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WEDNESDAY DECEMBER 4, 2013

CALL TO ORDER AND WELCOME-NCD CHAIR

Chairperson Jeff Rosen called the meeting to order at 9:00 a.m. Eastern Standard Time and opened the floor by introducing members, staff and guests.

BUSINESS

A. Acceptance of Agenda
Chairperson Rosen moved for acceptance of the meeting agenda for December 4-5, 2013 as presented.

MOTION:  Approve the board meeting agenda for December 4-5, 2013.

Motion passed with no objections.

B.  Approval of Minutes
MOTION:  Adopt the minutes of July 25-26, 2013 

Minutes passed with no objections.

MOTION:  Mr. Fernando Torres-Gil moved to adopt the minutes.

SECOND:  Ms. Blumenthal
By a roll call vote the motion carried.

Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Chester Finn: Aye

Ms. Sara Gelser: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Ms. Stephanie Orlando: Aye

Mr. Jeff Rosen: Aye

Mr. Clyde Terry: Aye

C. Chairperson’s Report

Chairperson Rosen expressed his heartfelt gratitude to stakeholders of the state of Kansas which includes the independent living centers and protection and advocacy agencies.
He added that the Council has released various reports.  They include:

1. Help America Vote report.

2. Veterans with Disabilities report.

3. Policies and Procedures report.

Mr. Rosen stated that NCD has been involved in critical legislation regarding WIA in which they have expressed concerns to Congress regarding the NCD’s positions on sheltered workshops and the placement of thousands into them.

Other meetings that were on NCD’s radar screen were the following:

1. Social Media Accessibility meeting held in San Francisco.
2. Met with the Department of Labor, Office of Employment Programs on hiring through social media.
3. Tactile currency conference with the Bureau of Engraving.

4. USCID meeting.

5. A caravan of individuals met to discuss the Convention on the Rights of Persons with Disabilities.

Mr. Blumenthal stated that the Council will have an opportunity to hear from the people with disabilities, the officials from Governor’s Brownback’s administration and experts in the disability arena of Kansas to share what they want to be replicated in other parts of the nation.
Mr. Blumenthal stated that the Council will be looking at how issues pertaining to employment are being addressed in Kansas.

D. Executive Director’s Report

Ms. Cokley stated that NCD will be working on the following:

1. Ongoing conversations in the disability community about the Rehab Act Anniversary.

2. FY 2013 audit and FY 2015 budget planning process.

3. Increase connectivity and look at the various video teleconferencing software

4. Facebook has become a quick resource for the disability community with the Council having 500 more hits than the American Association of Persons with Disabilities.

E. Committee Reports 
Mr. Rosen thanked Mr. Blumenthal for surviving as chair of the finance committee and announced its new chair, Jonathan Kuniholm.

Audit and Finance Committee Report from Committee Chair Jonathan Kuniholm
Mr. Kuniholm reported the following:

1. Mid-September there was an adoption of NCD’s fiscal policy and procedures manual.

2. For FY ’14 the Council has requested a budget of $3,345 million of which is just short of $1.3 million is non personnel with the remaining being that of $2 million for personnel.
3. Status of funds as of September 10 shows an amount of $200,000 in unexpended funds, minus the two full-time equivalent personnel.

4. A final status of funds report is unavailable for the previous fiscal year as well one for the current fiscal year.
5. NCD’s is under a continuing resolution appropriation amount of $905,000 through January 15th.
6. NCD is undergoing its annual audit and results will be provided shortly.
Governance Committee Report from Committee Chair Stephanie Orlando

Ms. Orlando reported the following:
1. The committee I setting up a time in which they can have a liaison from GSA talk to the Council about professional liability insurance options.

2. Finalization of a survey to submit to Council members regarding the rotation of committees.

Policy & Program Evaluation Committee

Mr. Terry stated the Program Development Committee met back in September and October and discussed the prioritization of different initiatives that the Council has been speaking about over the past year.  The projects are as follows:
1. NCD will work with a variety of stakeholders to develop legislation on the subminimum wage issue.

