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Webinar #1: March 31, 2016

This document contains comments and questions by stakeholders at the first webinar of the ICDR medical rehabilitation research discussion held on March 31, 2016. Also included are pre-submitted comments, a participant list, and handout materials distributed in advance of the meeting. A PowerPoint was used, and is available separately.

Introduction

ICDR Chair, John Tschida led the meeting with introductions and an overview of the strategic planning process. The ICDR has been carrying out a systematic strategic planning process to develop the comprehensive government-wide strategic plan required under the Workforce Innovation and Opportunity Act (WIOA). The plan will be a high-level document based on ICDR guiding principles developed earlier, and it needs to reflect
· Stakeholder input,
· Government agency priorities, and 
· Tangible and immediate activities that could have a quick impact on the field.

The ICDR has convened working groups related to health & wellness, community integration & participation, assistive technology & universal design, and employment & education. The initial list of brainstormed ideas from those working groups were provided to participants in advance of the meeting. The ICDR is soliciting additional stakeholder input related to medical rehabilitation research to inform this important effort. The group focused on a more detailed gap analysis related to rehabilitation research and the cross-cutting themes that have been identified to date: transitions, economics, accessibility, and disparities.

Questions and Discussion

Q: The government-wide strategic plan required by WIOA is not the ICDR’s strategic plan, but is a government-wide plan. That is an important distinction; the ICDR is a vehicle that the Congress identified for the strategic plan. Can you expand on the notion that this is the government-wide strategic plan related to disability, independent living, and rehabilitation research?
A: Because this a government-wide plan, the ICDR has sought expertise of additional external stakeholders and other government agencies that are not represented on the ICDR. No additional resources are currently available for the creation of the government-wide strategic plan. There will be a need for annual follow-up regarding priorities, actions, timelines, and budgets that reflect the many agencies involved, and the ICDR can serve in this capacity if there is a direct appropriation. 

Q: How do you see things coming together from these different research areas?
A: One example of things coming together is the relationship between what the ICDR is doing and efforts by the National Center for Medical Rehabilitation Research (NCMRR) to develop its research portfolio. Coordination and collaboration takes significant time and effort. We have the right people at the table, but this needs to be a priority, not only for ICDR, but also for all government agencies involved. Each agency needs to contribute information, time, and resources for this effort that will serve as the basis for the searchable government inventory. 

Q: What is the ICDR’s plan to further coordinate with NCMRR, regarding their upcoming conference in May?
A: The strategic plan will be an iterative process, and the ICDR is working with NCMRR. Alison Cernich, NCMRR director and a member of the Executive Committee, has been working closely with the ICDR in this process. A planned conference will be an important benchmarking event and will be a part of the ongoing conversation. The annual plans to be developed as a result of the strategic plan will also be informed by this conference. The ICDR is aware of other events and activities going on regarding disability, independent living, and rehabilitation research. 

Comment: To do a comprehensive, meaningful job developing the strategic plan, the May/June timeline may be ambitious. The ICDR leadership will remain flexible with timelines.

Suggestions:
· The committee may wish to consider “self-management” as an additional cross-cutting theme.  Considering transition, economics, accessibility, and disparities, people will need the skills to negotiate, access, and utilize the resources within their lives. As resources are added to the systems, resources, the committee should also consider resources needed to consider the people who will be using them.
· The Disability and Research Rehabilitation Coalition (DRRC) submitted a draft document that outlined challenges, guiding themes, general and substantive priorities. It also includes recommendations for continuous improvement with progress and benchmarks. One of the major things the DRRC is hearing from its members is the Importance of outcome measures, methodologies, and the distinction between rehabilitation other aspects of health care. It is also important to consider the concept of how you do research – what kind of methodology you use (what’s appropriate, what’s not) and how it translates into guidelines and the delivery of healthcare. 
· Determining how you judge or determine effectiveness, and the translation of research to delivery of services, is a major issue in the area of rehabilitation and rehabilitation science. 
· An important issue is how to prepare rehabilitation scientists to obtain funding for research. Rehabilitation is a new enough field of science so there needs to be further advances in funding for training. 
· Implementation science is also another new field that has emerged, and professionals are needed who have the skills to address the science, answer the questions, and bring rehabilitation sciences forward. Using a practice-based approach could substitute for the lack of RCTs in medical rehabilitation.
· We need to look at functional fitness of people with disabilities as they age, as they work, and seek to remain employed, etc. 
· Health promotion interventions that are culturally and disability sensitive that address motivational factors to enhance self-efficacy, self-determination to increase outcomes in self-management behaviors.
· Recognizing the practice-based evidence approach as a viable approach for determining efficacy would be a major contribution to the field. Others dismiss this as non-science, which could adversely affect the services are being provided and access to and quality of interventions provided. 

