and psychosocial outcomes of a fitness and health education program for adults with Down syndrome were examined. Participants were 53 adults with Down syndrome ages 30 years and older (29 females, 24 males, M age = 39.72 years) who were randomized into a training (n = 32) or control group (n = 21). The training group participated in a 12-week, 3 days per week, exercise and health education program. Outcome measures included attitudes towards exercise (cognitive–emotional barriers, outcomes expectations, and performance self-efficacy) and psychosocial well-being (community integration, depression, and life satisfaction). Compared to controls, the training group showed significant changes in attitudes towards exercise, including increased exercise self-efficacy, more positive expected outcomes, fewer cognitive–emotional barriers, improved life satisfaction, and marginally lower depression.

Nutritional Status and Risk Factors for Chronic Disease in Urban-Dwelling Adults with Down Syndrome
American Journal on Mental Retardation. (April, 2004), Vol. 109, No. 2, pp. 186–193.

Carol L. Braunschweig, Sandra Gomez, Patricia Sheean, Kristin M. Tomey, James Rimmer, and Tamar Heller
Nutritional status and biochemical risk factors for chronic disease were assessed in 48 community-dwelling adults with Down syndrome in the Chicago area. Dietary intake was measured using a food frequency questionnaire completed by the participant's primary caregiver; anthropometric measures included height and weight and waist circumference. Plasma glucose and lipid concentrations were assessed following a 10-hour fast. Overall, 89% of participants were overweight or obese, 54% had large waist circumferences, and none met the current guidelines for fruit and vegetable intake. Mean concentrations for lipids and glucose, however, were within normal limits; and prevalence for hypertension, elevated lipids, and glucose were less than those for the general population of the United States.

JPPID Abstracts

The following are abstracts of articles published in the March JPPID special issue written by RRTCADD researchers:

Defining a National Health Research and Practice Agenda for Older Adults with Intellectual Disabilities
Journal of Policy and Practice in Intellectual Disabilities. (March 2004), Vol. 1, No. 1, pp. 2-9.
Philip Davidson and Tamar Heller, Matthew Janicki, and Kathryn Hyer

With the increasing number of adults with intellectual disabilities (ID) surviving into old age governments, provider agencies, and practitioners are recognizing the insufficiencies of available information related to the interaction of the aging process with lifelong disability, the incidence of disease and secondary conditions with advancing age, and the means to provide quality medical and health care. These insufficiencies were noted by a World Health Organization report that identified a need for more research on the health of older adults with ID and reports from two meetings held by United States Public Health Service and the United States Surgeon General that examined health disparities among adults with ID. This paper reports the process and results of the Tampa Scientific Conference on Intellectual Disabilities, Aging, and Health, a meeting held in 2002 specifically to examine health issues germane to older adults with ID. The meeting produced a long-term research agenda for determining more effective physical and mental health outcomes for aging and older persons with ID and recommendations for aging-related medical and health surveillance practices that would improve the overall health status of adults with ID.

Genetically-Linked Syndromes in Intellectual Disabilities
Journal of Policy and Practice in Intellectual Disabilities. (March 2004), Vol. 1, No. 1, pp. 31-41.

C. Michael Henderson
Comprehensive medical research is optimally based on a clear understanding of the pathogenesis of disease. It follows that a research agenda designed to promote healthy aging in persons with genetic syndromes linked to intellectual disabilities is best based upon a clear understanding of biological events that have occurred at early stages of development. The pathogenesis of such genetic syndromes encompasses a number of concepts including: (1) the locus and form of the genetic abnormality, (2) the mode of inheritance, and (3) the relationship between the genetic abnormality and the resulting phenotypic abnormalities. Recent research has increased our knowledge about such disorders; however, much remains to be learned. Genetic, clinical, and epidemiological perspectives on several genetic intellectual/developmental disability syndromes, including fragile X syndrome, myotonic dystrophy, Rett syndrome, mitochondrial genome disorders, Down syndrome, Smith-Lemli-Opitz syndrome, and phenylketonuria, are described to demonstrate directions for future research to promote longevity and healthy aging in people with these disorders.

