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Interagency Committee on Disability Research (ICDR)

Executive Committee Meeting

Potomac Center Plaza, 10th Floor
550 12th Street, SW
Washington, DC 20202

Friday, November 20, 2015
8:30 a.m. - 1:30 p.m.
Meeting Participants 
Leadership:
· John Tschida, ICDR Chair, National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR), Administration for Community Living (ACL), U.S. Department of Health and Human Services (HHS)
· Kristi Wilson Hill, Executive Director, ICDR, National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR), Administration for Community Living (ACL), U.S. Department of Health and Human Services (HHS)
Participants: See Appendix A 
Meeting Purpose:  
· Consideration of potential synergies, common ideas, and resources;
· Deliberation on which ideas warrant further development as a part of the ICDR strategic planning process; and
· Initial work to draft measureable goals and objectives, timetables, needed resources, and key responsible individuals/agencies.
Welcome and Introductions
John Tschida, ICDR Chair, thanked attendees for joining the meeting and invited all to introduce themselves.
Discussion: Government-Wide Inventory (GWI)
Daofen Chen, PhD, National Institute of Neurological Disorders and Stroke (NINDS), National Institutes of Health (NIH)
Harvey Schwartz, PhD, Agency for Healthcare Research & Quality (AHRQ)

The main question the GWI group is working to solve, is whether the ICDR should “piecemeal” a database system together by:
1. Leveraging existing databases, and a specific set of key terms; or
2. Building a new portal, focused on a specific domain of research, utilizing a template database. 

Dr. Daofen Chen discussed the potential of using the Federal RePORTER as the WIOA-mandated searchable government-wide inventory for the ICDR. The charge of WIOA defines that the government inventory must focus on disability and rehabilitation. GWI leadership have done some preliminary testing of the Federal RePORTER. With Star Metrics as the technical backbone of the database, as well as the highly efficient Query, View and Report (QVR), Chen believes RePORTER could become an extremely powerful resource over time, as more agencies’ materials are added.

Several participants inquired about the Autism research database that the Office of Autism Research Coordination (OARC) is currently working on. OARC Director, Dr. Susan Daniels, explained they built their database by expanding on an existing prototype. That template is similar to the structure of the Federal RePORTER, and they’ve received both agency and private sector buy-in. She noted that it’s helpful to have either a contract, or a steady stream of staff to work on the database, as they must accommodate agencies’ different funding timeframes.

Daniels noted that they categorize their research according to their specific strategic plan. Dr. Alison Cernich suggested that the ICDR also create an internal categorization—rather than pull together too many sets from varying agencies, then develop the system similar to the Federal RePORTER.

OARC agreed to give the ICDR more information about the development of their database, as requested.
Discussion: Employment & Education Working Group (EE)
Cherise Hunter, PhD, U.S. Department of Labor (DOL)
Cassandra Shoffler, Rehabilitation Services Administration (RSA)

Current Problem Statement Topics: 
· Transition
· Development of Evidence-Based Practices and Scale-Up
· Career Pathways and the Participation of Individuals with Disabilities

The EE working group held two meetings, and conducted two surveys to determine their current three problem statements. After the Nov. 4th and 5th stakeholder webinars, evidence-based practices were identified as the most popular choice among their statements, while scale up was considered low priority. However, leadership believes that focusing on career pathways could actually address all three statements, and has the potential to emphasize aging and employment—a topic their survey results revealed was not typically considered.

Career pathways is mentioned 21 times in WIOA—there are many career pathways programs in operation, but there’s not much evidence of their effects, and the varying populations they can help. Other than DEI and an OSERS grant, disability is usually not the main focus of these programs. Dr. Cherise Hunter noted that career pathways could be the ICDR’s niche for a domain of research. 

David Keer (CIP) noted that HHS recently published proposed regulations for Centers for Independent Living (CILs). This proposal adds a 5th expanded role to CILs, which includes providing transportation assistive services for youth to educational and community settings. There’s a synergy between the Community Integration & Participation Group, as well as the Assistive Technology & Universal Design working groups that could be capitalized on. Keer (CIP) suggested the ICDR create an integrated strategy for CILs that could be adopted and adapted by other organizations.

Tschida concurred that many synergies lie within employment; it would be a positive domain to invest in. He also emphasized that research done within the confines of the strategic plan does not fall within the NIDILRR-research stream.

