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Assistive Technology & Universal Design Problem Statements

Problem Statement 1: Accessible, Usable, and Interoperable Health Information Technology: Health, Wellness, and Information Access (Potential for Collaboration with Health and Disability ICDR Committee)
The Affordable Care Act has spurred the development of person-centered health information technology (HIT). Though a large population of users of HIT is people with disabilities and older adults, many HIT systems, including “apps”, EHRs, PHRs, telehealth, and kiosks, are not accessible and/or usable, nor is the industry utilizing current knowledge about universal design. Need to research benefits for clinical, home and community-based service delivery systems. There is a need to apply accessibility standards to health IT and introduce vendors to automated testing/evaluation tools.  Research is needed on all aspects of accessibility in health IT physical design as well as interface. One expressed need is for the ICDR to promote, sponsor, or assemble a repository of education materials and best practices. This resource could provide examples (back end and front end) of health IT accessible designs.
 
Problem Statement 2:  Building Capacity
Includes research, as well as practice; academia as well as industry. Integrate accessibility and disability into standard curriculum for engineers/developers/designers and health workforce.  Create scalable course materials. Promote accessibility hackathons.  Follow the newly forming certification program of the International Association of Accessibility Professionals (IAAP).  Explore possible certification of VR assessment and intake specialists. Also, develop best practices for training workforce with disabilities.  Need to use people with disabilities as decision makers in AT process. Build a Community of Practice with researchers of different disciplines. This area may utilize techniques such a DIY (Do It Yourself), 3-D printing, and crowd-sourcing. This area would involve interesting researchers from diverse fields into accessibility (e.g., computer vision, natural language processing).

Problem Statement 3: Economics of Assistive Technology (AT) and Universal Design (UD)
The Committee expressed interest in gathering hard data on the economics of universal design and AT, including policy research and development. It’s a branch of the sociology of technology that is needed for sustainability. We need to contemplate the possibility that the Quality of Life and benefits to consumers may be great, but comes at a price to consumers, providers, and taxpayers. Need to counter current misinformation about the cost of accessibility with data that shows real costs and real benefits. Show that it is beneficial to incorporate accessibility at the start of design rather than introduce AT at the end of development. Economic research is needed to make business case for accessibility. Consider tax incentives for providing accessibility. Consider universal design in housing. Stress the aging population and how the demand for accessibility will increase. Document the positive feedback loop of improved accessibility in overall customer experience. Also, what is the total social cost of inaccessibility? Inaccessibility is very expensive!



Employment & Education Problem Statements

Problem Statement 1: Transition
Many students, youth and adults with disabilities continue to face challenges as they transition from school to post-school activities, including post-secondary education and employment. These individuals often have lower graduation rates, lower postsecondary enrollment rates, and higher unemployment rates than peers without disabilities. There is a need for evidence-based practices to guide programs and services for youth and young adults as they transition from the educational system to the workplace. Promising areas for future research include workplace learning, career planning, early vocational rehabilitation involvement, mitigating risk factors, employer perspectives, and disclosure of disability.

Problem Statement 2: Development of Evidence-Based Practices and Scale-Up
Evidence-based practices are only useful if they result in improved outcomes when implemented in real-world settings. Research in disability employment should produce evidence-based practices that are successful at scale-up. Federal priorities in disability research should encourage researchers to: 1) develop evidence-based practices, 2) conduct research in how to bring promising evidence-based practices, interventions, and programs to scale, 3) incorporate principles of implementation science, and 4) plan for scale early in the research design process.

Problem Statement 3: Career Pathways and the Participation of Individuals with Disabilities
Career pathways are an approach to workforce development that increases the number of adult workers in the U.S. who gain industry-recognized and academic credentials necessary to work in jobs that are in-demand.  Career pathways structure intentional connections among employers, adult basic education, support service providers, occupational training, and postsecondary education programs. There are many career pathways efforts are underway with limited information on how to study career pathway participants with disabilities.


