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Quarterly Meeting Minutes of the National Council on Disability
November 2-3, 2015
Concord, New Hampshire


ATTENDANCE

Members:						Staff:
Clyde Terry, Chairperson				Rebecca Cokley, Executive Director
Gary Blumenthal					Lawrence Carter-Long
Bob Brown						Joan Durocher
Daniel Gade						Phoebe Ball	
Janice Lehrer-Stein					Gerrie-Drake Hawkins (telephone)
Benro Ogunyipe					Ana Torres-Davis (telephone)
Neil Romano						Anne Sommers
Lynnae Ruttledge					Amy Nicholas
Kate Seelman							
Royal Walker						NCD Contractors / Interns:
							Keith Woods
				

Guests:
Stephanie Orlando, Executive Director, YouthPower!; Dior Vargas, Latina Feminist Mental Health Activist; David Cross, Ph.D., Director of the Counseling Center, University of New Hampshire; Christy A. McCormack, Chairwoman, Election Assistance Commission; Tom Manning, Assistant Secretary of State, New Hampshire; Paul Leather, Deputy Commissioner of Education, New Hampshire Department of Education; Ellen Piekalkiewicz, Capital ; Gina Balkus, Executive Director Home Care Association of New Hampshire; Paul Harrington, Director, Center for Labor Markets and Policy, Drexel University; Dan Habib, President’s Committee for People with Intellectual and Developmental Disabilities; Peter Blanck, Chairman, Burton Blatt Institute; Eduardo Meza-Etienne, Ruh Global;  Katy Bates, facilitator, mother of self–advocacy team; Chris Munz, Robin Carlson, New Hampshire Chapter of National Alliance for Direct Support Professionals; Karen Hatch; Amy Messer, Executive Director, Protection & Advocacy, New Hampshire; Emily Meister, UNH Student; Lisa Mung, National Alliance on Mental Illness NAMI; Susan Wolf-Down, Executive Director, Northeast Deaf and Hard of Hearing Services; David Ouellette, National Healthcare Decisions Day (NHDD).



MONDAY, NOVEMBER 2, 2015


CALL TO ORDER AND WELCOME - NCD CHAIRPERSON
Chairperson Clyde Terry called the meeting to order at 9:02 a.m. Eastern Standard and did a roll call.

BUSINESS

1. Acceptance of Agenda
Ms. Lynnae Ruttledge moved for acceptance of the meeting agenda for November 2-3, 2015 as presented.

MOTION:  Approve the board meeting agenda for November 2-3, 2015.
Motion passed with no objections.

1. Approval of Minutes
MOTION:  Adopt the minutes of July 24-25, 2015 as presented. 

Roll Call Vote:
Mr. Gary Blumenthal: Aye
Mr. Bob Brown: Aye
Mr. Daniel Gade: Aye
Ms. Janice Lehrer-Stein: Aye
Mr. Benro Ogunyipe: Aye
Ms. Lynnae Ruttledge: Abstain
Dr. Kate Seelman: Aye
Mr. Clyde Terry: Aye
Mr. Royal Walker: Aye

1. Chairperson’s Report
Chairperson Terry stated that he is very happy to serve as the chair for the next year and for its new membership as the Council transitions.

He stated that the Council has a great tradition of both advocacy and public policy work to advance the interests of people with disabilities, to assure equality as well as access and opportunity.

Chairperson Terry reported that he hopes that the Council is able to come to complete some of its work in the following areas:
1. Employment
2. Education
3. Healthcare
4. Technology

1. Executive Director’s Report
Ms. Rebecca Cokley reported the following:
1. NCD is on a continuing resolution at a budget of $3.35 million.
1. FY 16 Congressional Justification the Council submitted to Congress asking for $3.432 million in conjunction with WIOA.

Ms. Cokley welcomed new staff, Ms. Ana Torres-Davis as Attorney Advisor and stated that Mr. Keith Woods is representing the administrative and finance office at this meeting.

1. Mental Health Services in Higher Education
Dr. David Cross Director of the Counseling Center at the University of New Hampshire reported on staff there are 11 Ph.D’s licensed in the state of New Hampshire as psychologists with six in training.