Summary Comment: John Tschida thanked everyone for their participation and input. He summarized some overall areas to focus:
· Capacity building – getting more researchers into the field 
· Methodological approaches
· Sophistication of design
· Methodology, and appropriate outcome measures 
· Translational science is another critical piece 

What Happens Next?
April 6 – Second Medical Rehabilitation Research Input Session
May 2016 – Stakeholder Input 
May/June 2016 – Finalize/approve strategic plan 
June 2016 – Develop Annual Action Plan 

Participant List
Leadership:
· John Tschida, ICDR, NIDILRR/ACL/HHS
Stakeholders
· Bobby Silverstein, DRRC
· C Hseih
· Carolyn Baum, Program in Occupational Therapy, Washington University School of Medicine
· Casey Dillon, Mental Health America 
· Deborah Backus, ACRM
· Ebonee Johnson-Milligan, Southern University Dept. of Rehabilitation & Disability Studies
· Elizabeth Rasch, NIH/CC/RMD
· Elizabeth Skidmore, University of Pittsburgh
· George Gondo, Amputee Coalition 
· Joe Lane
· John Hough, CDC National Center for Health Statistics
· Kathleen Ogden, American Speech-Language-Hearing Association
· Kent Keyser, United Spinal
· LaWanda Cook, Cornell University Yang Tan Institute on Employment and Disability 
· Paul Smedberg
· Peter Thomas, DRRC
· Sara Rosta, DRRC
· Sarah Miller, American Physical Therapy Association 
· Susan Lin, MGH Institute of Health Professions
· Thomas Fise, American Orthotic & Prosthetic Association
· Lelia Toto, Reno Medical Consultants
· Laura Lorenz, Brandeis University and Supportive Living, Inc.
New Editions Consulting, Inc.
· Betsy Tewey
· Rachel Saenz
· [bookmark: _Toc445475674]Sadie Hagberg

Research Priority Brainstorming
(Handout for March 31, 2016 meeting)