Health & Wellness Problem Statements

Problem Statement 1: Health Preventative Services 
There is limited preventive health care and services to promote optimal health and wellness, and avert worsening of sequelae for children and adults with disabilities. Across the healthcare continuum, integrated approaches are needed to simultaneously address the many risk factors and conditions, as well as the medical, functional and societal limitations including determinants that influences the health and wellbeing of persons with disabilities.

To effectively and equitably address the disparities in the continuum of care, cross-cutting and integrated strategies can include (1) epidemiology and surveillance for early detection and prevention or to inform needed programs, (2) environmental and community approaches to promote health, support healthy behaviors, including wellness centers to promote healthy lifestyles and (3) intervention that reduces barriers to care and improve the effective use of clinical and preventive services for persons with disabilities. This also means increasing full participation in the community, by reasonable modifications of policies, practices, and procedures.

Some additional related examples:
· Health promotion and wellness facilities that facilitate healthy living, optimal functioning and effective coping strategies.
· 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. 
· Need for behavioral health and mental health services
· Need for evidence-based health transition programs for youth with disabilities
· Research on disparities and health outcomes among persons with disabilities with poorer outcomes

Problem Statement 2: Public Health and Surveillance
There is a need for better surveillance methods or tools in public health to measure and track prevalence of disabilities and untangle congenital, acquired, and disability derived from chronic conditions. The American Community Survey adopted disability identifiers are helpful, however; since disability is a complex construct, additional identifiers are needed to inform research and promote scientifically sound interventions. Public health and policy professionals need to consider initiatives that will help reduce disability-related health disparities. 

Other related issues:
· 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.
· Examine morbidity and mortality differences between different groups (income, ethnicity) in people with and without disabilities.  
· Many researchers have noted the “aging tsunami,” but aging with a (congenital or acquired) disability is an overlooked issue.
· Address the issue of multiple chronic conditions in persons with disabilities

Problem Statement 3: Health Disparities and Interventions for Persons with Disabilities
Individuals with disabilities experience significant health disparities compared to the non-disabled population. Despite the documented need, the focus on health disparity issues within the disability population is limited and often ignored. Racial/ethnic minority groups experience higher rates of health disparities compared to their non-disabled peers of the same race and ethnicity. Certain sub-types of disabilities contribute more to the disparity depending on the type of variable. Research on health disparities and health interventions needs to focus on subpopulation differences. Categorical, functional, and social approaches to addressing disabilities will have major implications for addressing disparities.
1. Develop capacity at the state level with state agencies responsible for achieving health equity for individuals with disabilities.
2. Adopt a social determinants approach to addressing health disparities. Integrate family and community issues into the intervention framework model.

Problem Statement 4: Health Care Access and Quality
There is ample evidence of the barriers to healthcare and quality care, experienced by persons with disability. In general, interventions addressing disparities in healthcare and quality for persons with disabilities, fall short of environmental and contextual factors, makes unrealistic assumptions about equity in structural accessibility, access to resources, and cultural sensitivity. This results in reduced participation among persons with disabilities, especially those with multiple chronic conditions.

Some additional related examples:
· Not having access to adaptive equipment (wheelchair, accessible technology devices) is a barrier.
· Delaying medical care because of cost is a problem for people with disabilities- what are the policy/program interventions that could address this problem?
· 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.
· Develop a cultural competency model for addressing healthcare 
· How do we measure the cost as a nation not to successfully care for people with disabilities?



Community Integration & Participation Problem Statements

Problem Statement 1: Housing - First Ingredient for Community Integration
Outcomes related to community integration are directly associated with the availability and quality of housing resources for persons with disabilities.  How might investigators evaluate and measure the characteristics of housing stocks at both community and population levels?  To what degree does discrimination constitute a barrier to obtaining satisfactory housing?