Dr. Cross reported that the rates of anxiety and depression amongst college students have arisen in the past 10 years as well as students with suicidal thoughts dealing with serious issues such as psychosis which typically presents itself in adulthood.

Dr. Cross stated the following:
1. 6% of the student population had mental issues 10 years ago; now there’s approximately 8.5% which counts to 1,300 students being counseled.
2. Directors have reported 52% of center clients have severe psychological problems, up from 44% in 2013 with 8% having impairments so serious that they are unable to remain in school.
3. 44% experience periods of severe distress, depression, anxiety, panic attacks, suicidal ideation, etc.
4. Suicide the second cause of death among traditionally college aged students 18-22.
5. 7% of college students have seriously considered suicide.
6. 80% of students do not seek counsel.
7. Increased vulnerable population is increasing: student veterans and LGBTQ students and allies
8. 800,000 veterans students on campus nationwide
9. Student veteran dropout rates are 70% nationwide, compared to 45% and 25% for nonveteran students at 2-year and 4-year colleges.
10. LGBTQ students were 3 to 4 times more likely than heterosexual students to experience discrimination that affected their academic performance, which LGBTQ students being more likely to report intentional self-harm, suicidal thoughts or attempts.

Ms. Dior Vargas, mental health activist stated she started a photo project that highlights the experiences with mental illness and the media representation of mental health conditions which rarely includes communities of color.

Ms. Vargas stated that her mission is to change the media landscape and provide a sense of community, a safe space and hope to individuals who are constantly marginalized.

Ms. Stephanie Orlando, Executive Director and founder of YouthPower!  Ms. Orlando stated that her organization is a New York state network of young people that are labeled and seeking change.  She stated that through peer-to-peer mentoring they empower young people to be active citizens, government operations, their rights and ability to use their voices to influence policy, practice, regulation and law.

Ms. Orlando stated the goals and objectives of YouthPower! are as follows:
1. Young people  are helping other people
2. Ensuring the availability of self-help and peer support while changing systems so young people get the support needed with respect and dignity they deserve.
3. Making sure people have a voice on all levels
4. Cross–disability
5. 440 active members
6. Promote how to support self-advocacy
7. Production of videos for young people to learn about disability disclosure
8. Government advisory
9. Peer advocacy


1. Town Hall to Receive Comments on Mental Health Services in Higher Education
Ms. Amy Messer, Executive Director of the Disability Rights Center, New Hamphsire stated she has spent the last several years working on community-based services for people with mental health issues in New Hampshire. Mental health is the one area in particular where we have had an overreliance on institutional care and we’ve been working to transform our system.

Ms. Messer stated that 73% of students living with a mental health condition on college campuses experience a mental health crisis, yet half of those individuals reported that their colleges did not know they were experiencing the crisis.

Ms. Messer’s report focused on three areas.  They are as follows:
1. Training
2. Access to services
3. Ensuring students feel safe in accessing services

Ms. Emily Meister, a student at UNH, stated that she was diagnosed with anxiety and depression and believes that widespread education to inform people is most helpful and it will eliminate most sigmas.

Ms. Lisa Mung, National Alliance on Mental Illness of New Hampshire stated that she has a degree in special education and suffers from social anxiety disorder and she encourages more awareness and mental health on campus with people sharing their stories.

1. Release of “Self-Driving Cars:  Mapping Access to a Technology Revolution Report
Ms. Janice Lehrer-Stein reported that she is very thankful for the contribution from Susan Henderson, Disability Rights Education Defense Fund (DREDF)  to the report.

Ms. Lehrer-Stein expressed her gratitude of having been chosen to introduce this report to the American public, other government agencies as well as to the President and Members of Congress.

Ms. Lehrer-Stein stated that this is one of the most groundbreaking and important reports that the Council has ever written for three reasons. They are as follows:

1. The Council has been committed to and engaged in identifying the uses of emerging technology to assist our constituents.
2. The Council has a history of addressing issues as they begin to emerge. (i.e. ADA, Rocking the Cradle.)
3. Being a person with a disability she understands the everyday challenges in obtaining transportation.