Initially, the working groups consisting of federal representatives and stakeholders identified potential research areas of interest. The list was expansive, and is included as an appendix to illustrate research of gaps and potential opportunities. 
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1. Accessible Transportation
a. Accessibility in Education and Environment
b. New Modes of Public Transportation to Support Accessibility
c. Haptic Devices
d. GPII
2. Accessible Health IT
a. Accessibility Standards in Health IT
b. Integrating Ownership and Accessibility of Health IT
c. Having More Devices (aside from personal devices) that have built in AT
d. Remote Logging of Data
e. “De-medicalizing” of AT
f. Using Conventional Apps, Instead of Specialized Apps
g. Tele-Health
h. Accessible Kiosks
i. Training Designers/Developers
j. Leveraging Current Devices to Have Accessible Capacities for Health Data
3. Accessible Voting
a. Accessible Voting Technology Initiative (look into)
b. Accessibility Features in IT
4. Electrical Sensitivities (Perhaps use this as a topic for the Health and Disability ICDR Committee)
a. Shielding Electromagnetic Fields/Wifi
b. Electrical Pollution
c. Electrical Magnetic Sensitivity – Cutting Down on These Materials
5. Cloud Accessibility
a. Clearinghouse for Products – Developers Can Test Their Products with PWD
b. NIST Framework for Cloud Accessibility
c. GPII
6. Connecting PWD with Universal Design Solutions
a. Development and Ongoing Maintenance of a Searchable Government-Wide Inventory
b. Technology Training and Best Practices
7. Assistive Technology and Services
a. Terminology Gap
b. VRI
c. Research on Quality of Life
d. Accessible Captioning
e. Haptic Interfaces, Design Process in Mind
f. Low Literacy Technology Used for Varying Populations
g. Translation
h. Crowdsourcing
i. Full Accessibility in Media
j. Tension Between Security/Privacy and Accessibility/Usability
k. Customization in Services 
8. 3-D Printing
9. Building Capacity
a. Hackathons
b. Teaching Accessibility to Developers (at various levels) and in Formal Training
c. Digital Structure, Accessible Wayfinding
d. Best Practices for Training Workforce with Disabilities (with current technologies)
e. IAAP
f. Teaching Accessibility Initiative
g. Interdisciplinary Teams, Working with PWD
h. Integrating Accessibility and Disability into Standard Curriculum for Engineers/Developers
i. Using PWD as Decision Makers in AT Process
j. Community Building with Researchers of Different Disciplines
k. Understanding the Moral and Ethical Consequences of AT (education)
l. Ensuring End User Needs are Well Represented
10. Accessible PDFs (authoring)
a. Tools to Identify Accessibility; or Tools for Ease of Creating Accessible Docs
11. How to Scale-Up
12. Aging
a. Smart home Technology
b. Job Retention as Aging Occurs
c. Praise for Universally Accessible Building
13. Accessibility for Multiple Factor Authentication
14. Translating Research
15. Economics
a. Social Costs of Inaccessibility
b. Economic Research to Make the Business Case for Accessibility
c. Economics of Universal Design and AT
16. Making Accessibility the Norm
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1. Housing - First Ingredient for Community Integration
a. What is the estimated state-level housing need coming from Olmstead, state rebalancing efforts, and meeting the needs of individuals with disabilities to live in the most integrated settings over the next 5 to 10 years?
b. What share of the estimated need is expected to include very-low income households who might require rental housing assistance to live in the community? 
c. What size units are needed to meet the housing need of these households (one, two, three-bedroom units)? 
d. What types of properties or developments are required to respond to this need, such as small group homes, permanent supportive housing, or individual rental units? 
e. What are the preferences or needs relative to the location of these properties (central urban, suburban, or rural areas)? 
f. What percentage of units are expected to require certain accessibility features of the unit or the neighborhood, such as wheelchair accessible units, hearing/visual accessible units, extra room for a living aid, access to public transportation, and support with activities of daily living and/or instrumental activities of daily living? 
g. Does this housing need vary by disability type and/or special long-term services and supports needs?
h. Participation and community living start at home. Examine the role of housing usability in need for personal assistance services, level of community participation and health outcomes.
2. Longitudinal Data Collection on Targeted Populations
a. Develop and deploy consistent IDD-related measures and data collection processes across federal agencies, programs, and surveys.
b. Fund and implement a longitudinal data system that follows a cohort of people with IDD over their lifespan, within and outside of the public service systems, capturing an array of quality of life outcomes that include and extend beyond education, employment, economics, self-determination, community integration, health, and social connectedness and inclusion.
c. Develop outcome measures related to community living and participation that have sound psychometric properties and can be used by provider organizations and states to measure outcomes of programs that support people with IDD to live and participate in their community. These measures should include operationalization of constructs such as self-determination, social inclusion, participation and employment that have been difficult to develop and measure in a person centered way.
d. Early and consistent employment opportunities for youth with disabilities hold promise for increasing health and quality of life over the life course. Conduct longitudinal research on the impact of early employment.
e. Support for longitudinal data collection on outcomes linked to self-determination, participation, health, and employment and the factors that influence outcomes
f. What policies or strategies might facilitate increased linkages between various providers so that vulnerable populations receive timely assistance with as little burden as possible? What policies or strategies can help simplify knowledge of available services across multiple entry points?
g. What research can we undertake to identify changes in policies or new strategies that decrease burden for vulnerable populations that require assistance to maximize community participation? How might knowledge gained be ‘pushed’ more quickly into the community, particularly to providers with minimal knowledge of the needs of individuals with disabilities?
3. Efficacy of Interventions Designed to Improve Community Integration and Participation
a. Identify and clearly articulate the benefits, outcomes and challenges of community living and participation as compared to congregate, segregated, and population-specific living.
b. Need for studies related to
i. Impact of Centers for Independent Living (CIL)
ii. Housing Development 
iii. Accreditation 
iv. Best Practices in independent living 
v. Transitional costs savings 
vi. Employment 
vii. Social Media
viii. Technology and independent living
c. We need accessible, consumer-friendly, and effective intervention models to empower consumers to take responsibility for their own wellness and prevention strategies to optimize their health.
d. It is time to move toward development and efficacy of interventions.
e. Support for implementation research on the factors that support and impede implementation of evidence-based interventions across different context.
f. We need research in ways to promote greater involvement and participation on the part of people with disabilities in decision-making. Supported Decision Making has potential to do this, but there is a need for systematic intervention research to show how people can fully participate in decisions that affect their lives.
g. What are the effects of independent living services on specified consumer outcomes (e.g., independence, full community participation, health, ethic of civic service?)
h. Research has demonstrated that employment is a health determinant and that the ability to accumulate assets above usual federal Medicaid limits is associated with better health and quality of life for people with disabilities. Policy research to address this and other federal policy deterrents to increased employment and improved health is essential to improving full community participation for people with disabilities.
4. Methods for Scaling Up Community-Level Interventions with Demonstrated Efficacy
a. Identify strategies to scale up evidence based effective interventions designed to promote community living and participation. Create strategies to implement these strategies in community environments (vs disability specific organizations).
5. Optimizing Community Integration and Participation Outcomes through Managed Care Services
a. Understand and improve the effectiveness of public service systems to facilitate employment and to advance systems changes that most effectively bolster employment and decrease reliance on public benefits.
b. Study to look at the impact of managed care on the quality of life and inclusion of people with disabilities. More and more states are putting out contracts for private managed care companies to manage the Medicaid services offered by states to members who are aged, blind, or disabled.
c. Managed care services done well, should lead to improved home and community based services, better access to LTSS enabling disabled people to live in the community and I’d like to see if these two elements would then lead to increased employment of disabled people. The theory is if people have the health care they need, and access to LTSS, then they are better able to pursue a job in mainstream employment. Such a study might also help us with our argument that Medicaid needs to be reformed in order to allow people with disabilities, who need LTSS (i.e., attendants) to keep those attendants and through a buy in, go to work, pay taxes and leave poverty behind. 
d. Integrated and consumer-directed models of comprehensive care coordination: Models for effective care coordination involving self-determination and consumer empowerment have been proposed but not tested across a range of types of disabilities and ages of persons with disabilities. We particularly support testing care coordination models that place decision-making power in the hands of the consumer, and that reach across agencies, funding sources, and formal and informal support sources. This would include developing models that would optimize supports available under managed care systems. 
e. Developing a Health-Community Health Environment Checklist Tool to Support Access to Health Care—with special attention toward disability and aging
6. Evaluation of Outcomes Associated with Services Provided by Centers for Independent Living
