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President Obama encapsulated the starting point for U.S. policy on the human rights of persons with disabilities at home and around the world when he stated:  "We must build a world free of unnecessary barriers, stereotypes, and discrimination.... policies must be developed, attitudes must be shaped, and buildings and organizations must be designed to ensure that everyone has a chance to get the education they need and live independently as full citizens in their communities."  

The Convention on the Rights of Persons with Disabilities is a very important treaty.  The United States is in the early process of looking at a number of treaties to which it is not currently party.  Part of this process involves a careful review of the treaty in question and domestic law in the United States to understand the extent to which treaty obligations could be implemented under existing law.  We look forward to conducting such a review.   

As all of you most certainly know, the United States has a long record of actively supporting the rights of persons with disabilities at home and around the world.  As recently as 2008, amendments to the Americans with Disabilities Act of 1990 were enacted that expanded and clarified the definition of “disability” and ensured that more people enjoy the protections guaranteed under this historic legislation.  

Internationally, we believe there is much to be gained from exchange and information sharing on best practices with regard to inclusion and access for persons with disabilities.  There are many examples of individuals with disabilities who have participated in U.S. Government grant programs and who have drawn on these experiences to initiate programs in their own countries to further the rights and opportunities of persons with disabilities.  

The United States is now actively engaging as an observer at the Human Rights Council in Geneva for this session and we are proud of the fact that we have co-sponsored a resolution just passed by the HRC entitled:  “Human Rights of Persons with Disabilities: National Frameworks for the Promotion and Protection of the Human Rights of Persons with Disabilities”.  This resolution encourages states to work towards advancing the rights of persons with disabilities throughout the world.

In addition, the Advisory Committee on Persons with Disabilities is busy at work finalizing its recommendations to the Secretary of State and the Administrator of USAID.  We are especially proud that Kathleen Martinez, an Advisory Committee member and a National Council on Disability member, has been nominated by President Obama to serve as Assistant Secretary for Disability Employment Policy at the U.S. Department of Labor.  We all wish Kathy much success and we look forward to continuing to work with her as she assumes her new important role.
Robert Horvath, U.S. Agency for International Development 
Displaced Children and Orphans Fund/ Leahy War Victims Fund
March 30, 2009

Mr. Horvath provided an overview of the work USAID has been doing to ensure that AID’s development programs and missions are being operated in a manner that is accessible to and inclusive of people with disabilities.  He discussed the twin track approach to disability that USAID is using in its efforts to accelerate the inclusion of people with disabilities in development programming through USAID’s disability policy, policy directives, technical assistance and awareness.

USAID recognizes the need to develop programs specifically designed for people with disabilities and/or to establish inclusive pilot projects through USAID’s Disability Fund.

Mr. Horvath discussed USAID’s progress on inclusion, including its agency policy and its standards for accessibility in USAID-financed construction.  He also discussed the issues with supporting USAID’s Disability Policy in contracts, grants, and cooperative agreements.  Mr. Horvath discussed AID’s institutional and human resource development including its “self-improvement” and its partners.  He discussed agency commitments, including the agency disability team and its coordinator; the Joint STATE/USAID Federal Advisory Committee on People with Disabilities; the establishment of a Working Group including international disability leaders to develop Guidance for USAID Missions and Offices on how to develop a Disability Action Plan; and suggestions for appointing a disability focal point.  He discussed the agencies commitment to employing people with disabilities in USAID offices and programs; how the missions and offices report on their inclusive practices in the field which goes into biannual Disability Reports; and mission yearly reporting via annual plan and FAF process.

Mr. Horvath further discussed AID’s disability specific programs including the Disability Funds; the Leahy War Victim Fund; the Displaced Children and Orphans Fund; the Victims of Torture Fund; and the Wheelchair Fund. 

Eric Rosenthal, Vice President, United States International Council on Disabilities

Executive Director, Mental Disability Rights International

Today I'll be speaking on behalf of my role as Vice President of the U.S. International Council on Disabilities, USICD. 

