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Dear Senator Harkin and Senator Specter:

Knowing of your commitment to enabling and empowering individuals with disabilities to live, function, and work in the mainstream of American society, the undersigned members of the Disability and Rehabilitation Research Coalition (“DRRC”) urge you to include in the FY 2010 appropriations bill for Labor, Health and Human Services, Education and Related Agencies  substantial increased investment in disability and rehabilitation research (including capacity building and knowledge translation) across a number of federal agencies. 
DRRC is a coalition of national non-profit organizations committed to improving the science of rehabilitation and disability. The DRRC seeks to maximize the return on the federal investment in disability and rehabilitation research with the goal of improving the ability of Americans with disabilities to contribute to the health and economic well-being of our nation. 

Recent Institute of Medicine (IOM) studies on disability concluded that disability and rehabilitation research programs across federal agencies have been chronically underfunded for many years, especially considering the magnitude of the need for rehabilitation and disability services.  Funding for rehabilitation and disability research is not in line with the current, and particularly, the future projected impact of disability on individuals, families, and American society.  For example, Enabling America: Assessing the Role of Rehabilitation Science and Engineering, the 1997 IOM report on disability bluntly stated that the combined federal research effort was not adequate to address the needs of people with disabilities and that more funding would be required to expand research to meet these needs. According to The Future of Disability in America (the 2007 IOM report on disability), despite modest increases in funding, the situation essentially remains the same today. 

As part of the FY 2010 Labor/HHS/Education/Related Agencies appropriations bill, we urge you to support significant increases for various agencies within the federal government conducting disability and rehabilitation research, capacity building, and/or knowledge translation of that research, including:

· $1.5 million for the Interagency Committee on Disability Research (ICDR) to support a research agenda-setting summit and the development of a comprehensive government-wide strategic plan for disability and rehabilitation research, including capacity building and knowledge translation. 

· Over the next five years, doubling the funding ($20 million per year) for the National Institute on Disability and Rehabilitation Research (NIIDRR) to support research and development, capacity building, and knowledge translation in the key life domains of employment, participation and community integration, and health and function.
· Report language encouraging a greater focus in NIH on support for disability and rehabilitation research. 

· Report language urging the Center for Disease Control and Prevention (CDC) to establish an Office of Disability and Health in the Director’s Office and the inclusion of $20 million to CDC’s Center for Injury Control and Prevention that would focus on tertiary prevention (i.e., rehabilitation) of conditions such as traumatic brain injury and spinal cord injury.

· Report language directing the Centers for Medicare & Medicaid Services (CMS), in conjunction with the Agency for Healthcare Research and Quality (AHRQ), DHHS to conduct research to develop unambiguous functional and medical appropriateness standards that will make it possible for patients to be admitted to the proper rehabilitation care setting. 
· A total of $40 million increase for SAMHSA which would include $20 million for the Center for Mental Health Services for funding or co-funding of disability demonstration programs, $5 million for joint funding with NIDRR of RRTCs in Adult and Childrens Serious Mental Illnesses, $10 million for CSAT to fund disability focused programs, and $5 million for substance abuse prevention programs focused on youth with disabilities. Also, the inclusion of report language urging SAMHSA to make a substantial commitment to better support services for persons with disabilities, including persons with co-occurring or multiple disabilities and report language urging enhanced monitoring of ADA compliance by agencies and departments served by their block grants.
Set out below is a more detailed explanation of the scope and magnitude of disability-related issues facing the nation, including the need to improve health care (behavioral health, mental health, and rehabilitation) for individuals with disabilities, the value of disability and rehabilitation research in improving the lives of individuals with disabilities, and the adequacy of funding for disability and rehabilitation research. The background information providing general rationales for increased funding will be followed by a more in depth justification for our specific recommendations. 
SCOPE AND MAGNITUDE OF DISABILITY-RELATED ISSUES FACING THE NATION 

Demographic shifts over the next two decades indicate a substantial increase in the number of people experiencing physical or mental impairments and the proportion of the population at risk of developing a physical or mental impairment that affects their ability to function. According to the 2007 IOM Report on disability:

“The future of disability in America is not a minority issue. If one considers people who now have disabilities, people who are likely to develop disabilities in the future, and people who are or who will be affected by the disabilities of individuals close to them, then disability affects today or will affect tomorrow the lives of most Americans.” 

