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FRIDAY, MAY 6, 2016


A. WELCOME AND INTRODUCTIONS- NCD CHAIRPERSON
Chairperson Clyde Terry called the meeting to order at 9:02 a.m. Eastern Standard, thanked the staff for their hard work in organizing the White House Forum and did a roll call.

Acceptance of the Agenda
Roll Call of NCD Council Members

Approval of the Minutes
MOTION:  Mr. Bob Brown moved for the acceptance of the February 11-12, 2016 minutes as presented.  SECONDED:  Mr. Royal Walker. ABSTAINED:  Janni Lehrer-Stein, passed unanimously.   
Roll Call Vote:
Chairperson Clyde Terry: Aye
Mr. Gary Blumenthal: Aye
Mr. Bob Brown: Aye
Mr. Daniel Gade: Aye
Ms. Janni Lehrer-Stein: Abstained
Mr. Benro Ogunyipe: Aye
Mr. Neil Romano: Aye
Ms. Lynnae Ruttledge: Aye
Dr. Kate Seelman: Aye
Mr. Royal Walker: Aye

Chairperson’s Report
Chairperson Terry reported that Congress has voted for a continuing resolution which freezes everything and once the budget has been approved, the increases weren’t really present, and other demands were placed on organizations in terms of executive orders that have affected the entire federal government.

Chairperson Terry stated that after learning about parenting rights of persons with disabilities and the challenges, it’s the hope of the Council that working in collaboration with other organizations such as the Administration of Community Living.

Mr. Terry stated that Council members have been asked to start thinking about a list of priorities for next year.  He has 11 so far.


Executive Director’s Report
Ms. Cokley reported the following:

· There’s and IT position slot allocated
· FY 2016 audit will commence in June or July and confident that the audit will show that the Council is continuing to maintain the fiscal control that are in place that are aligned with OMB’s policies.
· Continued partnership with like-minded organizations
· Department of Education released notice of proposed rulemaking   on disproportionality in IDEA issues (NCD Prison-To-Pipeline Report)
· Ongoing conversations around people with disabilities that are being including in the Small Business Administration’s priorities and the Council’s participation in their council and underserved communities.
· Settlement with Georgia around the foster care and adoption system.
· South Carolina introduced its first piece of parenting legislation entitled, “Right to Parent Bill.”
· Maryland introduced and past their parenting legislation and awaiting signature from   the governor.
· February the Council had a meeting with CMS
· Massachusetts’ introduced parenting legislation in April.
· FDA posed a ban on electroshock.
· PSA work that was done by Neil Roman is tied to the work that is NCIL is doing.
· 11 substantial outcomes tied to NCD’s work so far this year.
· The Council has accomplished 8 major priorities that were remaining following the July meeting


B.  Update on the Progress Report
Ms. Cynthia Overton, American Institutes for Research (AIR) gave an overview of the framework of the report.  They were as follows:

· Overview of the reports framework
· Crowd searching activity  and provided synopsis of the results
· Recommendations
· Utilization of the report

Ms. Overton stated that the key message behind the report is technology that improves the lives of people with disabilities which is a right not a privilege and it aims to lead to a technology bill of rights for people with disabilities.

Ms. Overton covered what each chapter will entail. They were as follows:

· Will address the role of technology in improving the lives of people with disabilities, will discuss technologies potential to contribute to economic sufficiency, independent living, and inclusion and integration for people with disabilities.
· Chapter 2 will identify barriers to using technology that improves the lives of people with disabilities, looking at technology, research and development which will reveal circumstances surrounding research and development that leads to barriers of technologies among people with disabilities and to illustrate the need for engagement with people with disabilities throughout the research and development process.

· Chapter 3 will address moving forward in the right direction with emerging technology.  She stated that they looked at proactive strategies to create technology that is accessible to people with disabilities during the research and development stages.

· Chapter 4 will focus on policy which is an introduction with the idea of a technology bill of rights for people with disabilities followed with a discussion of legislation that addresses technology and disability which will look at opportunities to strengthen the legislation and policy work.  Examples from ADA, Rehab Act, CLPD and some other pieces of policy and legislation.