USICD is a membership organization and is unique in that it brings together leadership of the disability community in the United States with representatives from U.S. government agencies.  It is a truly unique setup, and one that is valuable for allowing dialogue back and forth, an interchange of ideas on how to bring the United States on the cutting edge on international disability access and rights.  The National Council on Disability is a member of USICD.  Joan Durocher has been representing NCD on the USICD board.  She's been playing an extremely valuable role.  Having NCD as a member is absolutely critical to us as the leading federal advisory body on disability, the bridge that you are able to form between the grassroots disability organizations and the U.S. government is really absolutely essential.  We very much encourage you to participate and continue your important work in this area. 

As I sat and listened to the USAID representative and State Department representative go through their list of accomplishments, I was reminded that the National Council on Disability adopted a report in September of 2003, Foreign Policy and Disability.  Your report included a number of key recommendations for how to bring the United States in line with its own civil rights protections to ensure that U.S. human rights policy recognizes the rights of people with disabilities.  As I listened to the important advances at USAID and the Department of State, I was mentally going through the checklist of the important recommendations that you made.  It’s rare we can stop and say, yes, we've accomplished an enormous amount, and a lot of that comes specifically from the fact that you took a very important stand in that report.  It is a wonderful thing to see that development, and that shows how when NCD does take a stand, it ripples through the government and changes the way policies and programs are operating for people with disabilities around the world. 

The two major areas that I would like to talk to you about, where USICD is particularly active right now and where continued interaction with NCD is very important, are, first, on the Convention on the Rights of People with Disabilities, and two, again, in the foreign assistance area.  The Convention is gaining worldwide support at a rate that has surprised us all.  More than 50 countries around the world have already ratified the convention, and 120 some countries have signed and approximately 26, I believe, have ratified the Optional Protocol to the Convention.  That is a Protocol that allows for an individual or group enforcement mechanism and such countries as Spain and Germany have both ratified the Convention and the Optional Protocol. 

The world is changing very quickly.  The United States, which has played a pioneer role in creating disability rights concepts, is now in the role of having to play catch up unless we sign and ratify this Convention quickly.  It has major implications for our own operations abroad and for what's going on in other countries.  As countries start to bring themselves in line, many are rewriting laws.  They look to the United States as a resource.  We have many best practices, an enormous amount of experience, learning from our mistakes as well as our successes.  Many countries are turning to us for advice, and that is one of the key roles that USICD plays, a repository for best practices appropriate for people with disabilities and the very important role that we play.  Foreign governments are asking us for information, foreign visitors are coming, and we at USICD want to be a resource to foreign governments and foreign entities as they come to the United States. 

We also wish to be a resource to the United States government.  Number one, even until such time as we ratify, we are now operating in countries that have ratified the convention.  Article 32 of the convention calls for international development and technical assistance to further the principles of inclusion of the rights of people with disabilities established in the convention.  So even before we ratify, we have to comply with the law of the land in the countries in which we operate.  So the convention is very, very significant at this time, and the United States must adopt policies to ensure our own compliance. 

Most important, we at USICD wish to be a resource to educate members of Congress, the State Department, other members of government, and to build a broad U.S. constituency to support the Disability Convention.  We are a resource to you.  We want to make sure the Convention gets as much attention as possible.  The Obama Administration has promised to sign the Convention, so we are very much looking forward to that process being a success and moving over to the Senate where we'll have an opportunity for a healthy discussion.  As you know, two-thirds majority is required in the Senate, so we will need bipartisan support to get this Convention ratified.  

In terms of USICD serving as a resource, we have now gone from just being a membership organization to actually building a staff that can be available.  We've just hired our first Executive Director.  Many of you know David Morrissey.  He's come on full time as Executive Director.  We have also hired an expert in international law, Katherine Guernsey.  As questions about the Convention come up, we are available to do research to spread information about how other countries have begun implementing it, and hope that we can help facilitate the process of education about the Convention. 