a. Need for a more complete understanding of the barriers and facilitators to community participation and effective programs and services that enhance the community participation and inclusion of individuals with psychiatric disabilities.
b. As people with severe disabilities what are the effects of secondary health conditions on their community living? What are the risk and protective factors for disruption for continuity of community living? What can be done about it?
7. Traumatic Brain Injury as a Chronic Condition
a. More research is needed to:
i. establish the prevalence of TBI among persons with disability
ii. predict the likelihood of executive function weaknesses from lifetime history of TBI
iii. understand the contribution of lifetime history of TBI and resulting executive function weaknesses to problems in community integration
b. Which brain injuries increase risk for negative outcomes? 
c. What pre-existing conditions require management?
d. What conditions develop post-injury that could be prevented or detected early?
e. How can the individual participate effectively in their self-management?
f. How can access to medical and rehabilitation care be used to reduce negative outcomes?
g. How can community-based resources be accessed to improve function and reduce institutionalization?
8. Barriers Associated with Consumers’ Receipt of Medicaid Long Term Services and Supports (LTSS) 
a. Status and trends in LTSS
b. People with disabilities not in formal LTSS
c. Personnel for LTSS (including family caregivers)
d. Outcomes of Managed LTSS
e. Investigating how and whether coverage available through Medicaid expansion and through the marketplaces meets the health care needs of people with a variety of disabilities is critical to breaking the chain of dependence on federal disability benefits that are the only gateway to comprehensive insurance coverage for many people with disabilities currently
f. Gather feedback on how hard or easy it is under Medicaid to recruit and maintain the home healthcare providers they need and how that impacts their quality of life and community involvement if this seems relevant.
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1. Research about the education of students with disabilities as it relates to STEM career workforce development. 
a. Stem education pathways for students with disabilities
b. Research on the positive and negative aspects of learning environments of students with disabilities
c. Research on barriers faced, and available solutions
2. Research to provide evidence about the barriers students with disabilities experience in education and then as workers (in specific fields).
a. Research on the transportation barriers students with disabilities face, especially in regard to rural and urban areas
b. Promotion of workplace learning, transition, and planning
c. Lack of accessibility in online learning
d. Encouragement of making links to work on Adult Basic Education (ABE) and Adult Secondary Education (ASE) access and utilization for continued engagement
3. Improving the employment participation of people with intellectual or developmental disabilities (I/DD) or other individuals with significant disabilities; by ensuring opportunities for competitive integrated employment.
4. Integrating new NIDILRR research findings into the ICDR and this workgroup where applicable.
a. Future research in transition and employment such as the value of work experience, early VR involvement, mitigating risk factors, employer perspectives, etc.
5. Integrating the work of RSA’s newly established technical assistance (TA) centers into the ICDR and this workgroup where applicable.
6. Expanding the workgroup’s focus to include STEM careers to allow for a very broad range of career pathways reflective of the heterogeneity in the population of individuals with disabilities.
7. Organizing government database sharing to create data mines for researchers.
a. Collaborating to share administrative, research, evaluation and program transition data
8. Adults and employment
a. STEM at post-secondary level for PWD
b. Focus on job retention
c. Research on factors directly relevant to challenges at work (assistive technology) and environmental factors (transportation, health, etc.)
d. In post-secondary education and related settings, there is an issue with students (varies by IDEA category) not disclosing their disability
9. Student pathways
a. Need for plain language information for families and youth with disabilities on employment 
b. Research –based business case package for employers
c. Need for seamless integration of career development along with credentialing
10. Study further into program scale-up
a. Understand how to scale-up in a broad sense.
b. Plan for scale at time of design and collect data to barriers then as well. Think about what elements are critical enough to be retained, and what can flux at scale and not damage the intervention
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1. Disability and Public Health
a. Develop and public health & disability surveillance system for people with disabilities.
b. Develop capacity at the state level with state agencies responsible for achieving health equity for individuals with disabilities.
c. Examine morbidity and mortality differences between different groups (income, ethnicity) in people with and without disabilities.
d. Infuse disability populations into federal initiatives on health and public health consistently and meaningfully. For example, the Surgeon General’s Call to Action on Walking and Walkable Communities does not include the population of people with disabilities in the goals and recommended action steps, but does refer to disability as a negative health outcome to avoid.
e. Many researchers have noted the “aging tsunami,” but aging with a (congenital or acquired) disability is an overlooked issue.
f. Delaying medical care because of cost is a problem for people with disabilities- what are the policy/program interventions that could address this problem?
2. Wellness
a. We have very little preventive provider services directed for persons with disabilities. If we are to promote maximal quality of life, health care services need to focus on prevention of worsening of sequelae for persons with disability, both for children and adults.
b. How to make sure that services needed to create a healthy life are studied. For example, gyms that support disability exercise do not exist. Especially in rural areas, people with disabilities have difficulty getting places. 
i. Presentation from the RERC on disability and exercise: http://www.rectech.org/.
c. Wellness/Disabilities Centers:
i. Not only disability centers for health care, but disability centers that allow for promotion of life quality and good coping strategies.
ii. Disability focused centers could serve as model to provide input. There are disability centers within Association of University Centers on Disabilities working on various issues.
d. Smoking, obesity, diabetes, and people with disabilities -- research on prevalence and effective interventions
e. Mental health: we have huge issues with mental health conditions that eventuate in permanent functional disabilities. We should not leave out a focus on mental health.
f. Research on health disparities and health interventions needs to focus on subpopulation differences.
g. Research is needed to identify and/or develop evidenced-based health transition programs for youth with disabilities.
h. More sophisticated research is needed to determine the impact of disparities on negative health outcomes. For example, do lower rates of cancer preventive screening among persons with disabilities result in greater rates of morbidity and mortality?
3. Family and Community Issues
a. In looking at the model, it is imperative that not only the patient is the focus of our consideration, but also the family.
i. Most people with disabilities affect family life as families are heavily involved in management and impact of disabilities.
ii. There is opportunity to utilize community outreach workers.
iii. Consider not only the caregiver, but also how disability changes family life. For example, I have a family that when child’s equipment is in the car the whole family cannot fit, so someone must stay home.
b. Support qualitative research that reflects stories of issues that people with disabilities and their families face. Really, a support of mixed methods.
i. Translation research can look at best practices into community.
4. Health Care Provider Practices
a. Cultural competency of disability among health care providers needs to be addressed.
i. Dentists and oral health professionals are not trained appropriately to work with vulnerable populations, including those with disabilities.
ii. Workforce development might correct some of the disparity-inducing behaviors of providers and public health professionals.
iii. Women’s health and reproductive health can be a problem for women with disabilities. OB/GYN and FP clinics aren’t always equipped for physical disabilities, and aren't always prepared to discuss contraception/sexual health with adults with mental disabilities.
b. Might be useful to augment secondary data analysis with primary data collection including impacts on sub-populations.
i. There has been research on health provider practices, but is usually limited to MEPS and other secondary data rather than directly with providers.
c. Focus on oral health, promoting action-focused research rather than documenting disparities.
5. Access to Health Care
a. Not having access to adaptive equipment (wheelchair, accessible technology devices) is a barrier. Where does that barrier come from?
b. Barriers to health care access often manifest as a local problem (inaccessible clinics, health care provider attitudes, transportation, etc.) but there is little research on local approaches to resolving access problems.
c. How do we measure the cost as a nation not to successfully care for people with disabilities?
6. Research and Funding
a. American Community Survey (ACS) disability identifiers in health surveys and surveillance is helpful, but disability is a complex construct. Eliminating additional identifiers/questions is premature and scientifically unsound. 
b. Research needs to untangle congenital, acquired, and disability derived from chronic conditions. Determining age of onset may help clarify this problem. 
c. Current postdoctoral training programs supported by NIDILRR are severely under-funded.
7. Emerging Issues
a. Include multiple chronic conditions, as with many persons with disabilities, as the slide show indicated, a large impact is on MCCs.
b. Environmental Sensitivity – both electrical sensitivity and chemical sensitivity.
i. Consider developing an ICDR-inspired interagency committee to address this issue.
ii. Overlaps with issue raised in brainstorming of ICDR technology committee. 