Recommendations were as follows:

· DOJ should make a decision on accessibility under Title III by drafting a technology bill of rights.
· FDA should provide guidance on the oversight for AT devices to the market as nonmedical devices.
· CMS and the Department of Defense to make provisions for reimbursement for prosthetic and other technologies.
· FTC and others investment in resources for industry that promotes accessible technology.
· Speak to accessible job application, hiring processes, accessible media.

Chairperson Terry stated commended NCD staff and the worked they have done over the past several months in getting the Council realigned and commit the funds as previously discussed so that the priorities laid out last July can take place.

Staff was asked to prepare a scope of work for the FY’17 progress report to look at the policy barriers so that the Council could weigh in.

C. Mental Health Services in Higher Education
Ms. Dara Baldwin, National Disability Rights Network (NDRN) stated that her organization is funded through Health and Human Services and are comprised of 57 programs operating in each state.  Ms. Baldwin stated that NDRN is the national organization for the protection and advocacy programs who are the civil rights lawyers for people with disabilities.

Ms. Baldwin stated that mental health is very important to NDRN has eight programs that they work on and one of them is PAIMI which commended in the 1980’s that deals with mental health concerns and the civil and human rights of people with mental illness.

Ms. Lauri Rush, Gallaudet University psychologist and the director of counseling services and they direct service to Gallaudet students as well as provide a large training programs for students in psychology, social work and counseling.  She added that they also work with Howard and George Washington medical students on how to work with deaf and hard of hearing patients and provide other community advocacy.

Ms. Sara Abelson, ActiveMinds is a nonprofit organization that empowers students to raise awareness of mental health and educate others to encourage health seeking.  She stated that her organization supports student life chapters and programming in 400 plus campuses nationwide as well as diverse institutions.

Ms. Abelson stated that they are working to make sure students are educated to recognize when they or a friend is in distress and to refer and take action and make sure where they can gain support.

Ms. Karen Bower, private practice attorney stated that she once worked with the Bazelon Mental Health Law and is currently employed as an attorney with mental illness and higher education.

Ms. Bower stated that she brought several cases against universities for planting students on involuntary leaves of absence and says it continues to be a growing problem. 

D. Town Hall to Receive Comments on Mental Health Services in Higher Education
An anonymous 2014 graduate from ActiveMinds stated they were diagnosed with depression and generalized anxiety disorder after harming themselves.  They stated that they were not aware that they were qualified for accommodations. They concluded by saying that they were empowered to know that their mental state shouldn’t hold them back about knowing their rights.

Mr. Ned Jones, director of research, Fulton Institute in San Francisco spoke on psychosis associated with the mental health block grant.  He stated that there are a lot of funding geared towards early education programs focused on adult populations.

Mr. Jones stated that the national Association of State Mental Health Program Directors is sponsoring a project to create extensive guidance materials for higher education administrators, campus counseling staff, disabled staff as well as students and parents on navigating the faculty side for students with psychosis.  He thinks it would be good if the Council connect with individuals on the mental health side.

Deborah, an RTI contractor stated that the studies RTI are looking at the facets in the areas for policy including gaps, weaknesses, discriminatory aspects of current schedule of college policy and recommendations for policy reforms.

She also stated that they are looking at the following:
· Current practices
· Providing student support
· Best practices in training health professionals and college staff

She indicated that RTI would like the Council to know that their approach includes individuals with disabilities in the planning, development and execution of the project.  There are individuals assisting with data collection and participation in an advisory group with experts and practitioners who provide input on the evaluation methods and date interpretation.

Chairperson Terry encourages RTI to reach out to individuals in the psychosis community because of the tremendous work that is going on this issue.

E. Council Discussion about next round of priorities
Chairperson Terry listed the Council’s priorities that came from the July 2015 quarterly meeting.  They were as follows:

· Technology
· Mental health and higher education
· SBA
· WIOA
· IDEA
· Guardianship
· 503
· CMS roundtables
· Foreign policy
· IDEA

Chairperson Terry stated the autonomous vehicle, prison to pipeline and technology reports will need continuous attention and it is always challenging to balance new ideas without neglecting the one olds.

Ms. Lehrer-Stein stated that she proposing to continue to work with the introduction of tactile currency and that this is an issue that has been around for decades and in 2008 a court decision declared paper currency to be discriminatory for people with disabilities.