Ms. Lehrer-Stein reported the following on autonomous vehicles:
1. Level 1 autonomous vehicle has a single or more than single independent function that operates entirely on its own.
2. Level 2 autonomous vehicle has two or more functions which can work in conjunction with each other.
3. Level 3 automation talks about a feature where the driver completely relinquishes one or more features and regains control of the vehicle after a completed task.
4. Level 4 automation that will have the biggest potential impact for people with disabilities and raise many questions.

Ms. Lehrer-Stein stated that four states including the District of Columbia passed the legislation allowing testing and experimental operation of autonomous vehicles (Nevada, California, Michigan, Florida).

Ms. Lehrer-Stein stated that the vehicle will be using an amazing combination of digital and other technology in order to create an enormous amount of moment-by-moment data that allows a car to move through time and space.The systems include GST which is a global positioning satellite information which is similar to what is on cell phones.

Ms. Lehrer-Stein stated that the biggest issue for people with disabilities will be licensing.  Currently, licensing is controlled by individual states, but the NHTSA does maintain some oversight capabilities when it comes to determining situations in which people cannot be licensed.

The NHTSA has no information about who the occupants of the cars are and whether they have a disability.

There are cybersecurity concerns that have been recently addressed by Senator Markey that the cars could possibly be hacked. 

Ms. Lehrer-Stein stated that the Access Board has the power to provide when there are public transit, closed the loop on other public transit autonomous vehicles established and that all technology products comply with Section 508, Section 504 of the Rehabilitation Act and the provisions of the ADA are strictly enforced when it comes to the development of this technology.

1.  Help America Vote Act Compliance
Ms. Christy McCormack, Chairwoman, Election Assistance Commission (EAC), gave the Council an update on the Help America Vote Act (HAVA).  She stated that HAVA explicitly requires various areas to improve access for voters with disabilities.  They are as follows:

1. There is to be one accessible machine per polling place
2. There be private and independent vote for voters with disabilities
3. HAVA called for up-to-date guidelines in the establishment of a technical guidelines development committee.
4. The new guidelines include some modern accessibility provisions by having manufacturers produce more accessible machines.
5. Under HAVA each state is required to conduct a collaborative planning process
6. HAVA also requires representation of voters with disabilities and experts on the EAC boards. There are three boards: technical guidelines development committee, standards board and the board of advisors.
7. Under HAVA there’s protection and advocacy programs.

Ms. McCormack stated that in 2009-2010, Congress appropriated a total of $8 million to the EAC to create three research and development competitive grant programs to improve voting accessibility for all citizens.

Mr. Tom Manning, Assistant Secretary of State, New Hampshire sated that his primary duty to make sure that polling is accessible for all persons including persons with disabilities

Mr. Manning stated when HAVA was passed the state working on developing a plan to cope or deal with it and thus created a disabilities access and voting system task force.  The task force was composed if stakeholders being affected and the changes that were going to be made.

After HAVA implementation, the National Association of Secretaries of state conducted a survey of its members asking the top ten issues states are going to face in implementing HAVA.

When conducting training, there were steps that needed to be followed.  They were as follows:
1. Identify yourself to a person who is blind or low vision
2. Use of videos

Mr. Manning stated that the New Hampshire amended the Constitution in 1984 and said that voting registration and polling places have to be accessible to all persons, including persons with disabilities.

1. Elementary and Secondary Education Act-Statewide Impact of Federal Policy
Ms. Phoebe Ball reported that Congress has passed a budget deal and the President is expected to sign it.  She clarified that the Council does not have a line item in the budget but that it basically sets the caps for both domestic and defense spending.  This budget deal last until mid-December.