Medical Rehabilitation Research Priority Suggestions
(Handout for March 31, 2016 meeting)
Received as of 3/30/16 

Suggestion 1:

Ideas for ICDR’s Rehabilitation Research Priorities
Susan Lin, ScD, OTR/L, FAOTA

Does ICDR have a framework for conceptually mapping the different areas and types of research along the health care continuum?
If not, may I propose the following: 
OutcomesEducation 
Health & Wellness
Employment 

Body Structure 
Community Integration 
Health  Services
Body Function 
Activity 
Participation 
Environment 










WHO ICF 
For rehabilitation interventions, this framework could help different agencies identify the levels of the ICF their research addresses outcomes. (Lines and arrows are just examples)


Research Priorities:

Are rehabilitation interventions directed at the body function level effective in achieving targeted activity and participation outcomes?

Are rehabilitation interventions directed at the body structure or function levels effective in preventing/reducing secondary conditions?


Are environmental interventions for individuals receiving rehabilitation effective in preventing impairment and promoting activity and participation at the individual, community, and societal levels?


Where, when, how, and at what level (Body Structure/Body Function, Activity, Participation, and Environment) should rehabilitation interventions occur to maximize activity and participation, as well as cost-effectiveness of services?


What factors contribute to effective partnerships between consumers and rehabilitation professionals that foster and enhance participation of individuals with or at risk for disabling conditions?


Priorities adapted from: AOTA/AOTF Research Priorities for Occupational Therapy
http://www.aotf.org/resourceswlwlibrary/researchprioritiesandparametersofpractice.aspx 


Suggestion 2:

Cerebral palsy, the most prevalent physical disability originating in childhood and which affects individuals their ENTIRE life, receives proportionately lower funding that other much lower incidence conditions that start later in life. (e.g. ALS, SCI, etc.). There has never been a model system, we need extensive research in early diagnosis and early intervention to capitalize on brain plasticity, we need to understand how to address functional deterioration that begins as early as adolescence with 50% of adult experiencing a marked decline or cessation of walking by early/mid adulthood.  Mental health issues in CP have also been understudied as have social issues such as rampant un or under-employment.