2. NCD will work with stakeholders with the Conventions on Citizens with Disabilities to try and get it through the United States Senate.
3. NCD wants to take the Help America Vote Act and work with civil rights community and if there are any initiatives in Congress to advance the voting rights for all Americans.   NCD’s job is to make sure that citizens with disabilities will not be considered an afterthought.

4. Taking the parenting report and working with stake holders to see if it is necessary to create legislation on that report.

5. To solicit from community feedback on the advancers of Medicaid Managed Care and to be able to give feedback to the Senate for Medicaid and Medicare on quality standards necessary when CMS approves waivers for those efforts.

F. POLICY PANEL DISCUSSIONS

Panel 1: Living with a Disability in Rural America
Moderator: Janice Lehrer-Stein
Ms. Lehrer-Stein thanked the panelist for coming forward and sharing with members of the Council.   She stated that she has had the opportunity to speak with the panelists and that they really represent the heart and soul of our visit to the state of Kansas.  

Tom Seekins, Director, Research and Training Center on Disability in Rural Communities Rural Institute on Disabilities, University of Montana
Mr. Seekins stated that the most important issue that the institute is facing is a shift nationally associated with the Affordable Health Care Act and the creature of the of the insurance company changing reimbursement.  He added that the reimbursement of rural hospitals is at a prime and the premium that had been paid and the negotiation to re-establish a relative reimbursement for rural hospitals has been eliminated.  This is a threat to small communities and is a critical issue.
In regard to employment, some counties with the highest rates are of those with disabilities. The institute’s programs are addressing problems with health promotion and living well with disabilities.  We would like to see a shift away from individual programs and move more toward environment and participation.  Society has a tremendous amount of resources in monitoring variables, environmental variables that are important and using that information to manage it for everyone’s benefit. 
Mr. Seekins stated that the communities in which we live are critical aspects for people with disabilities to have access; there is no specific program to monitor the status of accessibility as it changes over time with keeping people with disabilities in mind.

Mr. Seekins stated that the state has just completed evaluating the accessibility of 26 communities in the country, 18 from states as well as the District of Columbia.

He added that Vancouver, Washington has been the most successful.  Statistics have shown that of a population of 50,000 the accessibility jumps up to 85% with no communities falling below 80%.  Rural communities consisting of 10,000 accessibility rarely exceeds 48% with no community, as yet exceeding 75%.

Gary Maddox, Executive Director Southwest Center for Independent Living, Springfield, MO
Mr. Maddox reported that transportation is a big issue in rural America.  In metropolitan areas individuals who have mobility impairments and other types of impairments that impart their ability to move from place to place they are complaining and that complaining  mostly due to the lack of public transportation (bus).

Mr.; Maddox stated that the challenge is how are the needs met to benefit both populations.  There needs to be problematic access or overall access which holistically recognizes what the differences are.
Audrey Schremmer, Executive Director Three River Inc.
Ms. Schremmer stated that she once she had received her graduate degree she was encouraged to star working with individuals with mental illness at a half-way house and she fell in love with it.  She stated that she worked in programs when ACBS was first established her work focus was on grants, starting community services for people, and getting people out of group homes and into their own community.
Ms. Schremmer stated that staff is cross trained to treat all people equally. She added  there was once a time when there were stay at home moms and now the moms are  becoming employed they are moving toward two-income families which is a huge impact on the community to get people working

Ms. Schremmer stated that most buildings in small communities are inaccessible and expensive to make accessible.
Ms. Schremmer stated that the disability community should be doing the following:

1. Groom the youth.

2. Advance technology.

3. Look at assistive technology to help youth get education.
Julia Thomas, Executive Director Kansas Youth Empowerment Academy

Ms. Thomas stated the Kansas Youth Empowerment Academy started as a Youth Leadership Forum within the Center for Independent Living which was a nonprofit organization that served youth with disabilities in the state of Kansas.
Ms. Thomas stated their mission is to educate, mentor and support youth with disabilities to be contributing members of the community.