Let me just mention one of our other areas that we have been involved in for a number of years.  It has to do with U.S. governance, foreign assistance and human rights policies.  Whereas we see a lot of progress both at the State Department and AID, there is still a long way to go.  The recommendations that were in the NCD report of 2003 are still the key touchstone for the work of USICD, and I would hope that NCD would return to those recommendations.  They are very, very important.  One of the core principles that NCD stated in those recommendations is the very concept that people with disabilities have rights.  Our commitment is to nondiscrimination, to full participation in society for people with disabilities, to the principle that every U.S. program funded with federal money must be in compliance with our civil rights laws, and that those programs must be accessible and appropriate to people with disabilities.  This should be a guiding principle for our foreign policy, for our development policy, and for our human rights policy.  Unfortunately, dating back almost 20 years, the State Department interpreted U.S. civil rights law as essentially ending at the borders of the United States and did not interpret Congress as intending those civil rights protections to apply to US government operations abroad.  That interpretation is questionable, and as the NCD report examines, there's a strong argument to say that current civil rights law should apply. 

When we look at our foreign policy, it is wonderful that AID has adopted a policy, but it should go beyond a policy and should be enforceable law.  The concept that people with disabilities have a right to access should be true in our foreign assistance efforts.  We would encourage you to call on the State Department's Legal Advisor to reexamine these laws.  Should clarification be required, ask Congress for that clarification.  Whether it's U.S. citizens working abroad or the operation of our foreign assistance programs and how they apply, this shift from policy to enforceable law must take place. 

Looking specifically at international development, again, when USAID says there's now a fund for inclusion of people with disabilities in development programs, you should know that this important development comes specifically from one of the recommendations in the NCD report.  I'm happy to see that. 

One of the key policies that AID has adopted is the requirement that in USAID RFPs and contracts, as organizations apply for US funding, they have to show how their programs are going to be accessible and appropriate to people with disabilities.  That's an important development, but it is inherently limited.  There still is no evaluation component of grants, contracts or other programs or requirement that in the implementation of the programs people with disabilities must be served or protected against discrimination.   

There is also a very significant gap in information because there is no mechanism for evaluating whether or not programs are actually accessible.  Over the years, there have been programs that we've been able to identify that are clearly promoting segregated service systems and programs that are simply not accessible.  AID doesn't have a mechanism for providing feedback where the programs are not accessible.  That data is essential for any true evaluation of how effective the USAID disabilities policies are in practice.  So USICD calls on NCD and AID to look at that problem and we ask for a recommendation from NCD that USAID establish a mechanism for evaluation, and documentation.  If USAID does not do it, then I would remind the NCD that they called on Congress to have the GAO do such an evaluation as part of the September 2003 NCD Foreign Policy and Disability recommendations.

Those are two areas that are top priorities:  One, work on the disability rights Convention.  Two, further work on implementing the civil rights of people with disabilities to ensure accessible foreign policy and appropriate foreign policy in human rights programs.  I appreciate NCD’s consideration of these matters.  Thank You. 
Civil Rights Committee Presenter

Susan Daniels, President and Principle Investigator of NCD's research project on the Developmental Disabilities Assistance and Bill of Rights Act

Looking back, when the Developmental Disabilities Assistance and Bill of Rights Act was first conceptualized, there were no protections for the rights of people with developmental disabilities.  There was no choice or self-determination for people with developmental disabilities, and most health providers were not interested in treating people with developmental disabilities.  People came together and crafted this legislation in an attempt to improve the lives of people with developmental disabilities.
Who is affected?  Terminology can be problematic, but, in general, the DD Act covers people who have severe disabilities early in life, and who will need some type of assistance for the rest of their lives.  People with developmental disabilities typically have intellectual disabilities, but the essence of the definition is that they have a disability that interferes with development, and will last a lifetime.

The DD Act has three main parts. 

