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THURSDAY, JULY 23, 2015

CALL TO ORDER AND WELCOME-NCD CHAIR

Chairperson Jeff Rosen called the meeting to order at 9:02 a.m. Eastern Standard and did a roll call.

BUSINESS

A. Acceptance of Agenda

Chairperson Rosen moved for acceptance of the meeting agenda for July 24-25, 2015 as presented.

MOTION:  Approve the board meeting agenda for July 24-25, 2015.
Motion passed with no objections.

B. Approval of Minutes
MOTION:  Adopt the minutes of May 4-5, 2015 as presented with two abstentions. 
Corrected Roll Call Vote on the Motion to Adopt the HCBS Report as presented and footnote /reference to other funds as Gary mentioned.

Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Bob Brown: Aye
Mr. Chester Finn: Aye

Mr. Jonathan Kuniholm: Aye
Ms. Janice Lehrer-Stein: Aye
Ms. Kamilah Martin-Proctor: Abstain

Mr. Ari Ne’eman: Abstain
Mr. Benro Ogunyipe: Aye

Mr. Jeff Rosen: Aye

Ms. Lynnae Ruttledge: Abstain
Mr. Clyde Terry: Aye

Mr. Royal Walker: Aye

C. Chairperson’s Report

Chairperson Rosen reported the following:

1. The 25th anniversary of the ADA the Council will release its Progress Report which surveys how the ADA and other federal legislation has been put into practice by five states and local agencies to improve outcomes for individuals with disabilities.  It also provides NCD’s vision for the next 25 years of the ADA.
2. NCD convened a panel of youths entitled, “We Are the ADA Generation.”  The panel included a diverse community which spoke on how ADA changed their lives.

3. NCD will be hosting a dialogue on the future of technology. 
Mr. Rosen stated that there were three areas that he wanted to pass along in relationship to the transition.  They were as follows:

1. It is important that the Council hears and advises as well as focus on the short list priorities.
2. The Progress Report is the Council’s statutory mandated project.

3. NCD should work to include youth, mental health consumers, cultural diverse populations (especially Native- Americans).
D. Executive Director’s Report

Ms. Cokley reported the following:

1. NCD serves as a civil rights voice of the disability community on key issues, not inclusive of but not limited to deinstitutionalization, subminimum wage, voting issues, parents’ rights, etc.

2. NCD has been in discussion with the National Action Network, the NAACP, Congressional Black Caucus and other groups who have actively sought NCD to talk about the topics including education, voting rights, and police violence.
3. CRPD still remains a hot topic of discussion.

4. Close working relationship with the colleagues at the White House and the White House ADA Briefing that the Council will be working with colleagues at the Domestic Policy Council to convene a dialogue with CMS, HUD, and the Department of Justice to discuss the President’s strong commitment.

Ms. Cokley stated that the Council needs to continue to push for equality, community-based supports fort individuals with disabilities which remains as on the President’s priority.
Ms. Cokley stated that Ms. Ball has been working and speaking with staff on Capitol Hill regarding social security reform.
Ms. Cokley stated that the Progress Report continues to be a priority for the Council and using the School-to-Prison Pipeline Report by making things shorter, including more recommendations which will include model legislation with the use of pullouts.
Ms. Cokley stated that Robyn Powell is resigning from the Council and that the Council will be advertising the financial analyst position.
E. Committee Reports 
Policy Development & Program Evaluation Committee Chair Report

Mr. Terry reported the following:

1. Pittsburgh- White Paper NCD on Higher Education Assistance Act

2. Progress Report

3. Autonomous Vehicle Report
4. Affordable Care Act

5. will shortly receive a white paper on its review of the Higher Education Assistance Act

6. Affordable  Care Act

· People with disabilities will benefit considerably if the legislation is in implemented in the fashion with NCD’s priorities and interests (existing healthcare, Medicaid finance, long-term services and supports, Medicaid program)

7. Medicaid Managed Care

8. ACA

MOTION:  Clyde Terry moved to adopt the Education Report. 
SECONDED:  Royal Walker 
Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Bob Brown: Aye

