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Contact: Beth Swedeen, Executive Director: (608) 220-2924; beth.swedeen@wisconsin.gov
QUESTIONS:
1. What is the unique role of the DDC and how can that be incorporated into the PIII design? 

The unduplicated role of DDC’s is to offer the authentic and direct voice of people with developmental disabilities and their families in shaping policies, programs, communities and societies that can provide support, safety, and opportunity to pursue a meaningful life. These are people living with and caring for individuals with the most significant disabilities. People with developmental disabilities have a unique history in this country and many societies. Until a generation ago, often the presumed place for people with developmental disabilities was in a segregated institutional settings or hidden at home. People with I/DD often had few if any choices, were barred from employment, community living or community participation, had little say over their lives or public policies affecting them, were barred from voting, and were at heightened risk of abuse and neglect. Even today, people with developmental disabilities in many states are more likely to live in congregant and segregated settings than they are to live in the community. Services and systems designed to support people with I/DD are often designed for the convenience of staff and profit of owners, rather than the needs and preferences of the clients they serve. Sexual abuse rates are at least 2.5 times as high for people with developmental disabilities as the general population. Estimates are that more than 80% of women with I/DD will experience some sort of victimization.  This is the unique experience of people with developmental disabilities, and therefore their voices of lived experience are critical in shaping and reshaping systems, changing community attitudes, and developing policies that lead to improved health, safety and quality of life. DD Councils perform all those functions, as charged by the federal Developmental Disabilities Act to engage in advocacy, capacity building and systems change activities. Including leadership-level representation from state departments charged with development and implementation of programs for people with I/DD, in addition to our state AIDD partners and public/private providers, ensures that the direct voice of people with I/DD are heard by those who are best equipped to develop and implement improvements. A shared council structure also facilitates direct and personal relationships between those living with I/DD and program/policy leaders in each state. In Wisconsin, the Board for People with Developmental Disabilities has equipped thousands of people with the most significant disabilities and their family members to participate in public policy and inform changes and improvements to practices at the federal, state and local levels. We can provide the autonomous voice true to the experiences and priorities of people living with I/DD because we operate outside the need for fundraising and acquisition of grants and contracts, and with no interference from state/federal administrations. We are the go-to organization that policymakers use when needing to hear from the authentic voice of people who use or could potentially benefit from public programs. BPDD is sought out by state agency and state policymakers for its I/DD perspective. We are frequently asked how public policies—budget decisions, legislation, administrative rules, and changes to or implementation of state agency programs—will affect people with I/DD and their families. We are also consulted for recommendations on ways to improve programs and public policy for people with I/DD and are a valued stakeholder in a wide variety of public policy arenas (health care, long term care, transportation, education, etc.). In Wisconsin, our DD Council, The Wisconsin Board for People with Developmental Disabilities, created the Take Your Legislator to Work effort  that has informed state policymakers and led to legislation prioritizing employment for people with long-term care needs. Our Governor, State Secretaries for Human Services and Workforce Development, and hundreds of state legislators have participated. Our Let’s Get to Work youth employment effort has resulted in multiple state policies across 3 state agencies, as well as overall improved youth employment outcomes. Our state self-determination annual conference draws more than 600 people each year, offering a leadership voice to people with disabilities and resulting in thousands who report that they are now making more informed choices, are more safe in their communities, and have more options in their life. We are also the only disability organization charged to design and test promising or innovative approaches to change policies and practices. We use a “community conversation” model to address low employment rates that now has a body of research articles to back up its impact in raising community attitudes and actually increasing job offers as a result of local connections/conversations. We bring stakeholders from across public and private systems to the table to tackle challenges like low employment rates, high rates of guardianship, poor educational outcomes and more. We produce outcomes that make real and permanent differences in the lives of people living with I/DD and their families, creating a multiplier effect as entire families are well-supported and can maximize productivity and employment as systems to support their loved ones improve.  Further examples of our impacts can be found here: http://wi-bpdd.org/index.php/bpdd-publications/
2. What principles would you want to have incorporated in PIII? 

Any changes to the existing successful model would need to do the following: 1. Demonstrate from the outset through data and evidence-base that the new approach would directly lead to improved outcomes, compared with the existing model. 2. Ensure DD Councils continue to provide a separate, independent voice for people with I/DD and their families; 3. Continue to provide a non-interference clause that allows the authentic experience and voice of people with disabilities to be the driver of change and improvement, as opposed to a voice shaped by partisanship or political pressure; 4. Continued reliance on state planning, specific outcomes, and demonstrated efficacy as seen in our current model; 4. Continued requirements to jointly plan and collaborate with existing DD Act partners: the University Centers for Excellence in DD and the Protection and Advocacy organizations; 5. Continued  composition of Councils requiring that a majority of members be people with I/DD and their family members. 