1.  Protection and Advocacy Services (P & As)

When the P & As first started, they were the “cowboys.”  They were often denied entry into the institutions where people with DD lived, they could not gain access to people with DD and they did not get cooperation from their states.  They worked very hard to try to advance the rights of people with DD.
2.  Centers for Excellence (formerly University Affiliated Programs) 

Health professionals were advising parents to put their DD child in an institution.  They were told the child would be better off, and it would be better for the family.  They did not provide information about other resources.  Centers for Excellence were created to provide interdisciplinary training of health professionals about the characteristics and treatment of people with DD.  The hope here from the founders of the DD Act was that these newly trained professionals would have an opportunity to work with individuals with developmental disabilities and it would spread across the country in time, improving the treatment and support that people with developmental disabilities could receive in their own communities.

3.  State DD Councils

This provision of the DD Act established grants for systems change - developing a state infrastructure and networks of support for People with DD and their families.  

Some time later, Amendments to the DD Act created Projects of National Significance.  The DD Act was born at a time when only a few people recognized that the system was moving toward community inclusion and empowerment and that the systems of support and help were yet to be developed.  It was quite a dramatic and innovative way to look at the changing of an entire environment and system of support for these people.

The project NCD asked us to undertake is to look at this Act, since its inception, and determine if there are changes that should be made to improve the lives of people with DD.  We will issue a paper on each of the DD Act programs - its history, function, and effectiveness.  A final report will address the entire structure of the Act.
Health Care Committee Presenter
William A. Yasnoff, MD, PhD, FACMI

Managing Partner, NHII Advisors

Health Information Technology

Rhetorical questions -   How many different places do you have medical records?  Probably not just one place.  Who has a complete copy of all your medical records at this moment?  Likely no one.  Do you think it's important if you needed care for whoever was caring for you to have a complete copy of your medical records, or would you prefer that you received care with the person caring for you having incomplete knowledge of your medical history?

Today everyone's records are scattered.  No one has a complete copy of their records.  What healthcare institution is responsible for performing this very important function?  None.  We forgot to create the healthcare institutions that are responsible for this extremely important function.  Health information technology is all about is making sure that everyone has their complete records available anytime, anywhere, for their care. 
It's not enough if every doctor, hospital, clinic, urgent care facility, emergency room, et cetera, had complete and fully functional electronic medical records.  We also must have a mechanism to bring everyone's complete record together and deliver it wherever it's needed.  We need them in electronic form to do that, and make them available whenever and wherever you get care. 

There are four big challenges to solving this problem:  privacy, information, usage and sustainability.

Privacy - Our healthcare information is perhaps the most sensitive information about us that there is.  I don't know anyone who is particularly anxious to have their medical records printed in the local newspaper or displayed on the internet in an open fashion or otherwise easily available.  Besides privacy, there is the issue of discrimination.  Discrimination in insurance and employment based on medical records is certainly something everyone would like to avoid.  There have been a number of consumer polls about privacy.  About 15% of people in general consumer surveys admit to so‑called "information hiding" behavior in healthcare.  In other words, despite the current system of paper records scattered everywhere that really are never completely available for your care, 13 to 17% of consumers admit to taking additional measures to make sure that certain information is not available.  Examples are going to another provider and not telling their primary provider, getting tests under an assumed name, or going out of state for treatment.  There are probably many more people who do these things and do not admit to it.

The HIPAA so‑called "privacy" rule does not protect privacy.  The issue of privacy in healthcare goes back to the oath of Hippocrates, which is still the oath taken by all medical practitioners - that the practitioner understands that to take care of people, (s)he will receive information that must be held in confidence.  For the entire history of our country, the working methodology for dealing with medical records is that all releases of medical records were by patient consent only, until HIPAA in 2002. 