Ms. Ball highlighted other areas as well.  They are as follows:
1. Budget deal that significantly helps SSDI fund until 2022.
2. SSDI overpayments of $11 billion.
3. Mental health legislation –Tim Murphy Bill
4. NCD has engaged with the energy and commerce staff on the bipartisan bill based on the Murphy Bill
5. NCD will reach out to new speaker of the House Paul Ryan to let them know the role that the Council is playing in shaping disability policy.
6. HEA reauthorization is beginning to move by holding a hearing in the House in the education workforce committee on skills training on higher education act issues.
7. House and Senate passed the ESEA reauthorization bills.

Mr. Paul Leather, Deputy Commissioner of Education, New Hampshire Department of Education, has served as director of career technology and adult learning for the department which oversees statewide initiatives,  such as high school redesign, extended learning opportunities, dropout prevention and administration of vocational rehabilitation, adult education, technical education and school and guidance counseling.

Mr. Leather stated his organization continues its efforts around extended learning and internships seeing a dropout rate reduce from 10% to less than 1% in a three year period.  The graduation rate has increased to being in the top three in the country though greater use of project-based student-centered learning.

Mr. Leather stated that PACE is based on a different theory of action where the department reinvest local educators, communities and parents in their educational process and they are involved in determining their theory of action around teaching and learning, accesses progress for students and how they may hold themselves accountable to quality indicators.

Mr. Leather stated that the department wishes to set a process of common curriculum, and test the rigor of their instruction and grading to see how well they are doing with disaggregated groups.

Mr. Leather stated that the department is also building a developmental framework of non-cognitive skills such as creativity, collaboration, communication, problem solving skills into assessment so that students are able those skills that are necessary to move forward.

1. Medicaid Managed Care and Challenges for the Direct Care Workforce Panel 
Ms. Ellen Piekalkiewicz, Capital Health Strategies was NCD’s Medical Managed Care forums contractor.  The forums were held across 10 states between 2014 and 2015.

She referred some of the forum findings in her remarks and suggestions for direct care consideration. She said that (1) NCD’s role is unique in going to the recipients of Medicaid services and asking them how the transition to managed care has been impacting them; and (2) stakeholders, including NCD must continue to support the expansion of community-based care.  

.
Ms. Piekalkiewicz stated that through the forums NCD heard first-hand about several issues related to today’s topic. For example, stakeholders shared experiences about managed care organizations that lack the sophistication and knowledge of dealing with small providers and personal care assistants.that people are having trouble accessing community-based care. In addition, date show between 2000-2007 nursing homes increased among adults ages 31-65 in 48 states.  The increase in hospitalization of people in that age group increased from 13% in 2005 to 14% 2009. With regard to federal action, she reported that a goal of CMS was to rebalance funding between institutions and community-based care.

Ms. Piekalkiewicz also shared these NCD recommends from an upcoming report: 
1. Congress should amend the net case statute to end institutional bias in the Medicaid program by requiring every state that participates in the program to pay for home and community-based services. 
2. Congress should require clear and uniform annual reporting of the number of individuals served in the community versus institutions; and.
3. A recommendation from the Senate that Congress should require incremental state spending goals for Medicaid long-term care.

Panelist two was Ms. Gina Balkus, Executive Director Home Care Association of New Hampshire.  She represented information about licensed home care agencies that provide a range of services for eligible recipients.

Ms. Balkus spoke about the perspective of agencies by reaching out to members of her association, and to colleagues across the nation to find out what their experiences have been under Medicaid managed care.  Overall, the conclusion is that the status of an adequate workforce is the biggest issue that home care agencies are facing whether it is fee-for-service program or Medicaid managed care.

Ms. Balkus shared perspectives about some areas of challenge. She stated that a major provider of personal care services has been trying to do a wage increase for the past three years for their employees. However, the efforts have been unsuccessful because the government reimbursement under Medicaid has not increased. She also mentioned that under the Affordable Care Act, home health perspective payment rates are going through a four-year rebasing program where rates are being cut 13.5%.

Ms. Balkus suggested that NCD’s Medicaid managed care report with the forums’ summary provide excellent recommendations and policy questions. She described it as important to continue raising questions at both the macro and micro levels.

The third panel member as Paul Harrington, Director, Center for Labor Market and Policy, Drexel University. He discussed some of the fundamental changes and structure of healthcare employment.