3. What single feature or function drives the purpose of the DDC and if lost negatively impacts the purpose?

It is BPDD’s position that all functions and features of our Council are integral to its impact on our state. However, we support the DD Act’s assertion that Councils’ role “to assure that individuals with DD and their families participate in the design of and have access to needed community services, individualized supports, and other forms of assistance that promote self-determination, independence, productivity, and integration and inclusion in all facets of community life, through culturally competent programs” is critical to its purpose of designing and shaping programs, improving public policies, and elevating community expectations to improve the lives of people with I/DD and their families. 

4. The DDC, SILC and TBIAC have different membership requirements. What do you recommend for the membership structure of PIII?

BPDD does not consider the PIII structure viable, as we cannot see a way in which the voices of the three distinct and different groups could be adequately represented. As previously mentioned, it is imperative that any structure have a majority membership of individuals with I/DD and their families to account for the regional, cultural and other distinct differences among the I/DD population in any state or territory, and to assure an authentic and un-coerced perspective and recommendations.   

5.  What requirements are important for the PIII membership appointment process?

It is critical that membership appointment continue to reflect a majority composition of people with developmental disabilities and their families, as well as continue to reflect the wide range of demographics and populations within each state or territory, including geographic, racial, gender, sexual orientation, age, linguistic, cultural, religious and other demographics, as well as the wide range of developmental disabilities. A majority of membership must continue to be comprised of people with I/DD and their family members. 

6. How do you recommend funding be used by the PIII Councils? For example, should the PIII be able to fund investments, direct service, and/or demonstration grants?

We support an increased investment in the current structure for DD Councils, which has shown evidence of efficacy and outcomes. DD Councils have been flat-funded for the past several years, which results in reducing the amount of funds we can invest in innovative approaches to systemic change. We do not see any evidence of needing to change the current use of funds, which allows for demonstration efforts but not direct service. The amount of funding Councils receive is so small in comparison to state and federal public systems expenditures that direct service would not be useful. Additional investments in demonstration projects based on evidence that produce measurable outcomes and can be taken to scale at the state or federal levels should be made.

7.   What are the operational challenges of the DDC that can be addressed?

One of our current operational challenges is that we can only reimburse participants for expenses after they are incurred. This usually results in a 4-6 week delay in reimbursement for volunteers, many of whom are on limited budgets and qualify as low-income. 

Related to the proposed PIII, the ability to fully represent the diverse needs and priorities of a full range of participants across three different disability groups with very different life experiences and support needs would lead to a council structure too large for meaningful participation. Likewise, conducting adequate needs assessments and comprehensive review and analyses of three different and distinct populations would be unwieldy and would require significant resources in light of proposed significant funding cuts. The ability to provide grants and fund projects and initiatives would significantly be curtailed or even eliminated.

8. What is a fair and equitable priority setting process for the PIII Council?

We believe the multi-step, comprehensive approach to priority-setting required through the DD Act for Councils to gather public stakeholder input, analyze data trends, and develop an outcome-based 5 year plan must be a permanent feature of any Council representing the disability perspective. Wisconsin’s last state plan included more than a dozen community conversations face-to-face with groups of between 12 and 100 participants in each location, including conversations in central cities with African American participants, with Tribal nations on their sovereign lands, with Spanish-speaking participants, and in all parts of our state. We also received nearly 1,000 written surveys that guided our work, and we used the latest statewide data from our state departments. We devoted 3 board meetings to data analysis, conversation about developing meaningful, evidence-based programs, and how to evaluate efficacy and impact. 
9. How could PIII be phased in?

Any changes to the existing laws regarding disability councils requires adequate time and resources to ensure that meaningful stakeholder input is gathered, that any changes would result in quantifiably improved outcomes, and that no harm is done. Significant outreach to diverse populations –many of whom do not have access to typical technologies and who will need support to understand complex concepts—should be undertaken over several years, not in a matter of weeks. 

 

10.   What are your recommendations for how funds are distributed under this program? For example, do you recommend a formula be used to award grants to states and territories?  

DD Councils do a tremendous amount of work and have impressive impacts resulting directly in change to people’s lives. A funding formula as described in the PIII effort would seriously undermine the ability of councils to invest time and resources in each state and territory. The three current councils receive their funding in distinctly different ways. DD Councils currently use a formula that takes into account population and needs of the state and has proven efficacy. SILC is a pass-through for most funding, and Traumatic Brain Injury Councils are awarded through a competitive grant. We recommend no changes in funding distribution before careful analysis of needs and assurance that any changes in funding would result in improved outcomes. Overall, we see evidence through our work that cutting and combining councils in states and territories would ultimately negatively impact lives and result in additional and unnecessary programmatic costs. As our Board member David Pinno, a self-advocate from New London, WI, who has moved out of sub-minimum wage work to a job in the community that he loves and home ownership, says: “Why in the world would you take money away from an organization that makes people with disabilities more independent and less reliant on public benefits?”
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