Community Integration and Participation Problem Statements
Problem Statement 1: Housing - First Ingredient for Community Integration

Problem Statement: 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

Problem Statement: Very little is understood about whether system-level interventions among persons with intellectual or psychiatric disabilities 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
A forthcoming research portfolio 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: Efficacy of Interventions Designed to Improve Community Integration and Participation
Problem Statement: These cornerstone “Four E-Words” substantially influence the conduct of research on community integration and participation: Efficacy, Efficiency, Effectiveness, and Evaluation.  Unfortunately, to date very little is understood about the very first concept, Efficacy, when considering community-level interventions.  What works?  What interventions work best and among the greatest number of patients or clients?  Are there gradations or degrees of efficacy of certain interventions among persons with specific types of disabilities?  Should interventions with low efficacy be jettisoned?
Formal investigation is needed into “Intervention Efficacy.”  Generally, there is demand for research into the efficacy of services and supports provided by actual Centers for Independent Living; although well-meaning, some CIL-delivered interventions might not be efficacious, either at the level of the individual client or his or her own community.  Specifically, there is expanding need to understand the prioritization of services typically delivered within the CIL umbrella, in order to maximize inputs for the highest-priority or most efficacious services.  For example, it would be worthwhile to quantify whether such services as housing assistance, peer counseling to enhance self-determination, or employment assistance have differential effects on overall community integration.
Problem Statement 4: Methods for Scaling Up Community-Level Interventions with Demonstrated Efficacy

Problem Statement:
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.  Moreover, 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 5: Optimizing Community Integration and Participation Outcomes through Managed Care Services
Problem Statement:
States are rapidly creating or adapting systems for delivering health and social services among patients or clients with disabilities under the rubric of managed care, for example, invoking capitated payment schemes or assigning case managers to specific patients or clients.  On one hand, 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.  On another hand, though, 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.  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?
Problem Statement 6: 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 movements during the last half-century.  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 7: Traumatic Brain Injury as a Chronic Condition

Problem Statement: The incidence of traumatic brain injuries (TBIs) is apparently increasing.  Moreover, today 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.  Moreover, recent survey research has indicated that, even among persons whose primary disabilities had not arisen from a traumatic brain injury, about half of such persons with disabilities concurrently reported having experienced at least a mild TBI or loss of consciousness.  Injured veterans from the Southwest Asian wars during the last decade are also now returning to and living in communities, making living with a TBI more visible among more Americans.
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.
Problem Statement 8: Barriers Associated with Consumers’ Receipt of Medicaid Long Term Services and Supports
Problem Statement: 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.  Moreover, 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.  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 # 8 on Medicaid LTSS, Congressional Budget Office “Glossary of Terms Related to Dual-Eligible Beneficiaries of Medicare and Medicaid” https://www.cbo.gov/publication/44309    

1