Diane Damiano, NIH Clinical Center


Suggestion 3: 

DRAFT

		MARCH 29, 2016

BACKGROUND MEMORANDUM ON ICDR COMPREHENSIVE GOVERNMENT WIDE STRATEGIC PLAN ON REHABILITATION RESEARCH

The members of the Disability and Rehabilitation Research Coalition (DRRC) wish to express our sincere hope that the Interagency Committee on Disability Research (ICDR) closely examine the statutory language of the Workforce Innovation and Opportunity Act (WIOA) and propose specific plans to implement these directives in the context of developing a comprehensive, government-wide strategic plan for disability, independent living, and rehabilitation research.  This memorandum focuses on the rehabilitation research aspect of this directive with a concentration on research related to health, function and wellness.

Without further detail from the ICDR on its plan to implement the very specific statutory language below, it is difficult to offer comments that address each of these components.  Therefore, our comments directed toward health, function, and wellness must remain relatively general.  We do not believe WIOA’s statutory language requires ICDR to develop a strategic plan for the Interagency Committee.  Rather, we believe this statutory language requires the federal agencies that comprise the ICDR to develop a strategic plan that coordinates all rehabilitation, independent living and disability research currently performed—and to be performed and supported in the future—by the many agencies of the federal government.  According to the statutory directive itself, the strategic plan is supposed to be comprehensive and government-wide, and identify priorities and coordinate activities to maximize the overall federal investment in this area of research.  

It is our hope and expectation that ICDR will reexamine this statutory language and, in the near future, propose a comprehensive, government-wide strategic plan that specifically implements the directives in the statute, organized according to the statutory language that follows:


WORKFORCE INNOVATION AND OPPORTUNITY ACT
COMPREHENSIVE GOVERNMENT WIDE STRATEGIC PLAN FOR DISABILITY, INDEPENDENT LIVING, AND REHABILITATION RESEARCH

(c)(1) The Committee shall develop a comprehensive government wide strategic plan for disability, independent living, and rehabilitation research.
    (2) The strategic plan shall include, at a minimum--
        (A) a description of the--
            (i) measurable goals and objectives;
            (ii) existing resources each agency will devote to carrying out the plan;
            (iii) timetables for completing the projects outlined in the plan; and
            (iv) assignment of responsible individuals and agencies for carrying out the research activities;
        (B) research priorities and recommendations;
        (C) a description of how funds from each agency will be combined, as appropriate, for projects administered among Federal agencies, and how such funds will be administered;
        (D) the development and ongoing maintenance of a searchable government wide inventory of disability, independent living, and rehabilitation research for trend and data analysis across Federal agencies;
        (E) guiding principles, policies, and procedures, consistent with the best research practices available, for conducting and administering disability, independent living, and rehabilitation research across Federal agencies; and
        (F) a summary of underemphasized and duplicative areas of research.
    (3) The strategic plan described in this subsection shall be submitted to the President and the Committee on Health, Education, Labor, and Pensions of the Senate and the Committee on Education and the Workforce of the House of Representatives.''


I. BACKGROUND

A. CURRENT SHIFTS IN DISABILITY DEMOGRAPHICS

Demographic shifts over the next two decades indicate a substantial increase in the number of people experiencing sensory, physical, or mental impairments and the proportion of the population at risk of developing functional impairments. As a nation, we must recognize the documented trends relating to the millions of infants and toddlers who live with disabilities, the prevalence of chronic health conditions and disabilities among adults who are now in early and midlife, and the aging of the population and projections for high rates of disability among those aged 65 and over.  It is also important to recognize the significant numbers of military personnel who have returned from Iraq and Afghanistan and have sustained significant injuries, including traumatic brain injuries and amputations to which medical rehabilitation is uniquely capable of responding.

B. INCREASE IN THE NEED FOR QUALITY REHABILITATION

Concomitant with the demographic shifts regarding disability status will come a sharp increase in the need for quality medical rehabilitation and disability-related services. Significant rehabilitation research must be funded to meet demand for these services, with an emphasis on research that translates into improvements in clinical care and patient outcomes.  The federal agencies that comprise the ICDR must support efforts to develop new and more effective rehabilitation approaches, to test and evaluate the costs and benefits of current services, and to use these findings to effect programs that maximize benefits to patients. 

C. DEFINITION/SCOPE OF REHABILITATION RESEARCH

Rehabilitation research includes the development of scientific knowledge needed to restore functional capacity, minimize limitations on physical and/or cognitive functioning, and maintain or prevent deterioration of functioning as a result of an illness, injury, disability or chronic condition.  The NIH’s Blue Ribbon Panel on Medical Rehabilitation Research defined “medical rehabilitation research” as follows:

“The study of mechanisms and interventions that prevent, improve, restore or replace lost, underdeveloped or deteriorating function, where "function" is defined at the level of impairment, activity and participation according to the WHO-ICF Model.”  Blue Ribbon Panel on Medical Rehabilitation Research at the NIH, Final Report, August 31, 2012.

A standardized definition of medical rehabilitation research would not simply benefit NIH in terms of research identification, quantification, and prevention of duplication.  In fact, ICDR should consider adopting this definition across the federal agencies to standardize the meaning of medical rehabilitation research.  ICDR should also consider defining other relevant terms including “independent living research” and “disability research.”