Ms. Thomas stated that the academy has developed leadership and empowerment programs focusing on bullying, mentoring, self-esteem and a variety of topics that impact our youth today.

The Academy has great partnerships with the Centers for Independent Living as well as national and state partnerships.

Ms. Thomas stated that we get lost in legislation, policies and technical language which bore the youth.  Language should be made more accessible to them as well as the issues more accessible to them personally to get them involved and have them be a part of the decision making process.
Marie Clement, Prairie Band Potawatomi Nation
Ms. Clement stated that she has been nominated vice president of the board of directors with Three Rivers in 2002 upon her arrival.

She states that her experience was a total eye-opener in which living in a rural area with little pay and no accommodations for wheelchairs.

Ms. Clement stated that she gets to travel the entire state of Kansas looking for places that are inaccessible.  She added that transportation is the most important thing and that there needs to a way to get accessible vehicles to people and train them to be able to get out of their homes and do things for themselves.
Mr. Glen White pointed out there constructive points on the subject of education in the state of Kansas.  They were as follows:

1. People with disabilities who have post-secondary education.

2. Research funded by NIDRR.

3. No transitionary net for a university setting.

Mr. White stated that students with disabilities rarely disclose such if their disability is recognizable and feel nervous and afraid to talk speak to the professor of their lack of skills.
He stated that he has worked with programs to teach students with all types of disabilities being sensory, physical, and learning to talk to them about the ADA and what their rights are under the law as well as the accommodations they’re entitled to.

Mr. White stated that the educational facilities which they taught students basic knowledge about ADA accommodations were as follows:

1. Kansas State University

2. University of Kansas

3. Haskell Indian Nations University

4. Community College

5. Kansas City Community College, Kansas City

Mr. White stated that he is also looking to establish an online tutorial system that will teach students basic skills needed to make requests. Students need to have an opportunity for parity and equal opportunity.
Panel 2: Kansas Legislation for Parents a with Disabilities

Moderator:  Ari Ne’eman

Mr. Rosen extended his deepest appreciation for the work that the panel list have done on this issue as well as the work of all the Kansas disability advocacy community for becoming one of the first states in the nation to pass legislation protecting the rights of parents with disabilities.
Shari Coatney, Chief Executive Officer-Southeast Independent Living Center 

Ms. Coatney stated that she is a parent with a disability, as well as a parent of children with disabilities.   She added that there has been uproar about discrimination and she has been advocating for many families in southeast Kansas regarding this issue.

Ms. Coatney stated that the center has spent a lot of time advocating for people through the court system through the foster care system with the primary focus being on children and parents with disabilities.
Ms. Coatney stated that the biggest opponents that were seen as discriminatory were social workers that had to change their behaviors of the many years of practice.

Ms. Coatney stated that as advocates of the community telling people to spread the word to their local legislators about the issues that they face.
Ms. Coatney suggested the following:

1. Empower people to fight for their rights.

2. Don’t allow discrimination to happen.

3. Call local legislators and advocates

4. Get stories into newsletters and getting the issues from other people with similar issues so changes can occur.

5. Get social workers fresh out of college and on the right track to tackle and conquer these issues.

Steve Moffitt, Parent

Mr. Moffitt stated he experiences discrimination because of being a parent with a disability and having children with disabilities.


Mr. Moffitt stated when he went to work for SKIL that he wanted to rewrite the language to remove the discriminatory language and suggest non-discriminatory practices.
Mr. Moffitt stated that he and other parents worked with a committee and workgroup to change legislation regarding the seclusion and restrain of children in schools.
Mr. Moffitt said that it has been helpful that parents have come forward and have written letters and giving testimony to put a name and face to something as part of a true human experience.
Mr. Moffitt explained through his professional experiences he has seen a lack of parenting between how people with a psychiatric disability who are parents are treated and people with physical disabilities are treated.

Mr. Moffitt stated until the playing field is level between people with psychiatric disabilities and people with other types of disabilities there’s still will be numerous families broken up needlessly, due to that the cultural bias that we tend to have towards people with psychiatric disabilities.
Mr. Moffitt expressed that education is very important and we need to normalize things that society tends to view discriminatorily by starting with schoolchildren.  He suggested a nationwide educational campaign that addresses educators, medical professionals, social workers, college students, etc.