The HIPAA privacy rule allows release of your medical information for three things:  Treatment, payment, and healthcare operations, so‑called TPO.  This is without your consent.  This seems very reasonable until you think about what the process is.  If I have your medical information and I wish to release it for something, who decides whether the disclosure that is contemplated is TPO or not?  It's clearly defined in the rule, but who decides whether this instance fits into the categories?  I decide if I have your information.  I decide unilaterally.  I do not have to tell you that I've decided, and worst of all, if I decide that the disclosure that I'm making is TPO, I am NOT required to keep any record of any kind that I made the disclosure, so you can never find out. 

Quoting Ronald Reagan, who often said with respect to nuclear arms control, "trust but verify." the so‑called HIPAA "privacy" rule is "trust and keep no records that would allow verification." 

Congress is aware of this problem and took a small important step to fix it in the stimulus bill.  As of either 2011 or 2014, those TPO disclosures will have to be recorded in an audit trail, but at the present time, those disclosures are not recorded and your privacy is totally dependent on the good behavior of the people who have it.

The solution to the privacy problem is going back to requiring that all releases of information be by patient consent.  Technology makes this very easy.  When patients control their own information, each person gets to set their own privacy policy. 

Information - We want to have complete information at any point of care.  The information must be electronic.  We can't move information easily and process it if it's on paper.  A lot of medical information is already electronic.  Lab results are electronic.  Medication information is all-electronic.  Digital images are all electronic.  A small minority of hospitals have electronic records.  The biggest problem is in the physician's office.  80 plus percent of physicians' offices does not have electronic records.  There's a good reason why they don't.  One study showed that physicians implementing electronic records only receive 11% of the benefits from those records.  We should applaud those physicians who have essentially operated against their own economic interests and adopted electronic records.  If we want physicians to have electronic records, because the benefits don't go to them, we'll have to provide financial incentives, and there are financial incentives in the stimulus bill for this. 

Usage - If we have all the information in electronic form, it has to be accessed for your care.  It doesn't help if your physician doesn't look at it.  This means that the access to the information can't disrupt the work of the office.  Unless it is universal (i.e. available for every patient coming to the physician's office), it is an exception, it will cost the physician more time and resources, and the information will not be accessed and used.

Sustainability -   The way to have sustainability is to have community‑governed repositories, called health record trusts.  There would be an account where you could deposit all your medical records under your control.  It's possible to have a business model for a health record trust that provides no cost accounts to everyone in the community and also provides electronic medical records for all the providers in the community.  The value created by having all this information in one place creates savings that offset the cost. 

Disability‑related issues -   First is privacy.  Privacy is an important issue for people with disabilities.  In dealing with the health information technology issues, you should be advocating strongly for privacy and patient control.  Second is community involvement in governance of health record trusts.  The community must ensure that the trusts follow good practices, both technical and policy, in the handling of information. 
Administration Perspectives on Disability Policy

Presenter: Kareem Dale, Special Assistant to the President for Disability Policy 

Kareem Dale began his remarks by calling President Obama’s Plan to Empower Americans with Disabilities, put forth during the Presidential campaign, one of the most aggressive agendas put forth by any president in the history of the country.  Mr. Dale next outlined the actions that affect positive changes for people with disabilities that the Administration has taken in the first 60 days.  Mr. Dale first shared that three individuals have been appointed to senior positions on disability issues in the White House – Mr. Dale himself, who works in the Office of Public Liaison and on policy matters, who will be taking lead on education, employment, and other disability policy areas; Mr. Paul Steven Miller, who is Special Assistant to the President within the White House Office of Personnel, who is focused on disability employment and appointments of people with disabilities into the Administration; and Mr. Jeff Crowley, who is part of the Domestic Policy Council as National AIDS Director and Senior Advisor on Disability Policy, who will be taking the lead on health care and other policy areas.