As a nation, we must recognize the documented trends relating to the aging of the population and the projections for the rates of disability among those aged 65 and over, the millions of younger people who live with disabilities, and the prevalence of chronic health problems and disabilities for adults who are now in early and midlife. For example, the percentage of the population aged 65 and over will increase from approximately 12 percent in 2000 to almost 20 percent in 2030 (i.e., from almost 35 million people to more than 71 million) with significant prevalence of disability amongst this population. In 2004, more than 4 million of all children and young people between the ages of 5 and 20 years (6.5 percent) had disabilities. In the same year, some 20 million people aged 21 to 64 years, or approximately 12.1 percent of the total population in that age group, reported disabilities. [2007 IOM Report on disability]

In addition, estimates indicate that 320,000 of those in the military returning from Iraq and Afghanistan have sustained a TBI and another 300,000 are returning with PTSD. (Tanielian T, Jaycox LH (eds.) Invisible Wounds of War: Psychological and Cognitive Injuries, Their Consequences, and Services to Assist Recovery. Santa Monica, CA: RAND Corporation, MG-720-CCF, 2008.)  However, these numbers are likely to be underestimates as post-deployment screening has yet to be fully implemented, and many soldiers do not acknowledge their mental health challenges. Furthermore, statistics on other conflict-related injuries that result in disabling conditions—such as amputations and poly-trauma—are not available.  These numbers will add to the individuals who will need the results of research to help regain their lives.  

VALUE OF DISABILITY AND REHABILITATION RESEARCH IN IMPROVING THE LIVES OF INDIVIDUALS WITH DISABILITIES 

The World Health Organization’s International Classification of Functioning, Disability and Health (ICF) conceptualizes a number of facets of disability. Abnormalities of body structure and function, caused by disease or injury, increase the risk of disability, but it is limitations in activity (e.g., inability to walk or communicate), and limitations in societal participation (e.g., inability to work, or parent) that are the primary focus of disability and rehabilitation research. Importantly, the ultimate level of disability a person experiences is a product of their own bodily or emotional impairments in interaction with the physical and social environment (e.g., the disability of a person with mobility impairment can be reduced both by strengthening their muscles and by reducing environmental barriers such as stairs and hostile social attitudes).
Because of the intermingling of biological, emotional and social factors in creating disablement, a disability and rehabilitation research agenda must be far broader than traditional biomedical research which focuses primarily on disease and abnormalities of body structure and function. Indeed, the recent Institute of Medicine’s 2007 report, “The Future of Disability in America”, stressed the current and projected growth of disability in America, the promise of research in blunting its impact on society, and, in particular, the need to increase the amount of research attention focused on activity and participation, and on treatments and services that can enhance them.

In sum, with the demographic shifts over the next two decades there will come a sharp increase in the need for quality rehabilitation and disability-related services. Significant disability and rehabilitation research, including translational research, is necessary to develop new and more effective approaches and to test and evaluate the costs and benefits of current services and use these findings to effect programs that maximize benefits to costs. 

ADEQUACY OF FUNDING FOR DISABILITY AND REHABILITATION RESEARCH

The IOM studies on disability acknowledge that disability and rehabilitation research programs have been chronically underfunded for many years, especially considering the magnitude of the need for rehabilitation and disability services.  Funding for disability research is not in line with the current, and particularly, the future projected impact of disability on individuals, families, and American society. The 1997 IOM report on disability bluntly stated that the combined federal research effort was not adequate to address the needs of people with disabilities and that more funding would be required to expand research to meet these needs. According to the 2007 IOM report on disability, despite modest increases in funding, the situation essentially remains the same today. 

We believe that Congress should increase funding in the various agencies performing disability and rehabilitation research. This increase should be significant—the kind of investment that will stimulate new interest and enthusiasm inside and outside the rehabilitation and disability research fields. 