Rebecca Branam, Parent

Ms. Branam stated that she and her husband are parents with a disability that have adopted a son who has fetal alcohol syndrome.  She and her husband and her husband are both wheelchair users and was suggested that they adopt an older child so that they can obtain help around the house. She stated that her husband and she were not looking for an attendant.

Ms. Branam stated that the adoption process took three years and that her son moved in at the age of 5. The social worker assigned to us was also an occupational therapist who understood disabilities and limitations and would assist us on the action plan or course of action to take if something were to happen that we weren’t able to physically manage.
Ms. Branam stated that there needs to be early investment in the community by educating the social workers, physicians, attorneys and others that are willing to listen.

Panel 3: Kansas Employment First

Moderator:  Clyde Terry
Rocky Nichols, Executive Director-Disability Rights Center of Kansas

Mr. Nichols stated that Employment First law has been around since July 2011.  He added that Kansas was the first state in the nation to pass Employment First with a competitive process.  There are 20 states with an Employment First policy and 14 have another policy directive.
Mr. Nichols stated that there was state-appointed task force that worked with self-advocates, progressive providers and other parties.  Recommendations were developed which providers rallied and supported to actually try and get the law passed.

Mr. Nichols stated the key requirements of the law:

1. The laws states that a clear preference for competitive and integrated employment be the first option involving all state government programs or agencies when they’re serving persons with disabilities of working age.

2. It establishes a clear policy preference.

3. It requires state agencies to implement those requirements by doing “all agencies shall follow this policy.

4. Ensure it is effectively implemented in programs and services.

5. Requires stat agencies tom in their programs, policies, procedures and funding to make adjustments so that competitive and integrated employment of individuals with disabilities is supported.

6. Requires agencies to track progress towards full implementation.

Mr. Nichols stated that everything that is being done in state government such as all programs, services, whether they are vocational rehabilitation or IEP meetings and transition plans, plans of care being developed on different waivers has to come back and make sure that Employment First is the first option.
Michael Donnelly, Director-Kansas Department of Social and Rehabilitation Services 

Mr. Donnelly stated that employment is the key to getting out of poverty and having a social network which many of us enjoy.

Mr. Donnelly reported that Governor Brownback, Lt. Governor Colyer, the secretaries Health, Environment, Aging and Disability Services and the Department for Children and Families have been very supportive to begin initiatives that will over time increase the number of people who are employed and the quality of employment.

Mr. Donnelly stated that the Administration has begun to work on creating more of demand on the business side for the skills and abilities and talents of people with disabilities.
Mr. Donnelly stated that there is a new program for businesses and companies who want to contracting with the state of Kansas that have a percentage of employees who have disabilities that help produce he products and things that they sell or through subcontracting a certain percentage of or at least a certain percentage of people in their workforce have an advantage in the bidding process.
Mr. Donnelly stated that Governor Brownback included in his 2012 incentive for employers who hire individuals with disabilities who both a vocational rehabilitation consumer and a recipient of Medicaid, that if an employer with the permission of the individual, hires someone that meets those qualifications, there is an incentive that’s available through our workforce investment programs that would provide a cash incentive to the employer to help cover some of the additional costs for accommodations, additional training and whatever they need, that works alongside the credits with the American with Disabilities Act for making accommodations.
Mr. Donnelly stated that there are three pilot projects that are focused on people becoming employed.  They are as follow:
1. People preparing for and submitting applications to receive social security benefits.

2. Home and community-based waivers.

3. Utilizing the TANF program and other programs.

Michael Oxford, Executive Director-Topeka Independent Living Resource Center

Mr. Oxford stated that the independent center is always committed to hiring people with disabilities and making sure that people with disabilities are running the centers.