Mr. Chester Finn: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Mr. Benro Ogunyipe: Aye

Mr. Jeff Rosen: Aye

Ms. Lynnae Ruttledge: Aye

Mr. Clyde Terry: Aye

Mr. Royal Walker: Aye

MOTION: Clyde Terry moved to adopt the Progress Report.  
SECONDED: Kate Seelman
Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Bob Brown: Aye

Mr. Chester Finn: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Mr. Benro Ogunyipe: Aye

Mr. Jeff Rosen: Aye

Ms. Lynnae Ruttledge: Aye

Mr. Clyde Terry: Aye

Mr. Royal Walker: Aye

MOTION: Lynnae Ruttledge moved to adopt the autonomous vehicle report. SECONDED:  Clyde Terry
Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Bob Brown: Aye

Mr. Chester Finn: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Mr. Benro Ogunyipe: Aye

Mr. Jeff Rosen: Aye

Ms. Lynnae Ruttledge: Aye

Mr. Clyde Terry: Aye

Mr. Royal Walker: Aye

MOTION:  Ari Ne’eman moved to adopt the ACA (deliverables).  
SECONDED:  Chester Finn

Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Bob Brown: Aye

Mr. Chester Finn: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Mr. Benro Ogunyipe: Aye

Mr. Jeff Rosen: Aye

Ms. Lynnae Ruttledge: Aye

Mr. Clyde Terry: Aye

Mr. Royal Walker: Aye

E&F Committee Finance Principal Report

Mr. Blumenthal reported that the Council should have a balance of $78,396.00 remaining at the end of the fiscal year. However, there is a planned expenditure of $45,000 that has been placed aside for specific projects that the Policy Committee has recommended.
Mr. Blumenthal stated that the $78,396.00 isn’t a final figure that there may be an additional 30%- 50% and wanted the Council to have the flexibility and make a decision later as to where the funds should go.

Governance Principal’s Report
Mr. Ogunyipe reported the following:

· Bylaws will change due to the Workforce Innovation and Opportunity Act (WIOA). 

· Reduction of NCD membership to 9 – five members appointed by the President and four appointed by Congress.

· Reduction of quorum to, reduction of the Executive and Finance Committee members to four. (Chair, PDPE Chair, and two principles of Finance and Governance.
· Vice Chair will be selected by Chair.
MOTION:  Bob Brown moved to adopt the bylaws.  SECONDED: Royal Walker
Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Bob Brown: Aye

Mr. Chester Finn: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Mr. Benro Ogunyipe: Aye

Mr. Jeff Rosen: Aye

Ms. Lynnae Ruttledge: Aye

Mr. Clyde Terry: Aye

Mr. Royal Walker: Aye

F. Release of Progress Report 

Mr. Lawrence Carter-Long moderated the Progress Report Panel which included Day Al-Mohamed, Lex Frieden and Bob Burgdorf and who each defined what ADA meant to them.

Ms. Janni Lehrer-Stein reported the various states and topics that the Council had visited to collect data in the areas of the following:

· Transportation
· Education

· Employment

· Housing

· Healthcare

States visited and data collected were as follow:

· Nebraska

· Minnesota

· Massachusetts

· Texas

Ms. Lehrer-Stein state the Council also included in its Progress Report a section that talks about its vision for the future.  The Council’s vision is that all disability advocates to be able to transition from advocates from those of us who have been knocking on the door for so long to advisors as the door is opened wide.
Ms. Lehrer-Stein stated that the Council recommends that the CRPD be ratified by the Unites States Senate and that the US takes if full and rightful place among the countries that have ratified the treaty.

G. The Cross-Generational Perspective on Next Steps
Mr. Frieden stated that the Council should not only place forward recommendations but should hold the government accountable for addressing them. 

Mr. Frieden stated that staff recommended the ADA Amendments Act that would amend the ADA and ensure that is appropriately updated in which President Bush signed the ADA Amendments Act. 