As the definition of medical rehabilitation research suggests, the focus of medical rehabilitation is not limited to finding “cures,” but includes research that enables individuals to maximize their functional status once cure is no longer an option, and to prevent deterioration of function as well as secondary conditions. This makes rehabilitation science both unique and challenging. 

D. BARRIERS/CHALLENGES

Because rehabilitation research is focused on functional outcomes and improving or maintaining functioning as opposed to curative and disease modification strategies, it is imperative that the strategic plan address the following unique challenges:

1. Rehabilitation research has become a more mature research field over the past two decades but there is still much to know. In the past 20 years, rehabilitation research has produced significant advances for people with disabilities, yet in many areas significant opportunities remain for future research. 

2. Although rehabilitation research is emerging as a more mature research field, there are still too few researchers. The cadre of rehabilitation scientists that have developed over the past two to three decades must be nourished while new researchers must be cultivated.

3. Rehabilitation research is still too often seen as derivative of disease activity. Because rehabilitation research relies on functional outcomes as evidence, tissue and organ/system performance is not sufficient in measuring improved health and wellbeing in persons with disabilities. A holistic approach that accurately develops appropriate data to improve future rehabilitative care is often not supported. Further, the portfolio of scientific investigation too often does not reflect the language of medical rehabilitation.

4. Disability and rehabilitation research involve interactions between systems of care and interventions as distinct from disease specific and more focused therapeutic interventions. Standard clinical trial methodology is often an inappropriate way to measure rehabilitation science. 

5. Medical science has advanced significantly since the advent of clinical trials, randomization and properly calculated sample sizes, but rehabilitation-related innovations in clinical trial methodology are needed. Diagnostic-specific research does not have the wide degree of inter-patient variability as disability and rehabilitation research. Defining and measuring the active ingredients of many complex treatments delivered by skilled professionals poses greater challenges than presented by molecular agents. 

6. Fragmentation of rehabilitation research is a significant problem. Rehabilitation science remains somewhat isolated from many relevant mainstream scientists. 

7. There is a lack of outcome measures for use in rehabilitation research, as well as rehabilitation practice.  While health care payers are moving toward coverage and reimbursement of services based on outcomes, medical rehabilitation is so diverse that significant research activity is required to identify and refine sufficient measures to understand the impact that rehabilitation has on patient outcomes.


II. GUIDING PRINCIPLES

The components of the strategic plan relating to rehabilitation research must:

1. Be consistent with the recommendations made in the report issued by the Blue Ribbon Panel on Medicare Rehabilitation Research at the NIH, including the definition of “medical rehabilitation research.”
 
2. Be consistent with the impending Rehabilitation Research Plan being developed by the NIH and led by the National Center for Medical Rehabilitation Research (NCMRR).  This report will update NIH rehabilitation research priorities which have not been formally updated since 1993.

3. Identify current rehabilitation research activities conducted or supported by federal agencies across all aspects of rehabilitation research (including studies of body structure/function deficits, activities, participation, capacity building activities, treatment and service effectiveness research) so that the gaps in the continuum of research and the magnitude and trends in rehabilitation research across federal agencies can be monitored, catalogued, and tracked, including a focus on the extent to which such research is consistent with the World Health Organization-International Classification of Function, Disability and Health (WHO-ICF) model.

4. Identify potentially synergistic research. Coordination in this field of rehabilitation research is essential because:

· Rehabilitation research is not organ or disease specific;
· Rehabilitation research is cross-cutting and many agencies should be involved in the conduct and support of rehabilitation research;
· Rehabilitation needs affect people across the lifespan from infancy to old age; and 
· Societal, environmental, behavioral and biomedical interventions are required to prevent and treat persons with disabilities and chronic conditions involving all service sectors (medical, education, vocational rehabilitation, community and independent living).

5. Support clinical/translational research in addition to basic/fundamental research across the domains of rehabilitation science, funding training of rehabilitation researchers, and require collaborations among a variety of disciplines.

6. Recognize that research involving care delivery systems, coordination of care or case management, transitions of care, large database outcomes, and health economics all play a part in improving the function and health of people with disabilities. 

7. Recognize the plethora of outcomes and outcome metrics of rehabilitation. 

8. Recognize that improving the design and methodology of clinical trials is important, but so too is recognizing the contribution of other rehabilitation-relevant study designs; e.g. single-study, case-series, observational studies, and pragmatic trials.

9. Define the characteristics of those who most benefit from the various forms of post-acute rehabilitation that are currently being implemented and urge funding agencies to provide resources for this purpose.

10. Substantially increase funding for all aspects of rehabilitation research across the continuum of translational research and the World Health Organization—International Classification of Function, including basic research and early phase clinical trials. 

11. Describe action steps for the coordination of rehabilitation research conducted or supported by federal agencies, including:

· Co-writing RFAs and RFPs with or without dedicated funding;
· Co-writing funding opportunities for training;
· Addressing the World Health Organization-International Classification of Function, Disability and Health (WHO-ICF) domains;
· Planning and organizing conferences to identify opportunities with advocacy groups and interested agencies; and,
· Avoiding duplication of efforts.