SPECIFIC APPROPRIATION REQUESTS

1. Research Agenda Setting Summit. The DRRC strongly urges the inclusion of specified funding ($1.5 million) for the Interagency Committee on Disability Research (ICDR) to support a research agenda-setting summit and the development of a comprehensive government-wide strategic plan for disability and rehabilitation research, including knowledge translation. ICDR was established by Congress (Section 203 of the Rehabilitation Act) to promote the coordination and cooperation among federal departments and agencies conducting disability and rehabilitation research. 
The summit would bring together policymakers, representatives from federal agencies, non-governmental funders for rehabilitation research, and organizations representing researchers, providers, and individuals with disabilities. 
The strategic plan would include, but not be limited to, consideration of recommendations by the Institute of Medicine (IOM) in its various reports on disability and recommendations by the 2005 Rehabilitation Medicine Summit: building research capacity; establishment of a government-wide database on disability and rehabilitation research; efficacy research; knowledge translation; the interaction between disability and rehabilitation research conducted by the VA and DoD and civilian initiatives; and building our nation’s disability and rehabilitation research capacity. 

2. National Institute on Disability and Rehabilitation Research (NIDRR):  The DRRC urges doubling of the funding for NIDRR over the next five years ($20 million per year) to support NIDRR’s mission-oriented agenda. Since Congress established NIDRR in 1978, it has served as the flagship federal agency on disability and rehabilitation research. NIDRR’s mission has been to explore the interaction of individual characteristics and environmental factors and their effects on the participation of individuals with disabilities of all ages in the home, community, school and workplace. Thus, NIDRR’s mission includes exploring new and innovative strategies, interventions, and technologies to better achieve the promises of the Americans with Disabilities Act—equality of opportunity, full participation, independent living and economic self-sufficiency for individuals with disabilities. NIDRR carries out its mission by generating new knowledge through research and development in the major life domains of employment, participation and community integration, and health and function; promoting its effective use (knowledge translation), and building the capacity of institutions and individuals to conduct high quality research and development.
Unfortunately, NIDRR’s ability to fulfill its mission has been severely hampered by the lack of adequate funding—NIDRR’s funding has been virtually flat for many years now.
The doubling of funding for NIDRR over the next five years would support:

· Research and Development in General, including:

· Expanding the field initiated research program which offers significant opportunity to expand knowledge and create a basis for more advanced research (a significant barrier to the growth of evidence-based rehabilitation practice is the limits on funding for testing hypotheses at an early stage of  research development);
· Improving the advanced research portfolio (which supports multi-site research, especially with its model systems program for TBI, SCI and burn)  and expanding the advanced research portfolio to focus on other areas such as stroke, arthritis, and psychiatric disabilities;
· Evaluating the capacity of the American health and post-acute care systems to meet the health, behavioral, functional, and rehabilitation need of individuals with disabilities; and 

· Improving the infrastructure for outcome-based research by funding the development of more specific measures and outcomes of particular relevance to people with disabilities. There is a need for increased support for development and testing of adequate instruments for measuring the effectiveness of specific medical rehabilitation interventions and their duration or setting, as well as measuring the effectiveness of specific psychiatric interventions and functional recovery. A major expansion of research is necessary to develop measurement approaches for disability that will assist in research regarding the outcomes of specific rehabilitation interventions and measuring the independence of the person with a disability in community living and the job environment. 
· Research and Development in Particular, including:

· Expanding medical and rehabilitation strategies (e.g., combination of technological, clinical, and community interventions) for people aging with and aging into disability (current research portfolio is very limited and thus does not adequately address the changing demographics described above); 

· Expanding and improving medical and rehabilitation strategies for infants and young persons with disabilities (congenital and well as acquired);
· Better understanding about life-span/developmental issues as they differentially impact individuals with disabilities (e.g., are medications used to treat diverse medical and psychiatric conditions in individuals without chronic disabilities effective in treating individuals with disabilities?);

· Better understanding how key life transitions (e.g., school to work and work to retirement) are impacted by disability; 

· Supporting rigorous research on employment, vocational rehabilitation, and other interventions to address the dismal employment rate of persons with disabilities; 

· Supporting research on the types of supports needed by individuals with disabilities to live in the community (rather than in institutions) and the use of social networks to decrease isolation and alienation; 

· Supporting research regarding the application of new technologies and communication modalities (e.g., Facebook) to the lives of persons with disabilities.