Mr. Brian Lucas stated that he envisions the Deaf Community to have a television broadcast services specific to their needs.   Mr. Lucas spoke on video phones and video relay services for the deaf.
Ms. Day Al-Mohamed stated that she was pleased that the Council for recognizing the intersectionality of different communities and different movements that are needed and that the Council was one of the first organizations to actually get to respond to the events in Ferguson.  She added with the Council’s mission it also advises the communities, state legislators, and grassroots informing them on the way things should be.
H. Maria Town, Associate Director for Public Engagement, The White House

Ms. Cokley introduced Ms. Town and stated that she previously worked at Office of Disability Employment Policy at the Department of Labor where she coordinated efforts around improving employment outcomes for youth and young people with disabilities.
Ms. Town stated that the White House will be hosting a forum on policing and that the topics that were covered were as follows:

1. School discipline policy
2. Seclusion restraint

3. Exclusion and restraint authorized in part through the Individuals with Disabilities Education Act (IDEA)

Ms. Town stated that the President’s goal for the next 18 months is to include in its administration disability as being a significant part of it.  Climate change being a major issue with a summit to be held in in Paris in December.

Ms. Town states that the White House will be releasing a blog posting announcing a White House social medial program and its goal is to capture stories of how the ADA has impacted people’s lives.

I. Impact of the ADA in American Communities 2015

Mr. Frieden stated that his organization has completed a study of leaders with disabilities around the country and volunteers passed out a survey report and was used as a reference for online access to various data that has been generated through NIDRR-funded project on the impact of the ADA with a consortium of research groups called the ADA Participation Action Research Consortium.

Mr. Frieden stated that the survey asked people whether they believed ADA had improved the quality of their life lives.  The response to the survey were as follows:
· 84% survey respondents said that the ADA significant improved the quality of their life

· 2/3 of the respondents stated that the ADA was the most significant -  legislative, social, cultural, inclusion and impact in their lives
· ADA had the biggest factor in terms of moving their lives in the last 25 years
· Transportation and public accommodations –people with disabilities feel that the general public knows better about disability and believe that their quality of their lives have gotten better
· Lack of progress toward reaching goals of employment, healthcare and housing access which is tracked through NCD reports
· Personal care attendants-not required under the ADA but many surveys comments suggested people believe for complete implementation certain services must be provided in the community by community-based organizations

Mr. Frieden stated that they wanted to find out what the major barriers to ADA implementation and many people stated that the major barrier was the lack of enforcement.  The majority believes that their complaints, concerns and issues with respect to enforcement of the ADA have not been addressed adequately.

Mr. Frieden stated that the issues of home care are of great importance.  Presently, the one way people with disabilities or seniors who are in need of daily assistance can acquire such assistance are to have a person-to-person contract with an individual who is going to help them such as a family member, friend or a contract with a home nursing service.
J.  Executive Director provides Feedback from Outside Entities re: CJ Content        and Organization

Ms. Cokley stated for FY-16, discussions were around civil rights following the 25th anniversary of the ADA and for FY ’17, due to the timelines for the implementation of WIOA the Council strongly is considering delving into issues around employment which is how the Council guided its conversation within the Congressional Justification.  
Ms. Cokley stated the goal is for the Council to produce smaller, more productive more nuanced documents similar to the School-to-Prison Pipeline report, but also stated that there will be a need for larger reports such as the Progress Report and Rocking the Cradle Report.
Ms. Cokley stated that there was a great deal appreciation for the Council’s work on the Higher Education Opportunity Act and documents as well as the brief that the Council worked on with Wendy Harbour.

Ms. Cokley stated it was also suggested that the Council continue to include model legislation and documents that that we come up with so that it gives the Council means by which to also use to further the measure the outcomes of the work that the agency is doing.