12. Facilitate the establishment, expansion and improvement of existing databases on rehabilitation research to better delineate the research portfolio.

13. Recognize that at present, rehabilitation services are inconsistently distributed among the U.S. population. Particularly at risk are minority, rural, and pediatric populations. In addition these populations are often excluded from research protocols either by default or purposefully. Proactive efforts are needed to better understand the rehabilitative needs of these populations and the best ways to address disparities in research and treatment for them. 

14. Use technology as a means of diversifying an array of interventions and improving access to care.  


III. PRIORITIES, IN GENERAL

1. Future research priorities, within the context of the organization and financing services and supports for persons with disabilities, should include efficacy of treatment and access to care.  Other important areas include health disparities, comparative effectiveness research, quality measurement, quality of life, and risk adjustment methodologies.

2. Both NIDILRR and NIH have invested in the development of measures of societal participation and several reliable and valid instruments are now available.  It is time to turn our attention to evaluating interventions targeting improved participation for people with disability, using these instruments as dependent outcome measures in clinical trials.

3. Rehabilitation research focuses largely on restorative strategies. In contrast, less attention has been devoted to strategies that could prevent the development of disability and/or forestall the progression of disability in degenerative conditions. A wide array of wellness and lifestyle strategies such as exercise and diet exist which could address these preventive goals. However insufficient resources are currently devoted to research exploring these promising measures. 

4. Sociodemographic influences, self-management strategies, and challenges on caregivers are critically important issues for research.  Wellness and the impact of lifestyle choices, including adaptive fitness, require additional emphasis.


IV. SUBTANTIVE PRIORITIES

1. Substantive research priorities including behavioral adaptation and whole body response to disability, assistive technology, measurement, treatment effectiveness and information transfer. These areas include translational research, basic research to advance rehabilitation, and neuroplasticity and adaption of tissue in response to activities and the environment.

2. Substantive priorities also include better understanding of human movement, locomotion, cognition, and rehabilitation biologics such as stem cell and gene therapy treatments. 

3. The study of plasticity of tissues, including nerve regeneration and brain remapping following spinal cord or brain injury, should be rehabilitation research priorities.  In addition, appropriate dosing of medical rehabilitation interventions cuts across the research portfolios of ICDR research agencies and is a major area of opportunity for individuals with injuries, illnesses, disabilities and chronic conditions. 

4. Co-funding arrangements that allow leveraging of existing research infrastructure for intervention trials should be pursued.  For instance, NIDILRR-funded networks such as the SCI and TBI Model Systems provide useful infrastructures for subject recruitment and collection of certain core variables, but lack sufficient resources to mount treatment trials. Thus, other funding entities could cooperate with NIDILRR in this way. 
 
5. Support of continued development of systems for defining and classifying non-drug rehabilitation interventions so that meaningful treatment data can be incorporated into administrative databases in the future for "big data" analysis (as compared to "hours of PT" which is about as sophisticated as such data are at present).

6.  The high need for rehabilitation professionals makes it difficult to recruit them for research careers instead of clinical practice or academia, thus the need for continuing funding for early career scientists.

7. Transportation, universal design, and seating/positioning are important research topics because they are key to the overall health and health related quality of life of individuals with mobility and sensory impairments.

8. Research and development of minimal design standards related to disability health technology and health program access are needed, as well as research and development on disability emergency management solutions across environments.


V. CONTIUOUS IMPROVEMENT—PROGRESS REPORTING

The strategic plan should include requirements for the preparation and submission of an annual progress report and updates periodically to measure the pace of implementation.  Such progress reports should:

1. Summarize the current rehabilitation research activities conducted or supported by the federal agencies, the opportunities, needs, and an agenda for additional research (including cutting edge research opportunities), and priorities for such research.
 
2. Identify coordination activities that are carried out among agencies of the federal government to improve existing databases on rehabilitation research, including:

· Growth of the overall level of rehabilitation research across the federal government; 
· Growth of new investigators in rehabilitation research across the federal government; 
· Growth in the number of grants co-funded by ICDR agencies; and,
· Growth in the number of “topping off” grants, i.e., the use of funds to support an aspect of a research project at another agency that would otherwise go unfunded.

3. Describe and evaluate the progress made during the preceding year in rehabilitation research conducted or supported by federal agencies, including growth in the number of published Funding Opportunity Announcements, success rates, societal and clinical relevance by addressing gaps in the continuum of translational research and the WH0-ICF framework.

4. Identify the number of dedicated personnel and budget expenditures earmarked for rehabilitation research in the aggregate, by each agency, and funds spent in coordination among federal agencies. 

5. Describe and analyze the capacity of rehabilitation scientists to perform rehabilitation research, whether research funding streams are adequate to grow the cadre of research scientists, and measure the professional status of scientists with disabilities among federal agencies and an identification of problems and barriers regarding professional advancement.

6. Describe and analyze the number of people with disabilities who are engaged in the design and implementation of research studies in order to gauge the level of patient-centeredness of the rehabilitation research activity.

7. Specify revisions, updates, and improvements to the strategic plan. 
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