Mr. Oxford stated that the state of Kansas has come a long way but there are still hurdles to jump.  There needs to be more coordinated cross-disability outreach and support to and for employers of all types’ especially small employers.
Mr. Oxford stated that is organization has a youth employment program for 15 years named after former board president George Wolf.  Last year we hired 65 applicants for 8 positions and we hired a handful of young people between the ages of 16-22.

The young people are working 3 and 4 days a week at $8.00 per hour and they are obtaining the following:

1. They learn work skills in an office environment.

2. They learn to create a good resume.

3. Interview skills.

4. Learn about their rights.

5. They learn how to advocate for themselves and have fun doing it.

G. Public Comment Period
A roll call was taken to record the names of the general public that joined via teleconference.  The following individuals provided comments to the Council.  Comments may be sent to publiccomment@ncd.gov.

1. Joan Kelly stated that the Council has unfortunately brought into questions its integrity by doing the following:
· ignoring civil rights violations of the weakest;
· ignoring Supreme Court majority clarifications in Olmstead;

· discriminated against the most defenseless by promoting the forced eviction of our most vulnerable from safe ICF settings with addressing the critical component of capacity building for them; and

· Ignored the court’s recognition of clarified safety provisions within Olmstead.

Ms. Kelly stated that she encourages the Council show compassion and courage by including those who cannot speak and defend themselves.
2. Carolyn Flannery stated that she was speaking on behalf of her brother Scott who has autism and is mentally retarded. He had lived at KNI for most of his life with 145 other adults.  She stated in 1985 that her family reached out to then Kansas state representative Gary Blumenthal who helped her brother gets admitted to KNI. 
3. Debra Niemann stated that she is an employee of United Cerebral Palsy of greater Kansas City and a mother of a child with cerebral palsy who confined to a wheelchair.  The two issues that she raised were:
· Inaccessibility of public restrooms; and

· Non affordable childcare 

4. Robert Hull, vice president for research at the Cerebral Palsy Research Foundation (CPRF).  He stated that CPRF has a 20-year history of research on both the supply and demand side of the labor market for people with disabilities.  He stated that CPRF is pursuing to empower Kansans project funded by United Healthcare Community Plans, United Healthcare being one of the three MCO’s.  Their funding is helping us to gain employment opportunities for individuals receiving Medicaid and VR services.
Mr. Hull states in addition to the primary goals of the grant research is being conducted on two key issues discovered that affect our project.  He added that t CPRF is researching the decisions faced by small businesses with regard to providing health insurance for their employees under the stop health care marketplace versus encouraging their employees to obtain individual insurance in the healthcare marketplace and simply reimbursing them a portion of their individual premiums.
5. Laurie Alexander of Meriden, Kansas stated that she has a 19 year-old with autism who is has lack of social skills and can be very aggressive at times.  She stated that she applied for crisis funding due to the problems that they are having at home and have applied for residential services for him in which he was approved. 
Ms. Alexander stated that there needs to changes to the system to assist individuals with significant disabilities.
6. Melanie Lester stated that she has a child with special needs and stated the difficulty in medical equipment or access to it.  She added that it is a need for the Council to support her and other parents who have children with special needs to live independently.

RECESSED
The meeting adjourned for the evening at 5:04 p.m. Eastern Standard Time.
THURSDAY, DECEMBER 5, 2013
CALL TO ORDER AND WELCOME-NCD CHAIR
Chairperson Jeff Rosen called the meeting to order at 9:02 a.m. Central Time and opened the floor by introducing members, staff and guests.
NCD BUSINESS

Chairperson Rosen stated that every year the Council does a review of various topical issues and to make recommendations.  He added that the Council had recent release of its reports and is now focusing on a new version of its progress report with a progress report team that facilitates these reports.
Ms. Lehrer-Stein thanked Ms. Sommers, Dr. Hawkins and Mr. Carter-Long for their hard work in the preparing of the 2013 progress report.

She added that several years ago the Council decided to write and edit the progress report in house.  A team of NCD Council members worked very diligently with staff to conduct 73 interviews and from those interviews, and was able to pinpoint the issues of current and critical interests to the disability community across the country.

