Quarterly Meeting Minutes of the National Council on Disability
Minneapolis, MN
July 28-29, 2016

Thursday, July 28, 2016

ATTENDANCE

Members						Staff
Clyde Terry, Chairperson				Rebecca Cokley, Executive Director
Gary Blumenthal					Lisa Grubb	
Bob Brown						Lawrence Carter-Long
James Brett						Joan Durocher 
Janice Lehrer-Stein	(via telephone)		Phoebe Ball
Benro Ogunyipe					Anna-Torres-Davis
Neil Romano						Anne Sommers
							Amy Nicholas
NCD Contractors					Keith Woods
Anthony Simpson
Amged Soliman

Guests
Jay Feldman, Research Triangle Institute (RTI); Mohamed Mourssi, Minnesota Employment and Economic Development; Rebecca Vallas, Center For American Progress; Michelle Yin, American Institutes for Research; Alejandra Ospina, Systems Advocate; Rhonda Bayless, Center for Wellness for Urban Women; Zainab Jama, Advocate; Rahnee Patrick, Access Living Chicago; Tim Benjamin, Access Press; Sheryl Lawson, University of Minnesota; Jessica Lehman, San Francisco Senior & Disability Action, and Hand in Hand: The Domestic Employers Network; Johnette Hartnett, National Disability Institute; David Johnson, University of Minnesota; Rabia Belt, Professor at Stanford Law; Trista Harris, Minneapolis Council on Foundations; Heidi Myhre, Kelly Nye, University of Minnesota; I. Ping Lin, Gail Hain, University of Minnesota, Stuart Holland, Minnesota State Services for the Blind; Judy Moe, Advocate; Rick Heller; Kelly Nye-Lingerman, University of Minnesota Institute on Community Integration; Jessica Languageman, Senior Disability Action; Joan Wilshire, Executive Director, Minnesota State Council on Disabilities.

A. Welcome and Introductions
Chairperson Clyde Terry called the meeting to order at 9:00 a.m. (CST) and welcomed everyone to the quarterly meeting in Minneapolis, Minnesota.

Acceptance of the Agenda
Roll Call of NCD Council Members
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Approval of the Minutes
MOTION:  Mr. Gary Blumenthal moved for the acceptance of the May 5-6, 2016 minutes as presented.  SECONDED:  Mr. Bob Brown. 
Roll Call Vote:
Chairperson Clyde Terry: Aye			Mr. Gary Blumenthal: Aye
Mr. James Brett: Aye				Mr. Bob Brown: Aye
Mr. Benro Ogunyipe: Aye				Mr. Neil Romano: Aye

B.  Chairperson’s Report
Chairperson Terry reported that we were celebrating the 26th anniversary of the Americans with Disabilities Act and that the Council. The Council has held their quarterly meetings in Washington, DC in respect and honor of the passage of the ADA, but this year, Mr. Terry felt that it was important to get out of Washington because a lot of the work around the passage of the ADA occurs around the states and not always in the metropolitan area of Washington, DC. 

Chairperson Terry stated that he thinks that it is important for Council members to get out and hear from citizens of various disability communities to see how far we have come to fulfill the promise of the ADA. This meeting the Council is looking to the citizens from Minnesota regarding what we need to recommend to Congress and the Administration as to how we can improve the lives of people with disabilities in this great state.

Chairperson Terry stated that the he participated in several activities recently regarding two important topics – Medicaid managed care and driverless vehicles. 

Chairperson Terry stated that the Council over the past couple of years wrote a technology report and saw the future in terms of what it creates for people with disabilities, which would be the opportunities of freedom and independence.

C. Executive Director’s Report
Ms. Cokley reported that the Council was able to fund all of its projects suggested last year due to the astute work of the finance and administration team’s hard work. So projects that the Council will be looking at this meeting are all new ideas suggested at the last quarterly meeting.