Ms. Lehrer-Stein stated that she and Ms. Durocher met with the Director of the Bureau of Engraving and Printing and he was accompanied by legal counsel and other staff who were a part of the design of the new currency.  He assured us that the tactile feature is proceeding on schedule.

Ms. Lehrer-Stein asked that her recommendation on the research topic be removed and suggested the Council to consider something that would engage volunteer council members and staff time.

Ms. Ruttledge submitted four policy proposals. They were as follows:
· Increasing participation by disabled voters by producing a policy best practices tool kit.
· Veterans’ focus to continue to engage with the Veterans Affairs claim backlog; engage in conversation to better understand what we should be doing.
· Taking recommendations on technology.
· Building on the work that Mr. Terry and staff had done with the Small Business Administration (SBA) around entrepreneurship for people with disabilities as well as expanding the definition that the SBA uses in their 8A program to specifically add a category of eligible populations, that people with disabilities are covered.

Mr. Brown proposed several issues.  They were as follows:
· That individuals have rights to services
· That NCD track the minimum amount of overtime pay in states and the impact of these laws that are put into place by DOL, DOJ, DOE and how it specifically affects the population.
· Civil rights protection for people with severe disabilities.

Mr. Neil Romano proposed a need for a controlling force within the federal government that is responsible to oversee programs, coordinate programs and to develop the President and Congress a vision for our country on all of this.                              
                                                                                                                                                                                                                                                                                           
F. Medicaid Managed Care and Challenges for the Direct Care Workforce
Ms. Kathleen King, director of the healthcare team of the US Government Accountability Office (GAO) spoke on the following:

· background of the agency’s research
· objectives and methodology
· findings and recommendations
· how HHS responded to their work
· related ongoing work

Ms. King stated that GAO is an independent entity that works with the legislative branch of government. They are responsible for investigating how the government spends its money and their performance of government programs.

Ms. King stated GAO has been asked to look at HHS’s planning efforts for ensuring an adequate supply and distribution of the healthcare workforce and to which the HHS healthcare workforce programs contribute to meeting national healthcare workforce needs.

In regard to the methodology, GAO has reviewed current and past HHS department and agency strategic plans and other documents, interviewed HHS officials including 72 HHS programs that provided funding for healthcare workforce and development.  There have been 12 identified programs with the highest obligations which were examined to the extent to which they meet the identifying areas of healthcare workforce needed.

Ms. King stated some other areas. They are as follows:

· HHS conducted assess of programs and the effectiveness of individual programs; lack of an assessment of these programs towards achieving broader goals;
· HHS did not consistently coordinate all of the workforce planning and resources distributed across the agency;
· Some of HHS’s targets workforce programs did not target areas of workforce needs, do to Medicare GME funds which accounted for 77% of the 2014 obligations are not targeted to areas of work force need.
· Programs that pay for residents in teaching situations, either by direct or indirect cost of training and are set forth in statute.

Ms. King stated that it is recommended that HHSA develop a comprehensive and coordinated approach to healthcare workforce planning that includes individual performance measures to determine the extent of which programs are contributing to the broader goals of strengthening healthcare.  Gaps must be identified between existing programs and future healthcare workforce needs, that they identify actions needed to address those gaps and that they communicate to Congress what legislative authority they may need to implement these identified actions.

Mr. Toews spoke briefly on managed care and workforce issues.  In regard to managed care, he stated that regulation from CMS is out.  It includes the following:

· Specific requirements around long term services and supports
· Requires a beneficiary support system for managed care clients, requiring states to place extensive counseling for seniors and people with disabilities

Workforce issues include the following:

· States that have aggressively allowed consumers to hire and fire staff, including family members and friends, the availability of workers under those circumstances tend to be very high and not experienced in the workforce.

G. Town Hall to Receive Comments on Direct Care Workforce Challenges
Mr. Arthur Ginsberg, President and CEO of Community Residences stated that his organization provides services for the intellectual developmental disabilities which are residential, day, in-home, nursing employment and so on. For mental health services they provide residential, short-term, transitional shelters, crisis stabilization, permanent supported housing, skill building, and early intervention for first episode psychosis, case management, psychosocial rehabilitation, and independent living for youth.