Developing a research portfolio on the relationship between housing and community integration should induce the resources and cooperative participation of the Department of Housing and Urban Development, Office of Policy Development and Research.  Investigating outcomes associated with enforcement of the 1999 Olmstead decision, toward ensuring that persons with disabilities receive housing and other services in the most integrated setting appropriate to their needs, should induce the involvement of the Department of Justice, Office of Civil Rights.  Surveying persons with disabilities about their degree of need for home modifications, financial assistance for housing, and preferences for specific locations or types of housing units all represent worthwhile investigations within this category of a forthcoming research portfolio.

Problem Statement 2: Longitudinal Data Collection on Targeted Populations
Very little is understood about whether system-level interventions among persons with intellectual or psychiatric disabilities or traumatic brain injury actually generate any beneficial effects on self-determination, social inclusion, participation, quality of life, or employment.  Such constructs and outcomes are difficult to quantify.  Evaluating such outcomes generally requires data derived from longitudinal observations of individuals or a cohort who receive either formal, informal, or no support services.  For example, persons having sustained TBIs earlier in their lives are apparently enjoying longer lifespans while continuing to experience the effects of their injury.  In many ways, long-term survival from TBI now imitates life lived with a chronic disease such as cancer or diabetes.  

It might be worthwhile to expand existing research programs focusing on TBI from the foundational viewpoint of the direct effects of such injuries on the brain, cognition and personality, into a broader viewpoint that investigates the effect of living with TBI on individuals within a community, and in that community itself.  Research related to longitudinal data collection among persons with intellectual or psychiatric disabilities would incorporate investigation into “best practices” or methods for identifying and following specific persons with specific types of disabilities.  Such methods would have to address persons who are both enrolled in formal service delivery systems, as well as those who receive either informal or no services and who therefore might be difficult to track and follow longitudinally, but whose experiences contribute to overall community-level outcomes. Nevertheless, convening and maintaining a true longitudinal cohort of such persons would be expensive and difficult; enrollment in another large-scale federally-sponsored longitudinal cohort, the National Children’s Study, had to be closed in 2014 because of cost overruns.  Therefore research on the longitudinal benefits of community integration might emphasize alternate statistical approaches, such as modeling community-level inputs and outputs among members of a “virtual cohort.”

Problem Statement 3: Methods for Scaling Up Community-Level Interventions with Demonstrated Efficacy
The results from several decades of NIDRR-sponsored research, particularly generated by the RRTC and RERC programs, have been very impressive in demonstrating the usefulness and general efficacy of interventions or programmatic initiatives, but generally only among individual clients or small cohorts of study participants.  Very little is understood about the differential effects of specifically targeting of interventions to or among individuals, health care practitioners or disability service providers, or at the community at-large, and whether combining targeted interventions yields greater effects than one intervention alone.  In the new era represented by specifically incorporating “Independent Living” concepts into NIDILRR’s mission, rather than testing or demonstrating previously-evaluated interventions at the cohort level, it might be worthwhile and necessary to test and demonstrate methods for scaling up those cohort-level interventions that might work best or generate the most favorable outcomes at the community level.  It will be important to identify and measure the most efficient strategies for scaling up small-bore interventions into large-caliber community interventions.  

For example, research results recently generated by one RRTC demonstrated that persons with disabilities who are employed respond with high degree of sensitivity to the specific characteristics of coverage within their employer-sponsored health insurance packages, even inducing “job mobility” or job changes among such employees seeking to maximize their health insurance benefits.  How could these effects be similarly demonstrated at the national or population level?  Could interventions targeting large numbers of employees with disabilities, such as awareness about health insurance coverage gaps, change employer or employee behaviors, be associated with improved outcomes in community integration?  “Scaling up” is broader than simply increasing service volume or inputs to accommodate a larger number of clients.  Instead, scaling up requires understanding community dynamics, the differential presence of barriers and facilitators in each community, and priorities expressed by persons with disabilities in specific types of communities, such as rural communities.

Problem Statement 4: Evaluation of Outcomes Associated with Services Provided by Centers for Independent Living
Problem Statement: Few can question the intrinsic value of services offered by Centers for Independent Living (CILs), nor their role in bolstering disability rights and self-determination.  Nevertheless, little is understood about the net impact of specific types of services and delivery methods utilized by CILs on behalf of individual patients and clients when assessed at the community level.  What does work at CILs?  What does not work well at CILs?  Should services with only a low level of demonstrated efficacy be provided by CILs optionally or according to client preference?  What is the untapped potential of CILs to deliver health and social services not adequately delivered by other types of personnel or agencies?