Dr. Kathy McCoy (AT-UD) suggested building upon the work NIDILRR and other agencies are working on. To carry out this, Dr. Harvey Schwartz (GWI) noted that a concrete definition of “career pathways” needs to be established as agencies have varying ideas of what career pathways are.
Discussion: Assistive Technology & Universal Design Working Group (AT-UD)
Kathy McCoy, PhD, National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR)

Current Problem Statement Topics:
· Accessible, Usable, and Interoperable Health Information Technology: Health, Wellness, and Information Access
· Building Capacity
· Economics of Assistive Technology (AT) and Universal Design (UD)

The AT-UD working group held two meetings, and distributed two surveys to its participants, which included federal representatives, academics, advocates, and private sector personnel. The group initially had 12 problem statements which they grouped, and pared down into application and crosscutting areas.

In September, the ICDR Committee on Assistive Technology held the successful Accessibility & Usability in Health Information Technology (AHIT) State of the Science, which garnered much attention on health IT. However, the other two statements concerning building capacity and the economics of AT and UD proved to be just as significant to the working group members. McCoy noted that integrating the three problem statements to support accessible health IT could be a viable direction of work. The time is right for thinking about health IT, and the disability and aging communities need interoperable systems. She also recognized the synergy between assistive technology and those involved in health disparities work.

Chen (GWI) noted that utilizing personalized data is imperative in today’s ever-changing tech landscape. If the Federal RePORTER was adopted by the ICDR, it could be a driver for harvesting assistive technology themes. Karen Lohmann Siegel, representing Veterans Affairs (VA), concurred, also adding that platforms change constantly. The ICDR could do technology research based on integrating personalized information into convertible devices. 

Tschida suggested that engaging with the private sector is imperative. Right now, companies are starting to design their products with compliance in mind, but are not creating products with advanced accessibility. The government must engage with high profile private sector companies, such as IBM and Apple, on disability research. Cernich emphasized making the business case for accessibility and health IT, and proposed convening a meeting with private industry to see how they might be able to solve an issue, or fund research.

With approaching the private sector in mind, Schwartz (GWI) explained that federal entities must enforce a thorough set of data collection items focused on people with disabilities. Assistive technology and its promotion, requires big data—a research area that is currently lacking. The ICDR could potentially develop a set of survey items to provide the field with meaningful use statistics.
Discussion: Community Integration & Participation Working Group
Dawn Carlson, National Institute on Disability, Independent Living, and Rehabilitation Research (NIDILRR)
John Hough, DrPH, Centers for Disease Control and Prevention (CDC)
David Keer, Retiree (Formerly with NIDRR)

Current Problem Statement Topics:
· Housing - First Ingredient for Community Integration
· Longitudinal Data Collection on Targeted Populations 
· Methods for Scaling Up Community-Level Interventions with Demonstrated Efficacy
· Evaluation of Outcomes Associated with Services Provided by Centers for Independent Living
· Optimizing Community Integration and Participation Outcomes through Managed Care Services and Barriers Associated with Consumers’ Receipt of Medicaid Long Term Services and Supports

The CIP working group facilitated all problem statement deliberation via email with around 20 participants. Approximately 70 different ideas were generated. As the group’s theme covers a wide range of areas, Dawn Carlson narrowed down discussion into eight, and then to five problem statements through a voting process.

The first challenge was to understand what community living is. Some members focused on the community vs. institution issue and some focused on community integration. John Hough noted that their working group’s goal was to think through systems change, and integrating people with disabilities in all community settings. In regard to housing, the Olmstead Decision, which requires states to eliminate unnecessary segregation, and to ensure that persons with disabilities receive services in the most integrated setting appropriate to their needs, establishes the policy basis for system change. Factors limiting access to housing may include discrimination and cost of home modifications. However, there are also gaps in housing data. HUD does not use the disability six question set, in its surveys. Big data, in particular, focusing on people with disabilities and their housing situation, is imperative to find a solution for a lack of community integration.

Keer also emphasized the importance of longitudinal data for understanding the community needs of people with disabilities. Both children and adults should be evaluated over a span of time—this specialized information could potentially lead to better employment, housing, and recreational opportunities. Keer suggested the ICDR create a standardized, minimum data set that could be adopted by relevant agencies and organizations. The NIDILRR Model Systems program is an example of how such a data set could be created and managed. 

As for providing community services, there is no uniform methodology, but Carlson mentioned that NIDRR used to fund a research and training center that could be used as a template for the ICDR to build from. Working with CILs could also be a viable form of research, as WIOA legislation now focuses on the transition of youth from education to employment settings. The crosscutting theme of assistive technology also fits in with CIP-related work.