Ms. Lehrer-Stein stated once the direction was received from stakeholders we matched the information with the data that we could obtain in order to make solid recommendations pointing towards progressive reforms.
Ms. Lehrer-Stein stated that 2014 marks the 30th anniversary of the National Council on Disability and 2015 is the 25th anniversary of ADA.MS. Lehrer-Stein recommends for the 2014 progress report that the Council contract the work using the aggregate data which will enable the Council to show the disability community where we stand, how it compares in terms of data points to prior years and what the plans are for the future.

Recommendations:
· Contract the 2014 progress report in conjunction with the pending paper and strong contributions and assistance from Council and staff.

· Focus on the three decades of achievement from the Council and looking forward to the future. 

· Consider the impact and implications on the 2015 report.

Mr. Rosen stated he would like the Council to give consideration on how to heighten the objectives of the progress report and make it more useful to stakeholders.
Ms. Orlando stated that it is rather important to move towards making things more comprehensive by looking at the state  of disability policy in the country as well as looking to put things in plain language and make them relatable to people. 

She added for the progress report that the Council really should think about a media campaign that goes around it, especially for the anniversary of NCD.

Mr. Kuniholm suggested that it would be useful to think about including in the progress report the making of very specific recommendations about how next steps of changes can be achieved in the form of legislation.

Mr. Ne’eman stated that the upcoming 25th anniversary of the ADA gives the Council multiple opportunities and would be a great occasion to look back over the 25 years of disability policy and well as looking back over the course of the last several years of what will then have been the full implementation of the Affordable Care Act.  He added that the Council gives ADA implementation and the changes seen as a result of it, on both the state and federal level a position of considerable prominence within the Council’s report and with the analysis centering on the 25th anniversary.

Ms. Lehrer-Stein that the Council should consider looking at the purpose and mission of the ADA with its full statement in terms of preserving independence, full participation and choice and weave in the policy directions of the last five years and look forward to where we can be as the ADA really becomes full circle.

Ms. Martin-Proctor asked if the Council would consider a kick off national campaign on diversity and inclusion which would spotlight what NCD has done with the contributors being Council, staff, former NCD Council and staff as well as partners and folks nationwide.
H. Policy Panel and Discussion Panel 4:  KanCare Implementation
Moderator:  Gary Blumenthal

Mr. Blumenthal introduced Dr. Susan Mosier, State Director, KanCare.

Dr. Mosier reported that the state has been very active in the forefront of making significant changes with regard to its delivery of Medicaid services and delivery of health and human services.

The three things that KanCare does not want to do.  They are as follows:

1. Don’t reduce eligibility

2. Don’t take people off of Medicaid

3. Don’t reduce benefits and services  

4. Not to decrease payments to providers

Shawn Sullivan, Secretary – Kansas Department of Aging and Disability Services
Mr. Sullivan stated that six months before the expansion of the department’s managed care, it combined the disability portions of its sister agency with aging programs, funding and staffing.
Mr. Sullivan stated that the ACBS program has six home and community-based services waivers that the state administers and provides oversight for.
He added that there are 20,000 Kansans in the six programs with an additional 10,000 Medicaid consumers in nursing facilities and 500 in intermediate care facilities.
Mr. Sullivan listed the system changes that occurred in January.  There were as follows:
1. Eligibility changes.

2. Case management program-most of ACBS and LTSS programs went into care coordination system with KanCare.

3. Mandatory enrollment into KanCare.

4. System for pay-for-performance measures or outcome measurements

5. Wealth of data in the pre-managed care system.

Outcomes:
1. To influence more particularly broadly based on our LTSS.
2. Try to move towards integration of care primarily between physical and behavioral health and LTSS.
3. Keeping persons that we serve, whether seniors or those with disabilities at home, if they’re not healthy.
4. We produced a paper entitled, “Performance Expectations: Gaining and Maintaining Competitive Employment for People with Disabilities”.
Rocky Nichols, Executive Director- Disability Rights Center for Kansas
Mr. Nichols stated that his center is a protection and advocacy system and under federal law we investigate abuse and neglect a well as help enhance and enforce the rights if people with disabilities.