Mr. Harrington disclosed that universal healthcare came to the state of Massachusetts in 2006, and in 2012 there came cost containment

He stated that data shows in the state of Massachusetts, between 2000 and 2014 there were about 195,000 jobs, 77,000 of which are in the healthcare system.  Healthcare is fundamental source of employment growth as the population ages.

Mr. Harrington stated that the ambulatory care sector rate has grown rapidly, between 2000 and 2010 it has been the fundamental engine of growth in Massachusetts.  The biggest gain has been in nursing homes with the period being 2010-2014.


1. Town Hall to Receive Comments on Direct Care Workforce Challenges
Mr. David Ouellette, New Hampshire Department of Developmental Disabilities, works with direct support professionals, advocates and families.

Mr. Ouellette stated that many feel as though direct support professionals are disposable employees, with a turnover rate of 40%.

Mr. Ouellette stated that the department needs to strengthen the direct support professional through rigorous education.

Kathy Bates, facilitator and mother of self-advocacy team, suggested that there needs to be a pay increase for PCA’s, by 2030, 43% of the population are going to be senior citizens over the age of 65.

Mr. Chris Munz, Chief Executive Officer for a nonprofit organization, stated he is dedicated to people with developmental disabilities and acquired brain disorders and that they should be participating member of the community.

Mr. Munz stated that everyone in his organization has a sense of personal commitment to the people they serve, , especially to the direct support professional who not only provide the hands-on support to their clients, but are also mentors, friends and confidantes.

Mr. Munz state that there is a shortage of affordable workforce housing which a recent study shows that New Hampshire workers must make $20.54 per hour to afford rent, which poses a significant problem when the average renter salary is $14 per hour.

Ms. Robin Carlson, New Hampshire chapter of the National Alliance for Direct Support Professionals stated that there is a lot of unconscious thinking, planning and action happening within the state of New Hampshire.  Direct support is not an entry position, it is a foundational position that impacts people in intimate ways. Direct support workers need a solid education that helps develop skills and competencies and strong sense of professionalism.

Ms. Karen Hatch provided information on a longstanding challenge in New Hampshire regarding the state’s interpretation of federal agency regulation 42CFR 44070-delivery of home health services in the state of New Hampshire rules regarding home health aide services.  The interpretation of the federal regulation unnecessarily segregates and isolates individuals and basically imprisons them in their own home while denying them access to the community.

Ms. Hatch stated that families would like for the Council to ensure CMS addresses the intent of the federal regulations so states fully understand the federal regulations do not intend for LNA services to be solely provided in the home.

Ms. Amy Messer, executive director of the protection advocacy agency, the Disability Rights Center, New Hampshire reported that CMS approved New Hampshire put into managed care their community-based mental health services leaving out the psychiatric institution and nursing homes. On the nursing home side, New Hampshire is looking to put its community-based care and nursing home care in home care if going into managed care with the suggestion that nursing home care will go six months later.

Ms. Messer stated in regard to wages and benefits, the Fair Labor Standards Act rules for requiring minimum wage and overtime is a step in the right direction, however wages need to be increased and there needs to be an automatic mechanism to adjust those rates with inflation.

Ms. Messer stated on the managed care side there needs to be a percentage of reimbursement rate increases to go directly to the home care workers and that the funds do not end up in the managed care administrative bucket.


1. Recessed 
The Council meeting adjourned for the evening at 4:27 p.m. (EST)


TUESDAY, NOVEMBER 3, 2015
Chairperson Terry reconvened the Council meeting at 8:29 a.m. (EST)

M. Emerging Technology in Employment and Education
Mr. Dan Habib, Member, President’s Committee for People with Intellectual and Developmental Disabilities stated that there are three primary goals identified in the report.  They are as follows:
1. Increase the cognitive accessibility of technology.
2. Strengthen federal policies that ensure that people with intellectual disabilities have access to everyday technology.
3. Increase the availability, quality and affordability of cognitive support technologies.