K. Council Presentation of Proposed Topics
The Council discussed the various topics that are a part of their priorities.  They were as follows:

1. Progress Report- mandated

2. Government Contracts

3. Employment of people with disabilities

4. Mental health

5. Higher education

6. WIOA Implementation
7. Misdiagnosed students –statistically students of color, students with English as a second language

8.  Parent advocacy-speaking to the group (students, parents, school)

9.  Mental health stigma

10.  Social media and voting
11.  Medicaid Managed Care

12.  Recommendations from CMS

13.  Reformation of private health insurance
L.  Council FY ’16 & FY ‘17 Wrap up & Vote
The Council prioritized the proposed work that it wishes to do for FY ‘16 and FY ’17.
Mr. Terry stated that Ms. Cokley’s presented to OMB its FY’16 priorities being civil rights and employment. Mr. Terry added that there are threads whether it is in Managed Care to assure that the civil rights for healthcare rights for individuals are protected in a changing environment; you can also find an employment thread within the Managed Care. Also you can find the civil rights with in the mental health projects, employment in WIOA and two projects that were described by Neil Romano and Bob Brown.
Mr. Terry listed the 2017 projects as follows:
· Emerging Technology

· Progress Report

· WIOA

· Guardianship Report

· Parenting Rights

· Mental health, sexual assault on college campuses
· CRPD

· Foreign Policy Report

· 504 Report

· Mental health and psychiatric disability

MOTION:  Janice Lehrer-Stein moved that NCD engage in a budget less social media campaign to create and build awareness about the introduction of the tactile currency on the new $10.00 bill.  SECONDED: Jonathan Kuniholm
Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Bob Brown: Aye

Mr. Chester Finn: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Mr. Benro Ogunyipe: Aye

Mr. Jeff Rosen: Aye

Ms. Lynnae Ruttledge: Aye

Mr. Clyde Terry: Aye

Mr. Royal Walker: Aye

RECESS
The meeting recessed for the day at 4:32 P.M. ET
FRIDAY, JULY 24, 2015
Chairperson Rosen called the meeting to order at 9:00 A.M ET
M. Civil Rights of Parents with Disabilities Discussion
Mr. Powell provided background on NCD’s parenting work and what the agency has done in the last three years.  She stated this is the first time a government agency has focused on this topic.
Ms. Powell stated that there is an increasing number of people with disabilities choosing to become parents.  There are about 4.1 million parents in the United States who have a disability, meaning that 6.2% of American parents have at least one disability which equates to 6.1 million children in the United States have a parent with a disability.
Ms. Powell stated that it is unfortunate that parents with disabilities encounter really high removal rates and involvement with child welfare, especially those who have an intellectual or psychiatric disability where studies show rates as high as 40% to 80%/  Parents that have sensory or physical disabilities also have incredibly high rates of referrals to child welfare and removal of children.
Carrie Ann Lucas

Ms. Lucas discussed her work in which she represents parents with disabilities.  She stated that she spent her entire adult life working with children in which she was directing summer camps and being a teacher for years.
Mr. Lucas is the founder for the Center for Rights of Parents with Disabilities which represents parents in child protection cases in Colorado.  She stated that they also consult of cases nationwide, have contracts in different counties to represent parents and over 80% of clients have disabilities.

Ms. Lucas said that every child is entitled to have fit parents, minimally competent parents. She added disabled parents are held to a higher standard and in child protection and family cases, the disabled parent is under a microscope and a level of scrutiny that other parents simply are not.
Ms. Lucas stated that advocacy is continued to be needed by NCD for they have been phenomenal in child protection and that there is a need to partner with disability rights attorneys who know disability rights law but not juvenile law.
Kelly Buckland
Mr. Buckland was the Director of the State Independent Living Council in Idaho. Mr. Buckland reported when drafting the state, his organization would conduct state-wide questions of people to gain information to what the plan should include.
Mr. Buckland stated that the independent center developed a committee on family, called Fathers and Mothers Independently Living with their Youth (FAMILY).  The committee is comprised of 40 members which included individuals from the following offices:                                                                
· Attorney General’s office

· Supreme Court

· Chair of the House Health and Welfare Committee

· Chair of the Senate Health and Welfare Committee

· Independent Living protection and advocacy folks

Mr. Buckland stated that he has met with the Departments of State and Justice and Ms. Vinita Gupta mentioned it in an address on the ADA 25th Anniversary that there will be a releasing a broader guidance on parenting which will apply to the reunification of child protection services.