Mr. Ginsberg stated that the turnover and vacancy rate has an impact on the ability to deliver vital services to a vulnerable population of individuals. He added that there is a critical shortage of workers to support people with disabilities in living full and meaningful lives.  The shortage is due partly to low wages, and as a result, many staff, especially DSP’s are forced to work two jobs in order to feed their families.

Mr. Daniel Wilson, Director of Federal Affairs, Paraprofessional Health Institute (PHI)
stated that he wanted to offer his organization as being a collaborative effort as they are looking to ensure in advocating for quality training that the needs of workers are taken into consideration.

Adam, Manager of Government Affairs, Center for Disability Rights, Rochester, NY. He spoke on the Disability Integration Act which was introduced by Senator Schumer.  He stated he would like for the Council to examine this bill and to recommend that the approach taken be adopted as a matter of disability policy in the federal government.

Ms. Laura Halverson spoke on insurance companies and people with disabilities that they receive volunteer services and support in institutionalized settings even though can be provided  in the community in which they live.

The Disability Integration Act will enforce adequate payment structures for personal care attendants so that it’s an incentive for them to work and stay in the field.

Ms. Cheryl Grossland, employee, Independent Living Center asked that the Council look at the policies not for just individuals with significant disabilities, but for those who have disabilities that have never had to deal with that because they were always considered too high functioning. Not needing the extra support and made it with the civil rights pieces of the ADA and the IDEA.

Lauren, Director of Government Relations for Maryland Services.  She stated that they represent 100 agencies in the state of Maryland that serve people with developmental disabilities.  She urged the Council to pass statewide legislation to add an increase to wages so that direct support wages remain above minimum wage jobs.

Ms. Kathleen Brown McCayo, Vice Chair, Pennsylvania statewide organization which employs 44,000 people, 35,000 of whom are DSP’s and provides full range of supports and services to more than 50,000 individuals with developmental disabilities and autism in the commonwealth of Pennsylvania.  She stated that DSP’s are value professionals who deserve the right to earn a living wage for themselves and their families.


H. Council Discussion about next round of priorities
Mr. Terry stated that he would like to appoint a small subcommittee to work with Ms. Sommers to craft and NCD position on the CMS issue.  

Ms. Cokley proposed the following:
· Voter I.D. laws and the impact and effect on people with disabilities
· ADA behind bars-analysis of the criminal justice reform efforts in the context of prisoners with disabilities

Mr. Gade proposed the Council to consider splitting out the claims backlog discussion from the orphan technology discussion.

Dr. Seelman stated out of the progress report the idea of developing working with the U.S. business network, a development of a network for students in STEM.  She suggested that the Council put the network emphasis through students with disabilities in STEM and faculty of STEM.

Ms. Lehrer-Stein proposed that next year’s progress report focus on the definition of independent living and inclusion which would allow the council to address the funding streams, poverty level issues, diversity and the need for rehabilitation in the Federal Government to ensure there’s enforcement behind the recommendations made and the creation of some kind of oversight mechanism.

Chairperson Terry stated that he would like to make a difference to people that are improvised that are trying to pay for food and live they would like to live and the public policies that prevent them from doing so.  Poverty is quintessential.

Mr. Romano stated that there needs to be someone on the cabinet level who sits on the Domestic Policy Council who can assist us with the issues presented.

Mr. Walker stated that he is interested in getting advice from people with disabilities who are working in the technology are and making them a part of this study as we move forward, looking at the bill of rights around technology.

Mr. Ogunyipe stated policy issues should include prisons and that should be something the Council focuses on.


I. NCD Business
Finance Report
Ms. Grubb reported the Council being a bit behind schedule do to the continuing resolution, but estimated the status of funds to 37% underfunding spending.  The Council has put forth about a half million dollars for project proposals and the budget reflects that.

Executive Committee Report
Chairperson Terry stated the next quarterly meeting scheduled for July 28-29 in Minneapolis, Minnesota.
 
ADJOURN
[image: ]Chairperson Terry adjourned the Council meeting at 3:30 p.m. (ET). 

[bookmark: _GoBack]Date Approved by the Council: July 28, 2016
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