Focus areas of the report were as follows:
1. Elementary
2. Secondary and postsecondary education
3. Community Living
4. Employment and economic well-being
5. Health and wellness

Dr. Peter Blanck, Chairman, Burton Blatt Institute, stated that his ultimate goal is that the internet is covered by the ADA globally.

Dr. Blanck stated that the IEP’s are a disgrace to children with intellectual and other disabilities for there’s no technology plan and nothing that helps parents learn about technology to help their children as they move forward.

Dr. Blanck stated that the first project received by the institute was in the amount of $2.5 million from the Administration on Community Living to conduct its first randomized control trials

Eduardo Meza-Etienne, Ruh Global, reported on his work for the last 16 years with companies working with assistive technologies and accessibility. He reported on artificial intelligence and how it impacts people with disabilities.

N.   Comments on Emerging Technology
Ms. Penny Duffy,  a guest stated reported how technology has helped her blind daughter in the classroom for she is able to type in braille to her iPad, then print off to her teacher in print.

Ms. Jennifer Bertrand, New Hampshire Council on Developmental Disabilities, stated that we need to continue to have individuals that are impacted by disabilities be our moral compass. She encourages the Council to undertake a new policy campaign on emerging technological innovation that takes a coordinated big picture approach to identifying barriers to current and emerging technology and to advocate for equitable access, including the creation of reimbursement and structural reforms as well as the need for specified, focused programs directed at affording access.

O.  NCD Business Meeting

Executive and Finance Committee Report
Mr. Gary Blumenthal reported that the Council is still under a continuing resolution and the agency closed its FY15 successfully.

Mr. Blumenthal stated that the audit has begun and the Council is utilizing the same firm as last year the Council had a successful audit last year.

Ms. Cokley stated that the Council has submitted its Congressional Justification to OMB and the President is expected to sign the Senate budget at any time.

Ms. Cokley stated that the Council is expected to receive a pass back from OMB in which we will resubmit it fine tuned to the dollar value they are giving us and submit it to our colleagues on the Hill.

MOTION:  Mr. Blumenthal moved to accept the finance committee report.
SECONDED:  Dr. Kate Seelman

Roll Call Vote:
Mr. Gary Blumenthal: Aye
Mr. Bob Brown: Aye
Mr. Daniel Gade: Aye
Ms. Janice Lehrer-Stein: Aye
Mr. Benro Ogunyipe: Aye
Ms. Lynnae Ruttledge: Abstain
Dr. Kate Seelman: Aye
Mr. Clyde Terry: Aye
Mr. Royal Walker: Aye

P.  Policy Development and Program Evaluation Committee Report
MOTION:  Dr. Kate Seelman moved for the acceptance of the managed care report.
SECONDED: Mr. Blumenthal

Roll Call Vote:
Mr. Gary Blumenthal: Aye
Mr. Bob Brown: Aye
Mr. Daniel Gade: Aye
Ms. Janice Lehrer-Stein: Aye
Mr. Benro Ogunyipe: Aye
Ms. Lynnae Ruttledge: Abstain
Dr. Kate Seelman: Aye
Mr. Clyde Terry: Aye
Mr. Royal Walker: Aye

MOTION:  Mr. Blumenthal moved for the adoption of the Affordable Care Act report. SECONDED: Ms. Lynnae Ruttledge 

Roll Call Vote:
Mr. Gary Blumenthal: Aye
Mr. Bob Brown: Aye
Mr. Daniel Gade: Aye
Ms. Janice Lehrer-Stein: Aye
Mr. Benro Ogunyipe: Aye
Ms. Lynnae Ruttledge: Abstain
Dr. Kate Seelman: Aye
Mr. Clyde Terry: Aye
Mr. Royal Walker: Aye

P.  Governance Committee Report
Mr. Benro Ogunyipe reported that the Council voted to ratify its bylaws but it will take effect when the Council is reduced to nine members.  With that being said, the working groups and committee membership will change.

Mr. Ogunyipe introduced and welcomed Mr. Daniel Gade as new Council member.

ADJOURN
Chairperson Terry adjourned the Council meeting at 11:45 a.m. (ET). 
Date Approved by the Council


Signature 


Printed Name