Mr. Nichols spoke on two issues of concern.  They were reduction in services and reduction in eligibility.

He stated through reduction of services, the agency hears about when there is a reduction in services or problems in the system. Pre-KanCare compared to post KanCare complaints from people with disabilities about reductions in their service plans, reductions in services, increased by 50% in the agency.

Mr. Nichols stated that the center doesn’t believe the system is doing everything it is required to do regarding eligibility for Kansans with developmental disabilities.

Mr. Nichols stated that individuals may get some of the services needed, but not all of them because due to waiting so long people’s needs changes.  Also you may be placed on a second waiting list which could have a waiting period of 5-7 years. He stated that he has personally spoken to parents and people with disabilities they have been waiting for 12 and 13 years to get the services required.
Mr. Nichols stated the Center’s positions is that CMS should not approve the 1915 © inclusion of developmental disability services into KanCare until the state of Kansas fixes the eligibility issues.

Mr. Nichols stated that managed care should be used as a tool to dramatically reduce and eventually eliminate all waiting lists in the state of Kansas.

Tom Laing, Executive Director-InterHab, Inc.
Mr. Laing reported that his organization represents community-based service organizations around the state serves organizations around the state that serves adults with developmental disabilities as well as children with disabilities.

Mr. Laing stated that the work that he has being seeing has been done on programs currently carved into KanCare.  
Mr. Liang reported that there has not been great improvement in terms of how the programs are served by the state with dramatic difficulties administratively.  He added that he believes that the application of KanCare onto the long-term service network has made the system administratively complex, expensive and has done the following:

1. Developed with a lack forethought and discussion with families, consumers and providers.

2. Developed with a lack of experience and expertise at the state or MCO level.

3. Planning and timelines for it has been accelerated at a pace that creates confusion.

4. Adds to a creation of a chaotic system.
Jim Ward-Representative
Mr. Ward stated that he represents the working/middle class district in south-southeast Wichita.  He said that he is a strong advocate for expanding Medicaid and as strong opponent of KanCare.

Mr. Ward stated that there is a great fear amongst family members, providers and advocates that t KanCare  services will not work not to mention that the small providers which the disability community depends on has10-15 clients, a small budget and nor legal representation.

Finn Bullers- KanCare Consumer
Mr. Bullers stated the challenges that are facing people today that there needs to be reasonable solutions that preserve the dignity and lives of the state’s most vulnerable and at the same time be mindful of the fiscal pressures facing not  just Kansans but healthcare nationally.
Mr. Bullers stated he spent 30 years as a journalist at the Kansas City Star and other newspapers and that KanCare’s goal is to cut $1 billion in Medicaid over the next five years and that will fall on states that are most vulnerable.

Mr. Bullers stated that KanCare implements no consistent plan of care, needs or rationale which can be easily explained to those affected by KanCare.  There needs to be consistency and children are getting less care under KanCare while at the same time the needs for the low-income kids are skyrocketing.
I. Public Comment Period
A roll call was taken to record the names of the general public that joined via teleconference.  The following individuals provided comments to the Council.  Comments may be sent to publiccomment@ncd.gov.

1. Rebecca Underwood said that she is a parent who has a son who has an extreme cognitive developmental disabilities and complex medical fragility has come under attack from NCD due to the choice that he receive services in a highly specialized Medicaid certified ICF. She stated that she prays that members of the Council who address individuals with extreme cognitive disabilities that have a very fragile health and need extensive life supports for survival to have civil rights to receive those in the setting they choose.
2. Rich Tome stated that he represents a company in Colorado called New Motion a company which provides complex rehab and custom wheelchairs to Kansans.  He stated that there are 276 codes that of which 144, %2% of them are officially not covered by the Kansas Medicaid policy.  He suggested that the Council should amend policies to include codes.
3. Mary McBain is an advocate from Shawnee, Kansas and an individual with a traumatic brain injury and said that attendant care is critical to him being at home.  For her client to remain at home it is critical that is healthy, has good hygiene, nutrition, medicine and exercise with the highest quality of attendant services provided to him at home.  She strongly recommends that the MCO’s play a greater role in helping families find, evaluate and monitor attendant care agencies and the individuals that are hired are providing quality services so that one’s loved ones get the care they need at their homes.