· Capacity building (addressing the insufficient numbers of adequately prepared rehabilitation researchers), including:
· Supporting the development of models of interdisciplinary collaboration, which is critical given the diversity of people, interventions, and environments that are the subject of disability and rehabilitation research;

· Supporting the development of effective models of clinical research short of clinical trials as well as the infrastructure for the complex and demanding clinical research area; 

· Supporting  predoctoral training in rehabilitation research; and
· Expanding funding for advanced research training for post-doctoral training in rehabilitation research.
· Knowledge translation, including expanding support for taking the findings from rigorous and relevant research and effectively translating them into usable practices and training provided to practitioners as well as funneling promising practices from the field back into the research agenda. Additional support is needed across all of NIDRR’s portfolio to facilitate the use of NIDRR research. There is also a need to support additional efforts to provide knowledge and consultation to entities that have a duty to implement the ADA.

3. Medical Rehabilitation at NIH. The DRRC is in full agreement with the significant increased funding for the National Institutes of Health included in the Stimulus Package.  The state of our nation’s medical research complex has been starved in recent years and the consequences are becoming clear.  Considering the extensive need for research in the area of disability and rehabilitation and the large and growing number of Americans with disabilities and chronic conditions, we recommend report language urging NIH to take administrative steps to maximize support for disability and rehabilitation research. 
For example, medical rehabilitation research needs to be conducted in larger volumes in core areas such as TBI, SCI, Stroke, amputation to take advantage of advances in molecular engineering, stem cell research, and other advances. We are on the verge of exciting new ways to change the body and change the brain to allow enhanced function to be reestablished. Areas such as brain stimulation (surface and deep), muscle reinervation for prosthetic control (Kuiken’s recent work), and other advances will change the face of what can be done, but only with innovations being funded and studied.
4. Centers for Disease Control and Prevention (CDC).
The 2007 IOM report recommendations contained in the Future of Disability in America reiterates the recommendation first made in the 1997 IOM report on disability to create an Office of Disability and Health (similar to the Office of Minority Health and the Office of Women's Health) in the Director's Office, Centers for Disease Control and Prevention (CDC). DRRC urges the Committee to include report language directing CDC to create such an office. The purpose is to promote the integration of disability issues into all CDC programs; and to coordinate disability and health care data, research, policy and funding initiatives across Centers and programs in order to avoid duplication and maximize resources. In addition, we recommend that the Disability and Health Team within CDC's National Center on Birth Defects and Developmental Disabilities be transferred to the Office of Disability as the focus is to promote the health of people with all disabilities, regardless of age or type of disability.
In addition, we urge $20 million be appropriated to the Center for Injury Control and Prevention to support tertiary prevention (i.e., rehabilitation) of conditions such as traumatic brain injury and spinal cord injury. Priorities for research include improved identification, assessment, and management of conditions; development and application of methods for calculating population-based estimates of the incidence, costs, and long-term consequences of conditions; identification of methods and strategies to ensure that individuals with specified conditions receive needed services; and the development and evaluations of the effectiveness of interventions. 
5. Centers for Medicare &Medicaid Services (CMS) and Agency for Healthcare Research and Quality (AHRQ).
Throughout the disability and rehabilitation fields, efficacy research must be enhanced and made a priority. Insufficient research is having a deleterious impact on the provision of quality, technologically-advanced rehabilitation services, supports, treatments, and devices. As all payers look to research-based evidence to assess the efficacy and medical necessity of various healthcare interventions, it is critical that the field of rehabilitation, which has a paucity of research evidence, not get left behind. There is a need for more efficacy research to prevent the lack of sufficient evidence on effectiveness from being misread as evidence of lack of effectiveness. 