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

Featured Project
The current health promotion project titled Health Promotion for Adults with Intellectual and Developmental Disabilities: Train-the-Trainer Program builds on the results of the RRTCADD’s previous project Exercise Adherence among Adults with Mental Retardation. The Train-the-Trainer project will be doing the following:
· evaluating the efficacy of two train-the-trainer approaches for promoting and maintaining healthy behaviors among adults with I/DD,
· identifying strategies for agency staff to implement a health promotion program for adults with I/DD, and
· identifying ways to increase healthy behaviors among adults with I/DD.
Through this project, RRTCADD is developing the Exercise and Nutrition Health Education for Adults with Developmental Disabilities Train the Trainer Curriculum. The curriculum has been pilot tested in Chicago area community-based agencies. This training was developed specifically for staff in community-based agencies to provide them with the skills, knowledge, and abilities to: 1) implement a physical activity and health education program that motivates and engages individuals with DD to participate, 2) teach core concepts relating to physical activity and nutrition to persons with DD to increase their physical activity and healthy food choices, and 3) support individuals to incorporate physical activity and healthy lifestyles into activities of daily living. The Train-the-Trainer Curriculum gives staff guidelines and recommendations on how to organize and start a physical activity and health education program for adults with developmental disabilities (DD) in community-based residential and vocational agencies.
~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

New Publications

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

In the 2nd edition, we revised the nutrition sessions based on our teaching experiences with participants in the University of Illinois at Chicago (UIC) Health Promotion Program. The nutrition modules were updated to increase participants’ understanding of concepts related to nutrition and disability.

The Future Is Now: A Future Planning Training Curriculum for Families and Their Adult Relatives with Developmental Disabilities
Debrine, E., Caldwell, J., Factor, A., & Heller, T. (2003). Chicago: Rehabilitation Research and Training Center on Aging with Developmental Disabilities, University of Illinois at Chicago. www.uic.edu/orgs/rrtcamr/pubslistmay2003.htm
Few families of adults with DD make the appropriate residential, legal, and financial plans for the time when they can no longer care for their relative. Residential transitions for adults with DD are often made in crisis situations. Unfortunately, this may result in inappropriate living arrangements for adults with DD; moreover, families may not be able to support them during the transition process. This curriculum equips families and their adult relative with a disability with the communication skills and information to jointly plan for the future. Participants learn how to overcome the emotional and systematic barriers to planning with the support of peer mentors who have made plans. They prepare a letter of intent that lays out their dreams for the future and identifies the steps required to transform this dream into a reality. This state-of-the-art approach to future planning was developed, implemented and evaluated by the RRTCADD. It is an excellent resource for agencies, family organizations and advocacy groups.
Future Planning Resource Guide for Families and Adults with Developmental Disabilities in Illinois

Caldwell, J., Lopez, E., DeBrine, E., Factor, A., Heller, T., & Ennis, D. (2002). This can be accessed at www.uic.edu/orgs/rrtcamr/familyfuturesplanning.htm at no cost.

This guide helps families navigate the maze of adult services and supports for individuals with developmental disabilities. It was developed with families to meet their need for a centralized source of information that describes adult services and how to access them. Content includes an overview of the service system and information on legal and financial planning, vocational and residential services, community supports, recreation and leisure opportunities, transportation, and advocacy. Information is in a user-friendly, question-and-answer format. The guide is a template that other communities can follow in providing information on local services.

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

Upcoming Conferences and Workshops Related to Aging and I/DD
Association on Aging with Developmental Disabilities
14th Annual Conference
April 20 - 21, 2004
Holiday Inn Southwest & Viking Conference Center
10709 Watson Road
St. Louis, MO 63127
For further information, please call:
(314) 647-8100 


Low Incidence Disabilities: What We Know
April 23, 2004 
Department of Disability and Human Development

Community Education Program

Institute on Disability and Human Development

Southwest Community Services, Inc

Tinley Park

6775 Prosperi Drive

Chicago, Illinois

For further information, please call:
(312) 413-8833 (phone) 
(312) 413-0453 (TDD)

Low Incidence Disabilities: What We Know

May 6, 2004
Department of Disability and Human Development

Community Education Program

Institute on Disability and Human Development

Disability, Health, and Social Policy Building

University of Illinois at Chicago

1640 West Roosevelt Road

Chicago, Illinois

For further information, please call:
(312) 413-8833 (phone) 
(312) 413-0453 (TDD)
Dynamic Tools for Effective Training

April 21, 2004
Department of Disability and Human Development

Community Education Program

Institute on Disability and Human Development

Disability, Health, and Social Policy Building

University of Illinois at Chicago

1640 West Roosevelt Road

Chicago, Illinois

For further information, please call:
(312) 413-8833 (phone) 
(312) 413-0453 (TDD)

The Arc of Illinois
April 28 - 29, 2004
2004 Annual Convention
Itasca, Illinois 

For further information, please call:
(708) 206-1930
www.thearcofil.org 


Coming of Age: An International Dialogue on Aging and People with Intellectual Disabilities
Winnserv, Inc
April 29 - May 1, 2004
Winnipeg, Manitoba 

For further information, please call:
MD Associates (204) 475-6964 or
Leslie Udell (204) 783-8654 ext. 224.
comingofage.cimnet.ca 