Ms. Cokley stated that the Council has a history of shining light and giving a voice to the communities that are less represented and that from the state of Minnesota, the father of mental health, Senator Paul Wellstone, is an advocate like no other.
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Ms. Cokley stated that Amged Soliman has joined the policy team as a contractor, and an IT contractor will join the staff shortly. Joan will be leaving on maternity leave at the end of the month.

Ms. Cokley stated that NCD as well as other federal agencies are in a waiting game in terms of obtaining a federal budget. The House Appropriations Subcommittee for Labor and HHS recommended that flat funding for FY ’17 could be a part of the omnibus package, which would keep the Council at $3.25 million versus which was outlined in the Workforce Innovation Act at $3.439 million.

Ms. Cokley stated that the Council will undergo its annual audit with Rocha and Associates and that NCD has continued to maintain and improve internal controls since 2014.

Ms. Cokley stated that the Council is also doing the following:
· Continuing to nurture relationships with agencies and organizations;
· Creating a stronger relationship with CMS;
· Serving on the Small Business Administration (SBA) Councils on Underserved Communities (recently added)

Ms. Cokley stated that she will be meeting with SBA staff and they have a very positive outlook on the work that the Council.

D.  Update on the Mental Health in Postsecondary Education Report
Ms. Ana Torres-Davis stated that the Council has entered into a cooperative agreement with RTI International to conduct a study to draft a report on mental health services and supports on college campuses nationwide.

Mr. Jay Feldman, Research Triangle Institute (RTI) introduced his team, Dr. Debbie Tull and Remer Deckert. The team submitted a status update which included the progress made to this point logistically and also spoke on what has been learned and went through the initial draft of the framing papers.

The team spoke about the following:
· Objectives of the study;
· The initial proposal;
· Study design;
· Literature review; and
· Research questions  
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The Team will be doing the following:
· Interviewing many experts and service providers regarding where barriers exist, what best practices there are, and what they see as emerging trends in the field;
· Speaking with students and training some to talk with other students to include as many students voices as possible;
· Studying many surveys;
· Identifying colleges with best practices with interviews with policy experts, students, and practitioners; and
· Reaching out to Active Minds and NAMI about being able to recruit students to do interviews and questionnaires.

E.  Connection between Disability and Poverty
Ms. Rebecca Vallas, Center for American Progress, stated that now in 2016 in the United States, a disability is both a cause and a consequence of poverty. She stated that it is undeniable that having made tremendous progress in the past decades there’s still a lot of work to be done.

Ms. Vallas stated that until recently, the Census didn’t even include disability breakdowns in their annual income and poverty statistics, but now they are included.  Roughly one third of people with disabilities are poor versus 12.3% of non-disabled counterparts. People with disabilities that are employed face tremendous disparities when it comes to poverty compared with their non-disabled counterparts.

Ms. Vallas stated that transportation presents a tremendous barrier for people with disabilities with 6 million reporting such trouble.

Michelle Yin, American Institutes for Research, reported that the rates of employment of people with disabilities are consistently lower than those without disabilities and a significant number of people with disabilities are not each in the labor force. 

Ms. Yin stated economists have projected 55 million jobs will be created by 2020 and if people with disabilities continue to exit the labor market, they are not going to bridge the gap. She added that people with disabilities are having difficulties accessing health insurance, long-term care services and reliable transportation. Approximately 50% of people with disabilities are on public health insurance through Medicaid or Medicare.

Ms. Yin stated that in the past decade, policies have shifted from purely income support to policies to provide work incentives to people with a disability to rejoin the labor force and become employed. There are additional vocational and rehabilitation services provided to people with disabilities to rejoin the workforce.
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Ms. Yin stated that policies treat people with disabilities as a homogenous group, but people with different type of disabilities require different levels of accommodations and services when it comes to employment, and through research, different types of disabilities have very different employment and labor participation rates. In relation to labor participation in employment, there is a wide variation across states and across different types of disabilities.

Mr. Mohamed Mourssi, Minnesota Employment and Economic Development, stated that there are 18,000 people who went to vocational rehabilitation last year and of those who were able to secure employment, only 1/3 of them will receive SSDI or SSI.

