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Mr. Chairman and Members of the Committee, thank you for the opportunity to share the views of The Arc of the U.S. and United Cerebral Palsy regarding our nation's research agenda on behalf of children and adults with developmental disabilities.  The Arc and UCP each have over a half century of commitment to improving the lives of persons with developmental disabilities and each organization has a rich history of advocating for and funding research activities.  Yet, despite the incredible advances over the last 50 or so years by government, universities, and the private sector, research in our field is grossly underfunded and whatever research results we do obtain never seem to be fully disseminated and utilized.  This is an unfortunate mantra that I and many others have repeated for decades yet that challenge remains before us.
 

The field of disability and the vast needs of our constituents pose huge and daunting challenges and responsibilities as we attempt to frame services, supports, benefits and other assistance to improve their lives.  We recognize that this is not news to this panel.  Numerous Congresses and recent Presidents have each enacted laws, signed Executive Orders, implemented court decisions and more to bring the American Dream to people with disabilities and their families.  Some of these efforts have borne wonderful fruit while others have drowned in their own rhetoric.  Given the vast unmet needs of our community, it is no wonder that much of our constituency is frustrated, if not downright angry, at the Federal government's inability or seeming unwillingness to meet those needs.
 

National Goals and Research Recommendations
So where does the Federal disability research agenda need to go in the next decade to relieve that frustration.  Have you got a couple of days?  Knowing that I have but a couple of minutes left, I would first turn your attention to this document, the National Goals and Research for People with Intellectual and Developmental Disabilities.  This document presents literally dozens of research priorities as developed 3 years ago by over 250 of our nation's most respected authorities on Developmental Disabilities, including research scientists, self advocates, parents and other family members, service providers and professionals.  The strategies recommended cover the waterfront of issues including early intervention, education, transition to adult life, positive behavioral supports, comprehensive health care and health promotion, biomedical research, employment, housing and community living, individual and family supports, self advocacy and self determination, technology and aging.
 

Dissemination and Utilization
Recognizing the sheer volume of these research needs, we suggest at least the following approaches.  As stated earlier, whatever research we do, our field and the public needs to know about it if the research is going to result in anything beyond the research itself.  Publishing research results in a professional journal is not enough.  Getting the results actualized in the lives of our constituents ought to be the real goal.  We recommend this committee draft model research protocols that emphasize research dissemination and utilization that all federal agencies could use as they set their criteria for funding research projects.
 

Data Collection
It is getting more difficult every day to obtain real data on our service system, how public funds are being spent and what the extent of the unmet need really is.  Without comprehensive data collection systems, we cannot know for certain how our federal laws, court orders, and other government policies are working.  Through this interagency mechanism, ways to operate and fund such data bases must be explored and made real.
 

Impact of Devolution of the Federal Role
As we shift to more state flexibility, fewer and more restrictive entitlements, personal responsibility, and a pro-family agenda, we know that waiting lists for community based services, especially for adults, are growing.  Thus, we are very concerned about how we are to learn about the impact of the Deficit Reduction Act (DRA) with its many changes to Medicaid and TANF that will affect our constituents?  With many decisions now in the hands of state government and with less decision making and oversight at the federal level, through what mechanisms will we learn how effective this new strategy is working or is not working?  The devolution of the federal role in funding certain services must not be accompanied by a lessening of the federal role in gauging the impact of such major policy changes.  We strongly recommend that this Committee assume a major role to figure out, hopefully soon, how the implementation of the DRA will be tracked and how the findings will be spelled out for public consumption.
 
Family Support

Few advocates would argue that our long term care system serving people with disabilities does not warrant reform.  People with intellectual, mental and physical disabilities decry the overuse of costly and inappropriate institutions.  Many believe that, without substantial and active involvement of family members in providing supports to their children, the current long term care system is not sustainable.  Yet, there are very few federal sources of affordable and effective family supports.  One possible reason for this is the dearth of sound research on the impact of family support on state budgets that could serve to provide much more emphasis on the expansion of such supports.  Since there is no real home for family supports, some federal agency needs to take the lead on such research.
The Aging Population
 Nearly everyone is paying attention to the next stage in the boomer generation.  There is no doubt that persons with disabilities are living longer due to advanced medical care, technologies and the avoidance of institutions.  Thus many boomers with developmental disabilities will be among those who face the aging process, retirement, and quite likely, escalating medical and long term care.  Again, what does research tell us about their needs, the challenges that face the providers networks and the government supports that will be required sooner rather than later?  Since this is essentially new territory, who will take a leadership role in seeing that this research is done and, once again, disseminated and implemented.
 

Closing
America's promises to persons with intellectual and developmental disabilities are not easy ones to keep.  The words come easily, but living up to them requires commitment, knowledge and the capacity to change the words into concrete results.  It is vital that those in the federal government who implement, monitor, enforce, study and play other roles in disability policy must recognize these truths and vigorously move to keep those promises.  It is a difficult task and we wish you well as you undertake this challenge.
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