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I. Introduction


My name is Michael Morris. I am the Chief Executive Officer of Burton Blatt Institute (BBI) at Syracuse University. Established in 2005, BBI has as its core mission the advancement of the civic, economic, and social participation of people with disabilities worldwide. Just two and a half years old, BBI has created a global network of research, education, technical assistance, community development, and demonstration activities that are transforming policy systems and people through the translation of new knowledge to strategic use. With students and faculty on campus and with public and private sector collaborators around the world, BBI is building the next generation of leaders in law, education, business, communications, public policy, the social sciences, engineering, and technology. With entrepreneurial innovation, the application of scientific rigor, and business best practices, BBI is fostering new, higher expectations about the power of collaboration, the benefits of an inclusive workforce, the impact of technology access and the advantages of saving and asset accumulation to value individuals with disabilities for their productivity and participation in the economic mainstream.


The goals of the Interagency Committee on Disability Research to “ensure that research efforts lead to solutions for identified needs” for individuals with disabilities and “to increase collaboration among federal agencies” are very much consistent with the focus of BBI activities. 


My testimony on behalf of BBI is to provide the ICDR with a context for identification of research priorities and to offer four priority areas of focus for the future. 

II.  Context For Identification of Research Priorities


One week ago, on the 18th anniversary of the signing into law of the Americans with Disabilities Act, the U.S. Census Bureau released new findings on the status of people with disabilities in the United States. The U.S. Census statistical report identifies 41.3 million individuals with some level of disability, representing 15% of the civilian non-institutionalized population. Only 44% of people with a non-severe disability report working full time, year round, and only 13% of people with a significant disability report working, full time year round.  Twenty-six percent of people with severe disabilities report living in poverty as compared to 8% of the general population. The median earnings for those with a severe disability was reported at $12, 800 annually as compared to $25, 000 for those without a disability. In a post ADA era, individuals with severe/ significant disabilities are most likely to be unemployed and living in poverty with limited income. Only one in five are reported to be college graduates. Despite the millions of dollars across federal agencies being spent to improve the employment and economic status of individuals with significant disabilities , whether through research or demonstration initiatives, the results are distressing. GAO, NIDRR funded RRTCs, CMS funded Medicaid Infrastructure Grants (MIGs) , Presidential appointed commissions and workgroups (the Ticket to Work and Work Incentives Advisory Panel, the Social Security Advisory Board and the National Council on Disability) have reached remarkably similar conclusions: 

1. cross agency collaboration at a federal, state, and local level is inadequate with service delivery systems fragmented and difficult to navigate for the end user;

2. public policy across federal authorities are not aligned and conflict with the priority of promoting work, advancing self-sufficiency and strengthening individual choice and community participation and

3. there is a lack of leadership  and unifying vision that values and rewards collaboration within the public sector and across to private sector interests, savings, and asset building outcomes and effective, persistent knowledge translation activities that support the movement from “knowing to doing” at an individual and systems level with the expectation that researchers have a responsibility to move beyond knowledge creation to accelerate its use. 

ICDR members continue to focus on strategies to improve employment outcomes without a clear, consistent focus on the underlying problems of “siloed government” and the lack of cross system solutions, conflicting policies that perpetuate a status of poverty, and inadequate resources and commitment to advance the gains of “new science and knowledge” to change individual and systems actions. 

III. Four Priority Areas for Future Focus

A. Cross Systems Collaboration
ICDR is in a unique position to engage multiple federal agencies to identify, document, and analyze cross system collaboration at a federal, state, and local level that is advancing self-sufficiency and community participation for individuals with significant disabilities. Whether it be a response to employer demand needs or public private sector collaboration that is promoting savings and asset building strategies for low income workers with disabilities, agencies as diverse as SSA, Labor IRS, RSA, and Commerce have initiatives that are producing positive outcomes for the target audience. Evidence based knowledge must be created to examine the barriers and facilitators in policy and practice that accelerates cross system collaboration to produce these outcomes. We need to understand more about the dimensions of leadership, the service delivery infrastructure, and the incentives to working together across systems to customize solutions to individual needs that advance a path out of poverty. Are the identified examples replicable and sustainable in other communities and states? What is the nexus between disability-specific policy changes and the broadening of support and meaningful and effective participation of individuals with disabilities in general policy changes such as career advancement accounts at Department of Labor or economic stimulus payments from Treasury or participation in Family Self Sufficiency programs of HUD? Finally, there must be greater recognition that all answers are not with government and greater focus and exploration of private sector solutions merits ICDR attention. Employer assistance programs, financial institution financial literacy and credit counseling initiatives, and United Ways financial security, and new performance indicators are a few examples deserving more critical attention. 