Mr. Buckland stated that there needs to be better training for child protection staff and child protection workers and frontline people dealing with these issues on a daily basis need to be trained as well.
N. Accessibility in Emerging Technologies Discussion
Mr. Terry stated that give the information received on technology and on autonomous vehicles as well as new ideas and products he believes it has created a fertile ground for the Council go in this direction in this world that we are all facing and to make sure that people with disabilities are not left behind and look upon as afterthoughts but are actually built in on the front end.
Mr. Terry stated always being transportation-dependent, the idea to be able to go to work independently is exciting.

Mr. Terry stated in the digital age of communication it creates great opportunities but also barriers.  Some websites are inaccessible as for example travel sites struggle to make travel reservations for you are not aware if it is reading the screen readers.  He referenced the idea of Mr. Kuniholm wanting to do a White Paper will be the first effort in addressing this.

Mr. Terry stated the President’s Committee on Intellectual and Developmental Disabilities has spent a year on a variation of this same dialogue and between the Council we may have the next step in ADA progression, total inclusion which would be including technology as part of the next generation.

Mr. Ne’eman stated that people with disabilities who have communication-related impairments are very much at the mercy of reimbursement strategies and reimbursement policies for specific types of assistive technology.  Historically a growing number of critical technologies that are most aligned with what’s available in the general marketplace have not been available to people with disabilities on Medicaid or Medicare.
Recently Congress passed the Steve Gleason Act which acted specifically to address lack of access to augmentative and alternative communication technology within the Medicare program and really emerged in part of the advocacy from the ALS community.

Mr. Ne’eman stated that one of the key priorities that NCD should ensure is that we are paying for in the context of public health insurance aligns with the kinds of emerging technologies that most of the population is able to treat as commonplace.

Mr. Kuniholm stated that his belief that there is a constant theme that everybody who has a disability.  Technology is simply and enormous significance.  It is technology that either has or hasn’t been developed for one to do what they want to do.  Therefore, technology that the rest of the world takes for granted and people with disabilities may have difficulty accessing.

There was an additional list of areas of emerging technologies that was mentioned.  They were as follows:
· Technology roadmap applying to all areas of technology 
· Voting

O. Public Comment

Ms. Cinda Hughes, member of the Kiowa tribe in Oklahoma and currently serves as the Legislative Affairs Director for an organization that represents American Indians and Alaskan natives with disabilities and her comments were specifically about the impact of durable medical equipment on them. She suggested that NCD work with the VA, CMS and the FDA and make standards a requirement.
Mr. Pete Gould, Senior Policy Development Associate at UBER Technologies.  He stated that UBER believes that they have a natural partner in the Council.  He stated that both UBER and the Council are fighting the same battle against the same enemies.  They being poor service, inadequate choices and the failure of the status quo to improve.

Mr. Gould stated that UBER’s platform increased mobility options and self-reliance for riders and drivers with disabilities because of technological features like cashless payments, voiceover IOS and wireless braille compatibility.  
Mr. Gould stated he hopes to work with the Council as they pursue strategies centered on innovation.  He added going forward UBER firmly believes that they work together to harness this innovation and to solve the problems all together.
Joseph, represented ADAPT spoke on the Community Integration Act that they are trying to get passed.  HE stated that the bill aims to clarify that every individual who is eligible for long-term care has a federally protected right to a real choice in how they receive services and supports, assuring that states and other long-term care funders provide services and supports in a manner that allows individuals with disabilities to live in the most integrated setting including their homes, having maximum control over their services and supports and lead an independent life; establishing a comprehensive state planning requirement comparable to the transition planning process required under the ADA that includes enforceable benchmarks; requiring states to address the need for affordable, accessible integrated housing that is independent of service delivery; and establishing stronger targeted enforcement mechanisms.
ADJOURN

Chairperson Rosen adjourned the Council meeting at 12:22 PM (ET). 
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