4. John Kelly, New England regional director for Not Dead Yet spoke to the Council on its longstanding commitment to the essential principal of self-determination.  He stated that he urges the Council to investigate ways in which state health laws are being distorted and abused and to educate yourselves on healthcare decision laws because national guidance in needed to help reshape the laws to prevent discrimination in lie and death circumstances.
5. Michael Curfield, New York State coordinator for VO, a national organization that advocates for the full range of quality residential options for people with disabilities.  He stated that the Federal Government has place tremendous pressure on New York and other states to close the remaining developmental centers and other institutions due to faulty and erroneous interpretation of the Supreme Court’s 1999 Olmstead decision.  Taking way safety and the offering of nothing violates both Olmstead and he urges the Council to rethink its policies so that his sister has a chance for a life.

6. Mary Lamielle, Executive Director of the National Center for Health Strategy.  Ms. Lamielle commented on behalf of people disabled with chemical and electrical sensitivities.  She stated that the disability community continues to suffer from a profound lack of access to housing, employment, education healthcare and other basic necessities.
She stated at the Council’s quarterly meetings in New York City and Washington DC in which she recommended several actions for the Council to begin to address these disabilities and over two dozen organizations and hundreds of individuals signed on in support of the recommendations.  

She stated that the recommendations asked the Council to play an active role in an interagency committee on chemical sensitivity, adopting fragrance-free healthy meetings policy and adopt the CDC fragrance policy towards the agencies.  All meeting locations and arrangements should be made with a fragrance-free policy and the meeting space to have an accessible restroom that must be free of fragrance-scented and toxic products.
7. Carol Sherman, mother and co-guardian of an adult son with severe brain injuries at birth.
a) She objects its position that congregate care should be eliminated for there is a compelling need for both community-based programs and also congregate care programs.

b) She objects to a Council member appeared before a national organization as a keynote speaker and used that occasion to promote deinstitutionalization of al person with developmental disabilities and the elimination of the ICF program.
c) She objects that the Council does not represents her son’s bests interests and it uses public funds to promote policies which are harmful to the most vulnerable people.

d) She objects that the Council does not recognize and give weight to the placement decisions made by close relatives and legal representatives on behalf of their family members with disabilities.

8. Nick Branaker, father and native Kansan stated that there are ideologies that are outside the scope of the Declaration of Independence. They are subversive.  He added that his son who has been through IEP, has fought, failed and succeeded.
NCD BUSINESS (CON’T)
Mr. Ne’eman stated that wanted to communicate to the Council that it is his intent to submit a project proposal through regular channels at one of the Council’s subsequent meetings, looking specifically at the issue of bioethics, discrimination against people with disabilities in healthcare settings and the meanings of informed consent with regards to healthcare decision making and people with disabilities.
MOTION:  Mr. Clyde Terry moved to adopt the first five outcome measurements so that by next fall the Council can reflect back whether goals were met and then move forward.
Policy Development Committee recommendations:

1. Subminimum wage 

2. Convention of citizens with disabilities

3. Treaty work

4. Parenting Report

5. Improvement of the voting systems

6. Educating CMS

7. Benefits of Medicaid Managed Care

8. Develop Quality Standards

9. Veterans work

10. Social Media
SECOND:   Stephanie Orlando
By a roll call vote the motion carried.

Roll Call Vote:

Mr. Gary Blumenthal: Aye

Mr. Chester Finn: Aye

Ms. Sara Gelser: Aye

Mr. Jonathan Kuniholm: Aye

Ms. Janice Lehrer-Stein: Aye

Ms. Kamilah Martin-Proctor: Aye

Mr. Ari Ne’eman: Aye

Ms. Stephanie Orlando: Aye

Mr. Rosen: Aye

Mr. Clyde Terry: Aye

Meeting adjourned at 12:18 p.m. Central Time.
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