B. Public System-Customer Relationships

In the past ten years, a profound shift has begun to take place in re-evaluating the service relationship between the public agency and funder of services and supports and the end user or beneficiary. Focused on the principles of self-determination, CMS has taken a leadership role in encouraging person centered planning that leads to an individual self-directed budget. The Medicaid beneficiary has the freedom to dream, to make their own decisions, and plan their own lives; the authority to control how money is spent for their supports; the support needed from friends, family, and other people they choose; and take responsibility to do what they say they will do. Across public systems there are new discussions about the braiding of public resources into a person directed account. It is a timely opportunity to explore with scientific rigor the dimensions of “informed choice” and “self direction” as well as policy directed incentives designed to promote savings and asset building. How do agencies cooperate to support a single self-directed account? What supports and interventions empower the beneficiary to make effective resource management and a better long-term economic future? What are the measures and metrics to document results that shift from third party control of service delivery to the individual consumer? Are there economic advantages in costs and what is an effective approach to analyze benefits? 


As we move forward across systems, how can policy be aligned to provide more consumer control of funding decisions in terms of goals, who provides the supports, at what costs, and how do we measure success? A coordinated approach across federal agencies would reduce redundancy and conflict of policies and achieve enhanced personal freedom on a path to economic self-sufficiency. An ICDR led work group could coordinate efforts to accelerate knowledge translation of evidence based best practices for braided, self-directed plans and budgets.

C. Public Assistance and Poverty

Asset and income limits for major entitlement programs (Social Security, Medicaid) to remain eligible for public assistance creates a no win situation. It fails all parties: people with disabilities, government, and the American public. The wrong message reinforced is to remain unemployed or limit income production and savings so that access to public benefits continues. These policies perpetuates the myth that people with disabilities can’t work and don’t want to become self-sufficient. 


Federal research priorities have spent few dollars on understanding the gateway costs of community participation for people with disabilities. Gateway costs are the extra costs of access when public transportation is inaccessible, needed technology for life long learning, and ongoing personal assistance services to get out of bed and be a productive and independent member of the work force. These gateway costs coupled with ongoing extra costs of medical care create a different type of calculation for an individual with a significant disability considering a return to the workforce and possible loss of Medicaid coverage based on new income production. For a family, what are the extra costs of raising a child with a disability and what are the economic consequences? New research is needed to explore the benefit of income and asset disregards that do not jeopardize critically needed health care and long-term supports in a controlled experimental design. It is imperative we recalculate the importance of work and a better economic future not just in economic terms, but also based on qualitative analysis of change in self-concept and community participation and status.

D. Knowledge Translation

Knowledge adoption requires active engagement between researchers and the targeted end users. Across the federal agency participants in ICDR, an emphasis on knowledge translation must be upgraded from two perspectives. First, the peer review criteria and point allocation for dissemination activities must be increased to a minimum of 40 points on a 100 point scale to reflect the importance of knowledge translation to policy and practice. Second, researchers should be expected to document activities and outcomes of past and current knowledge translation efforts as well as cost and benefits. 


We are in an age of exciting new approaches to knowledge translation with distance learning, communities of practice online, and unlimited resources available through web-based libraries. ICDR should explore a common point structure approach to review applications that places increased emphasis on the importance of knowledge translation. ICDR should consider a work group to collect and discuss knowledge translation best practices and a collaborative approach to improving researcher understanding and capacity to support effective knowledge translation activities. 

IV. Conclusion

Thank you for the opportunity to share our views with ICDR. On any of the issues we raised, we welcome the opportunity for a more in depth discussion. We also appreciate your efforts to reach out to the public to help shape the important work of ICDR in the future.