F.  Town Hall to Receive Comments on Disability & Poverty
Ms. Rabia Belt, Professor, Stanford University posed two critical ideas. 1. Any examination of the connection of disability and poverty must include other status indicators such as race, sexual orientation, and gender. And secondly there needs to be an examination of social welfare benefits and programs that continue to push people into poverty.

Ms. Belt stated that she seems as if a lot of the jobs that are at the poverty level re the ones that are disability producing and ones that are quite difficult on people’s bodies, so how does that interact with the people who already have disabilities being able to perform those types of jobs?

Ms. Kelly Nye-Lengerman, an employee of the University of Minnesota Institute on Community Integration, a network of University Centers for Excellence on developmental disabilities.

Ms. Nye-Lengerman stated that there are many public programs that have a suppressing effect on employment which is an avenue out of poverty, yet many of the policies and programs are actually reducing people’s ability to fully participate and earn a living wage that allows them to be vibrant members of their community.

Ms. Nye-Lingerman stated that the Council should focus on creating public policies that support the full integration and inclusion of people with disabilities into the workforce.

Ms. Jessica Lehmann, Senior Disability Action, stated that she appreciated the broad approach to looking at poverty and disabilities and bringing in housing, transportation, long-term service and supports, hunger and poverty.

Ms. Joan Wilshire, Executive Director, Minnesota State Council on Disabilities, stated that she rarely hears about poverty and employment but wanted to share that her agency connects that to the cost to the medical community.
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Ms. Judy Moe, advocate, stated that she is her daughter’s and mother’s caretaker who both are on waivers. She added that she is employed at a group home for persons with intellectual disabilities and wanted clarification whether the minimum wage being increased to $15 per hour would do away with subminimum wages.             

G. Economic Mobility Gridlock: Systemic Challenges & Incompatibilities & Contradictions
Council Member Benro Ogunyipe introduced the panel and stated it will be focusing on people with disabilities receiving services and becoming financially independent.

Ms. Rahnee Patrick, Access Living Chicago, stated that they served 2,000 individuals with a variety of services including getting people out of nursing facilities and helping them stay in the community by hiring workers that are trained with youth transition.

Ms. Patrick shared her experiences being employed and on SSI.

Ms. Alejandra Ospina, Systems Advocate, stated that she was in a mentor’s program where she helped people younger than herself access computer and internet skills and emphasized that they were learning these skills to obtain employment and become dependent.

Ms. Zainab Jama, advocate, stated that she worked in independent living for over 20 years as an advocate to improve the lives of people with disabilities. She stated that she didn’t know English when coming to the United States and started college in 1990 when the Americans with Disabilities Act was passed. She thinks that education should be priority one for persons with disabilities.

Ms. Rhonda Bayless, Center for Wellness for Urban Women, stated that her daughter was diagnosed with externalized anxiety which brought up a lot of issues and concerns around helping her maintain employment. She added that systems navigation has been the biggest issue of her accepting her disability and dealing with providers who do not understand mental health.

Ms. Bayless stressed that she would like for her daughter to have a good quality of life and have an understanding of what is happening to her and to be able to raise her child without any assistance from her.

Mr. Aaron Westendorp, advocate, stated that he would like to see a federal program where people with disabilities can fix to their assistive technology.
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H.  Presentation on Direct Care Workforce
Council Member Gary Blumenthal introduced the panelists.

Ms. Jessica Lehman serves as an executive director of the San Francisco Senior and Disability Action Organization to mobilizing seniors with disabilities, seniors and individuals with disabilities. Ms. Lehman stated that she is also a board member of Hand in Hand Domestic Employers Network which is an organization of people who employ home attendants as well as nannies and housekeepers coming together to support domestic worker rights.

Ms. Lehman stated that her becoming involved is rather personal for it gives an opportunity to bring together her personal values and professional work with her home life.

Ms. Lehman stated that she envisions a new system of home care/personal assistance services that works for everyone, one that allows people with disabilities and seniors to live in their own homes in the community with a sustainable workforce where workers re compensated well and treated with dignity and respect.