There is also a need for increased support for development and testing of adequate instruments for measuring the effectiveness of specific medical and psychiatric rehabilitation interventions and their duration or setting. In addition, there is a need for increased support for the development and testing of adequate instruments for the effectiveness of specific psychiatric interventions on the capacity of individuals for functional recovery. A major expansion of research is necessary to develop measurement approaches for disability that will assist in research regarding the outcomes of specific rehabilitation interventions and measuring the independence of the person with a disability in community living and the job environment. 
We recommend the inclusion of report language urging CMS in conjunction with AHRQ to make a substantial commitment to better support efficacy studies designed to document the input and output of rehabilitation interventions concerning particular rehabilitation services, supports, treatments, and technologies. For example, research needs to be funded (including large scale randomized clinical trials, $2M-$5M per trial) to develop unambiguous functional and medical appropriateness standards that will make it possible for patients to be admitted to the proper rehabilitation care setting without the need for federal enforcement authorities to retroactively review and deny coverage and payment to providers of care.

6. Center for Mental Health Services, Substance Abuse and Mental Health Services Administration.
DRRC recognizes the important role that SAMHSA has played relative to many Americans with disabilities. This is reflected in the SAMHSA mission that espouses "A Life in the Community for Everyone." This vision is based on the premise that people of all ages, with or at risk for mental or substance use disorders should have the opportunity for a fulfilling life that includes a job/education, a home, and meaningful personal relationships with friends and family. SAMHSA’s role within that vision is to provide national leadership to expand the availability of effective treatment and recovery services for persons with mental illnesses and/or alcohol and drug problems, as well as monitor ADA compliance within settings that fall under their purview. 
Emerging research indicates that persons with severe mental illness experience additional conditions that impact their ability to function within the community. These co-occurring or other functional disorders can include substance use disorder, hidden traumatic brain injury, chronic medical conditions, or other conditions.  Rates of substance use disorders have been shown to be higher for persons with disabilities, yet access to treatment is limited or in some cases almost non-existent. Transitioning youth with disabilities often have no access to substance abuse prevention education, although drug use initiation has been shown to impact future school and vocational success.   

We recommend the inclusion of report language urging the agency to make a substantial commitment to better support services for persons with disabilities, including persons with co-occurring or multiple disabilities. We further recommend report language that directs SAMHSA to monitor compliance with the ADA within agencies and departments served by their block grants, including specific language regarding persons with serious mental illnesses, traumatic brain injury, deafness or severe hearing loss, co-occurring chronic medical conditions, spinal cord injury, blindness, and intellectual impairment. The purpose of this monitoring would be to ensure access to services and treatment by all individuals with disabilities. 
DRRC recommends expanding funding for SAMHSA in order to better serve persons with co-occurring or other functional disorders.  This should include expanded funding to address poly comorbidity in CMHS, and co-occurring and other function disorders in CSAT and CSAP.  A total of $40 million increase for SAMHSA would include $20 million for CMHS for funding or co-funding of disability demonstration programs, $5 million for joint funding with NIDRR of Rehabilitation Research and Training Centers in Adult and Childrens Serious Mental Illnesses, $10 million for CSAT to fund disability focused programs, and 
$5 million for substance abuse prevention programs focused on youth with disabilities.

Sincerely,
	American Academy of Physical Medicine and Rehabilitation

	American Association of People with Disabilities

	American Association of Spinal Cord Injury Psychologists and Social Workers

	American Congress of Rehabilitation Medicine 

	American Medical Rehabilitation Providers Association

	American Music Therapy Association

	American Occupational Therapy Association

	American Physical Therapy Association

	American Rehabilitation Association Research Institute

American Therapeutic Recreation Association 

	Amputee Coalition of America

	Association of Academic Physiatrists

	Association of Rehabilitation Nurses 

	Brain Injury Association of America

	Christopher and Dana Reeve Foundation

	National Association for the Advancement Orthotics & Prosthetics

	National Association of Rehabilitation Research Training Centers

	National Association of State Head Injury Administrators

	National Council on Independent Living

	National Multiple Sclerosis Society

	National Spinal Cord Injury Association

	Paralyzed Veterans of America

	United Spinal Association
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