See www.uic.edu/orgs/rrtcamr/meetings.htm for the RRTCADD Calendar
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People in the News

Matthew P. Janicki, PhD is the Editor-in-Chief for the new Journal of Policy and Practice in Intellectual Disabilities (JPPID). Tamar Heller, PhD Philip Davidson, PhD and Marsha Seltzer, PhD are serving as consulting editors of the journal. JPPID is a new international, peer-reviewed journal designed to provide a forum for description of evidence-based policy and practice related to people with intellectual and developmental disabilities. It will be published four times a year by the International Association for the Scientific Study for Intellectual Disability (IASSID). The JPPID complements IASSID’s other publication, the Journal of Intellectual Disability Research. Information about both of these journals can be found at www.iassid.org/
.

The first issue of the JPPID grew out of the Tampa Scientific Conference on Intellectual Disability, Aging and Health, which was held December 7-9, 2002. This conference was organized by a consortium made up of the Strong Center for Developmental Disabilities (University of Rochester), the Rehabilitation Research and Training Center on Aging with Developmental Disabilities (University of Illinois at Chicago) Florida Policy Exchange Center on Aging and the Institute on Aging (University of South Florida), and the Center on Excellence in Aging at the University at Albany (New York). The conference goal was to identify and encourage studies that enable the prediction, diagnosis, or prevention of emerging secondary age-related physical and mental health impairments in older individuals with intellectual and developmental disabilities (I/DD). The final report from the Tampa conference can be downloaded at no cost from www.uic.edu/orgs/rrtcamr/pubslistmay2003.htm.

Kueifang “Kelly” Hsieh, PhD received the WISC (Women's International Science Collaboration Program) travel award from the American Association for the Advancement of Science for her project entitled: Health Profiles of Adults with Intellectual Disabilities and Their Caregivers in Taiwan. This travel grant was to develop a grant proposal with a foreign collaborator at the National Chung-Cheng University in Taiwan. She also conducted a pilot study related to the proposal. The result of collaboration is the research proposal Health Risk Profile and Utilization of Health Care for Persons with Developmental Disabilities and Their Family Caregivers submitted to the National Science Council in Taiwan. Data results will help develop strategies to promote healthy aging among adults with development disabilities. 

Joe Caldwell, MS received the National Ann Rudigier Award from the Association of University Centers on Disability at their annual meeting, November 2003. The award is given to an outstanding student who has demonstrated dedication and commitment to people with disabilities and their families. 
~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

Current Facts: Aging and I/DD
The following statistics were obtained from Dr. Kiyoshi Yamaki’s new article titled Body Weight Status among Adults with Intellectual Disability in the Community, which is currently in press with AJMR. 
· The overall percentage of adults with intellectual disability (ID) who are of healthy weight decreased from 48% between the years of 1985-1988 to 34% during the years of 1997-2000. Additionally, compared to their counterparts in the general population, a smaller proportion of women and young adults with intellectual disability maintained their weights in the healthy weight range.
· The prevalence of obesity among women with ID increased from 22% between the years of 1985-1988 to 44% during the years of 1997-2000. During the same time period, women in the general population increased from 12% to 21%.
· The prevalence of obesity among adults with ID ages 18 to 39 increased from 19% between the years of 1985-1988 to 34% during the years of 1997-2000. At the same time, adults ages ranging from 18 to 39 years in the general population increased from 9% to 17%.

~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~

Personnel Profile
Kiyoshi Yamaki, PhD works in the Department of Disability and Human Development as a Senior Research Specialist. He is a Co-Principal Investigator on an RRTCADD research project titled Behavioral Risk Factors and Utilization of Health Care for Persons with I/DD and Their Family Caregivers. Dr. Yamaki is also a Project Coordinator for the State Implementation Project of Health and Disability. He is an experienced analyst of national data sets on health status, economic status, and general demography. Dr. Yamaki earned his master's degree in Rehabilitation Counseling at Springfield College, MA. He is the first Japanese national licensed as a Certified Rehabilitation Counselor (CRC) in the U.S. Prior to coming to the United States, Dr. Yamaki was a vocational counselor in Japan and has a degree in Comparative Culture, with an emphasis on cultural differences between the U.S. and Asia. He has a doctorate in Public Health with an emphasis on community public health and mental retardation and developmental disabilities.
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Contact Us
For more information on RRTCADD training, 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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RRTCADD is funded through the United States Department of Education, Office of Special Education and Rehabilitative Services, National Institute on Disability and Rehabilitation Research, grant #H133B031134. The contents of this newsletter do not necessarily represent the policy of the U.S. Department of Education and should not be viewed as an endorsement by the Federal government.

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 eADD/VANTAGE, volume #, issue #, 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 eADD/VANTAGE or on the eADD/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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