As with any business organization or entity, it would be worthwhile to clarify those management practices that enhance the operation of CILs, which are highly-specialized business organizations offering services for both hidden and visible clients.  How might CILs better induce clients who had not previously participated in CIL programs to enter the facility and receive optimized services?  If clients express satisfaction with the receipt of specific services, such as job coaching, housing assistance, or legal counseling, how can such services be streamlined in order to provide them for a larger proportion of clients within a community?
Problem Statement 5: Optimizing Community Integration and Participation Outcomes through Managed Care Services and Barriers Associated with Consumers’ Receipt of Medicaid Long Term Services and Supports
During the last decade, Congress has debated whether to require the states to expand their Medicaid-sponsored Long-Term Services and Supports (LTSS) programs.  Although generally supportable in theory, expanding LTSS programs presents many practical difficulties.  For example, states have an incentive to deliver LTSS programs on a contractual basis, often through managed care companies which quantify each capitated service they deliver but without paying attention to the longer-term negative or positive outcomes of delivering such a service at the community level.  Managed care systems have a reputation for delivering services at only a the minimum level, such that a worthwhile line of investigation would be into the detrimental effects of managed care systems on outcomes associated with health, employment, or community integration.  Then, there might be beneficial aspects or outcomes associated with delivering health and social services in managed care environments, which might contribute over time to improvements in community integration and peoples’ degree of participation in their communities.  Additionally, among persons with some types of disabilities, for example intellectual disabilities, and among the states, there can be broad differences in the types or intensities of LTSS services delivered, and unfortunately a lot of variability in the depth and quality of data collected and reported about services and outcomes.    Investigating this problematic breadth or even divergence of types of LTSS provided by the states would be very important and timely.  Improving data quality and accessibility to transparent data about LTSS services provided would be of paramount interest. 

How might managed care systems be engineered to deliver the potentially beneficial outcomes, without delivering undesirable or unsatisfactory outcomes, particularly when evaluated at the level of communities?  At the level of the community or population, it would be important to support investigations into the delivery and receipt of specific types of services typically offered by managed care providers or schemes.  For example, providing an assigned, qualified Personal Care Assistant for clients in Medicaid Long-Term Services and Support programs, which are typically delivered by managed care organizations, represents a quantifiable intervention whose effects could be measured.  What might be the characteristics of a Personal Care Assistant intervention in the managed care environment that not only enable clients to handle their own hygiene and utilize transportation to get to their job, but also contribute to enhanced quality of life and reductions in poverty?

Methods for estimating the size of unserved or underserved populations would be essential, too, in order to demonstrate that Medicaid LTSS providers are making services available to all potential clients, not just those easily identified by appearing on other types of service rosters.

For your reference:
The following links will bring you to resources that you may find helpful as you review and consider the above problem statements.

1. Re: Problem Statement # 1 on Housing: “Discrimination in the Rental Housing Market Against People Who Are Deaf and People Who Use Wheelchairs” http://www.huduser.gov/portal/publications/fairhsg/hds_disability.html
2. Re: Problem Statement # 1 on Housing: “A Picture of Disability and Designated Housing” https://www.huduser.gov/portal/publications/mdrt/disability-designatedHousing.html  
3. Re: Problem Statement # 2 on Longitudinal Data Collection: “National Children’s Study Working Group Advisory Committee to the Director, Final Report, December 12, 2014” http://www.nih.gov/about-nih/who-we-are/nih-director/statements/statement-national-childrens-study
4. Re: Problem Statement #5 on Medicaid LTSS, Congressional Budget Office “Glossary of Terms Related to Dual-Eligible Beneficiaries of Medicare and Medicaid” https://www.cbo.gov/publication/44309
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