Ms. Lehman stated that there is a new program that was created in San Francisco called Support at Home and it’s a subsidy program for people who don’t meet the qualifications for in-home support services.

Ms. Sheryl Lawson, University of Minnesota, stated that one of her first projects upon starting was on the direct support workforce.

Ms. Lawson stated that the challenges are enormous in terms of the direct support workforce and in terms of the conflicts between the needs of the workers and of those who need the support. The Paraprofessional Health Care Institute keeps national data on what’s happening in the workforce and they report that here were 4.4 million people providing direct support in America in 2004. By 2020, there will be 1.3 million direct support workers who are 55 years old or older, a 69% increase, and 24% without insurance.

Ms. Lawson stated that 51% of people who provide direct support services to people with disabilities, including the intellectual and developmental disabled rely on means-tested public assistance.  90% of services provided to people with intellectual and developmental disabilities are provided in home and community-based settings that will have a 30 to 40% turnover per year.
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Ms. Lawson stated that Washington state has a worker registry program that matches people with disabilities who need a person to provide in-house supports to workers and one the components of that is that there’s training provided through the state that operate the registry to those who are becoming employed through that system.

She added that there is a non-profit called readingwork.com that is working with states to match services with people who want to provide services. It is a program that has been available for 20 years.

Mr. Tim Benjamin, Access Press, stated that he is both an advocate and publisher of the state disability community paper and that he has been dependent on direct support workforce. He stated that this topic is extremely important to him and he has depended on personal care attendant services for 42 years.

Mr. Benjamin stated that the continuity of care is vital for a person with a disability.  Without that care, people will end up in the hospital with bed sores, pneumonia and with other issues that accompanies it which would add more cost to the system.

Mr. Tim Benjamin, Access Press, St. Paul, Minnesota, Editor and Executive Director of Access Press which is a newspaper dedicated to the issues of importance to the disability community.

I.  Person out of Poverty on Disability Panel
Ms. Johnette Hartnett, National Disability Institute, stated that she believes there is a system in place to alleviate poverty. 

Ms. Harnett stated people with disabilities that are on SSI and various programs and building economic security for them as well as getting them access to existing financial and tax credits that are there so they can become part of the economic mainstream, whether they work a 5 hours per week or 30 hours per week.

Ms. Harnett stated that the IRS has developed a division on disability and tax preparation for their 4,000 tax programs.  The IRS will place a line in the Institute’s tax-free software which includes a question on disability.

Mr. David Johnson, professor of educational policy at the University of Minnesota, stated what is needed are clear and coherent principles and values to move forward as a country. Mr. Johnson stated that people don’t take things out of policy, they add to it and create other policies because the previous policy doesn’t work.                                                                                                                                                                                                                                                                                                                       
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Mr. Johnson stated that many students are accessing postsecondary education and that he has worked with mathematic and policy research on concluding a baseline study on 12,000 students and 12,000 families in terms of expectations for college. A dramatic increase in the expectations of families for young people with disabilities to attend colleges has occurred.

Ms. Trista Harris, President of the Minnesota Council on Foundations, reported that her organization is a network of about 180 foundations that give away a billion and half dollars a year both in Minnesota and throughout the country and she said that their job is to help foundations be more effective.

Ms. Harris stated that one of her areas of focus is philanthropic futurism and how to use that to solve social problems, especially for marginalized communities.

Ms. Rabia Belt, professor at Stanford Law School and historian who studies disabilities and citizenship. She stated that a solution to bring people with disabilities out of poverty is to bring correct consciousness to the benefits that are given to the people who are considered to be marginalized and to offer benefits that are given to people that have more power. Employment has to be dismantled as a prerequisite for citizenship.

Ms. Belt stated as wars are ending, veterans with disabilities are returning and the benefits that they receive are lacking. Secondly, there is a significant disconnect  between the carceral system and the disability service system. Akin to how the service system needed to expand and adapt following deinstitutionalization, something similar is needed for those who are exiting the prison system with disabilities. Whatever is suggested, it would need to take into account the “ban the box” movement to ensure individuals with disabilities leaving prison are not being discriminated against because of having been incarcerated.