Hough believes managed care and long term services and supports (LTSS) could be the most beneficial work for the ICDR, as they’re ripe with interagency opportunities—it could potentially invoke participation from the Centers for Medicare and Medicaid Services (CMS). There’s also a considerable amount of policy interest in this theme, as it demonstrates the correlation between economic and health outcomes.

Schwartz (GWI) concurred with investing ICDR time on managed care. He suggested examining community integration and the medical health home initiative from a longitudinal perspective. Hunter (EE) expanded on longitudinal data. If the ICDR can get an agency to take the lead to organize funding, leadership could develop a national disability outcomes data set to be released on a scheduled basis. Hough noted that even though everyone wants it, getting funding for expensive longitudinal data is challenging. 

Cernich also noted that in many instances, data is needed to receive approval for assistive technology marketing. Devices designed to assist in community inclusion don’t always qualify for insurance reimbursement, as the disability community was not surveyed properly. This limits access to new technology. She suggested the ICDR hold workshops to educate researchers on thoroughly surveying and interviewing people with disabilities to ensure developers can address CMS reimbursement requirements. 

Carlson mentioned using social media as a less involved way for mining data on the demographics of people with disabilities. The ICDR could develop a methodology for surveying target groups with social tools.

In closing, Hough proposed creating an “ICDR Methods Laboratory”. With regard to all ideas mentioned in discussion, ICDR membership could look into collecting the best methods for surveying in the disability and rehabilitation fields.

Discussion: Health & Wellness Working Group (HW)
Current Problem Statement Topics:
· Health Preventative Services
· Health and Surveillance
· Health Disparities and Interventions for Persons with Disabilities
· Health Care Access and Quality

HW leadership developed their four problem statements after email exchanges with their working group. HW leadership could not be in attendance for the Executive Committee meeting, so participants made the following comments concerning their statements:

Schwartz (GWI) noted that “patient safety” is imperative to the fourth statement on health care access and quality. There’s also the opportunity to reach out to the Health Resources and Services Administration (HRSA) to support cultural competency in health care.

Cernich described CDC’s work in preventative services. In addition, she suggested that the group focus “wellness” on access. People with disabilities need access to community, social activities, fitness, etc. This lends itself to assistive technology and community integration work. There could be a crosscutting initiative for specific populations.

Schwartz (GWI) suggested the ICDR address the structural/environmental barriers of health facilities. There’s limited evidence-based, peer reviewed literature on the accessibility of primary care physicians’ offices. Not just in terms of the geographical location of facilities, but also in terms of the exam room, scales, equipment, etc. CDC, the National Science Foundation (NSF), and NIH could be potential contributors to this kind of research.

Adjournment

Action Items
	Action Item
	Responsibility

	Finish problem statements + action plans, and turn in to New Editions on Jan. 5, 2016
	Working Group Co-Chairs



Appendix A
Statutory Members and Working Group Co-Chairs
· Dawn Carlson, NIDILRR
· Daofen Chen, PhD, Extramural Research Program, National Institute of Neurological Disorders and Stroke
· Susan Daniels, PhD, Office of Autism Research Coordination, NIMH
· John Hough, DrPH, National Center for Health Statistics, CDC
· Cherise Hunter, U.S. Department of Labor
· David Keer, Retiree (Formerly with NIDRR)
· Kathy McCoy, PhD, NIDILRR
· Harvey Schwartz, PhD, Agency for Healthcare Research & Quality, U.S. Department of Health & Human Services (HHS)
· Cassandra Shoffler, Rehabilitation Services Administration
· Mohammed Yousuf, U.S. Department of Transportation
NIDILRR Staff
· John Tschida, Director, NIDILRR, Administration for Community Living (ACL), U.S. Department of Health and Human Services (HHS)
· Kristi Wilson Hill, PhD, Deputy Director, NIDILRR, Administration for Community Living (ACL), U.S. Department of Health and Human Services (HHS)
Speakers and Others
· Karen Lohmann Siegel, Veterans Affairs
· Julianna Rava, Office of Autism Research Coordination, NIMH
New Edition’s Consulting, Inc. Staff
· Betsy Tewey, Vice President
· Cherie Takemoto, MPA, Project Director
· Rachel Saenz, Standing Committee Coordinator
· [bookmark: _Appendix_B]Robin L. Toliver, Conference Manager
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