J. Town Hall to Receive Comments on what a system would look like if it was designed to get people with disabilities out of poverty
Mr. Stuart Holland stated that knowledge is the integral part of getting people out of poverty. He serves as a manager of the Minnesota radio talking book network, which is a radio station for the blind and print disabled in Minnesota. He also serves as the past president and a member of the Board of the International Association after Audio Information Services, which is a worldwide umbrella association of organizations that provide audio access to print media for people that cannot access print.

K.  Recess
The meeting adjourned for the evening at 4:15 p.m. (CST)
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A. Welcome and Introductions
Chairperson Terry reconvened the quarterly meeting at 9:00 am (CST).

B. Progress Report
Chairperson Terry began with a review and vote on accepting the 2016 Progress Report.

Chairperson Terry stated that the Progress Report team was comprised of Janni Lehrer-Stein, Kate Seelman and staff Joan Durocher and Amy Nicholas. The team worked with the American Institute for Research (AIR) in the past year in which NCD conducted meetings regarding technologies that have improved for people with disabilities.

Chairperson Terry stated that it was necessary that the Council impress upon its leaders and readers and that we target the Federal Government, agency partners, the technology sector and the consumers that we believe that access to technology is a right.

Chairperson Terry stated that there are entitlements that will make sure that everyone is able to access and use technology including internet going forward. When conducting research, the team found that technology that is currently available is to a large extent unknown or unused by Americans with disabilities, and that is the focus that you will see throughout the report which was organized according to the Council’s major issues -- the technology bill of rights and universal design.

MOTION:  Council Member Janni Lehrer-Stein moved for the acceptance of the Progress Report.  SECONDED:  Mr. Bob Brown. 
Roll Call Vote:
Chairperson Clyde Terry: Aye			Mr. Gary Blumenthal: Aye
Mr. James Brett: Aye				Ms. Janni Lehrer-Stein
Mr. Bob Brown: Aye					Mr. Benro Ogunyipe: Aye
Mr. Neil Romano: Aye
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C. Council Discussion of Proposed Priorities
The Council listed the proposed priorities, described them and spoke to the cost of each project. They were as follows:

	Tactile currency

	Dental care access for people with disabilities


	Veterans’ project and the permitting development of assistive technology/medical device legislation
	Development of a central disability office within the US Government in the Office of the President

	Small business ownership and entrepreneurship by people with disabilities
	Voters with disabilities-policy and best practices tool kit

	Civil Rights protection
	Medicaid Waivers Waiting lists

	Reentry project-ADA transitioning
	Youth

	Technology of the Bill of Rights
	Direct care workforce



D.  Executive and Finance Committee Report
Chairperson Terry reported that the Council has submitted its Congressional Justification and if the authorizing committee is in need for us to weigh in on a topic, do a white paper, etc. we would have to do that. The Council has to reserve some resources for those contingencies.

Chairperson Terry stated that the Higher Education Assistance Act is going forward and the Council has already given them a white paper last year.

Ms. Cokley encouraged Council members to read the monthly updates that are sent to them by staff.

Council Member Blumenthal stated that the status of funds report with the tracking of such funds and the relationship that Ms. Cokley and Ms. Grubb have established with federal partners at GSA is all affirmative.

Mr. Blumenthal stated that the Council was able to obligate all of the projects for the past year. He added that the agency has begun its third quarter and will not be at the end-of-the–year fiscal rush and anticipate another qualified audit.
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E.  Governance Committee Report
Council Member Ogunyipe reported that the Council now stands at nine, which means the revised bylaws are now in effect

Mr. Ogunyipe thanked Ms. Grubb for developing the new member orientation notebook which will assist new Council members in understanding their roles and responsibilities.

F. Adjourn
Chairperson Terry adjourned the Council meeting at 10:26 a.m. (CST) 
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