Mr. Dale also talked about other key appointments within the Administration.  Mr. Seth Harris, a Senior Fellow of the Life without Limits Project of United Cerebral Palsy and former co-chair of the disability policy committee during the campaign, was appointed to the position of Deputy Secretary of the Department of Labor.  Additionally, current NCD Council Member and Executive Director of the World Institute on Disability Ms. Kathy Martinez was appointed as Assistant Secretary for the Office of Disability Employment Policy at the Department of Labor.  Mr. Dale made mention of the question he often receives regarding whether or not the executive order of former President Bill Clinton regarding the federal employment of people with disabilities will be reinstated, and simply requested that everyone be patient, emphasizing that the Administration was still acting within its first 60 days. 

Mr. Dale next discussed the actions of the Administration to date regarding integration of disability into all areas of the Administration.  Mr. Dale stated that people with disabilities have been at every single public event put on by the White House, including the fiscal summit, the health care summit (at which a member from ADAPT and a representative from the Consortium for Citizens with Disabilities participated), the small business association roundtable, and at the regional health care forums across the country.  Mr. Dale explained that having representation like three people out of 150 is a large accomplishment, given that many of those seats go to Members of Congress and the remaining seats must be divided amongst 20 constituency groups represented in the White House.  Mr. Dale provided an example from events from the day before, which he said demonstrated the President’s commitment to inclusion.  When the President signed the omnibus lands bill into law on March 30, which contained the Christopher and Dana Reeve Paralysis Act, nine disability leaders were present for the signing, and President Obama personally invited Matthew Reeve, son of Christopher and Dana Reeve, to come to the stage and assist in the signing of the bill.  Following the bill signing, the President met and greeted the disability leaders who were present and reiterated his commitment to including people with disabilities across the federal government, in all federal agencies and at all levels. 

Mr. Dale next focused attention on the topic of health care and education.  He stated that through the economic recovery plan, people with disabilities were included in the plan in record numbers, citing funding for Individuals with Disabilities Education Act (IDEA), Medicare and Medicaid, vocational rehabilitation, independent living, and one-time payments for Supplemental Security Income (SSI) and Social Security Disability Income (SSDI) recipients.  Mr. Dale said that the Administration is already talking about long-term services and supports in the context of the health care reform dialogue and that as the budget process moves forward, IDEA and No Child Left Behind (NCLB) funding will also receive increased attention.  Mr. Dale emphasized that while not everything that the disability community desires will be possible, that certain favorable policy actions will be taken in health care and education that have never been done before. 

Mr. Dale concluded his remarks by pointing to the President’s signing of the States’ Children’s Health Insurance Program (SCHIP) Reauthorization Act of 2009 as well as lifting the restrictions on stem cell research to help cure diseases as two additional indications of the President’s commitment to people with disabilities.  Mr. Dale finished by urging the disability community to view the glass as half-full and filling up.  He then took questions from the Council and audience.

Council Member Pat Pound asked Mr. Dale if one could expect additional guidance from the White House to the agencies regarding use of stimulus funds.  Mr. Dale replied that, from the White House’s perspective, the vision for the stimulus funds are laid out in the legislation itself and that the White House does not support inappropriate use of the funds.  Mr. Dale also mentioned that a meeting was in the works that will bring agency contacts and disability groups together to establish which individuals in various agencies are points of contact to ensure that stimulus funds are used appropriately. 

Council Member Tony Williams asked Mr. Dale how he would manage all the various parts of his job.  Mr. Dale answered that he will work as a team with the other appointees who are committed to the disability community and by connecting advocates with senior level contacts on emergent issues when appropriate.  Mr. Dale cited as his top priority the overall mission of integration and inclusion, with the second priority being employment, which Mr. Dale cited as a personal passion. 

Vice-chair Chad Colley encouraged Mr. Dale, as he is able to influence the Administration, to ensure that every time an appointment is made, to make sure that it comes with the authority and resources to carry out its charge. 

Council Member Linda Wetters thanked Mr. Dale for his commitment to employment policy and encouraged the federal government to show a renewed commitment to telework and reasonable accommodations and encouraged Mr. Dale to use the recommendations in the Federal Employment paper that was just released as a source of ideas for planning. 

Council Member Lonnie Moore requested Mr. Dale to share what the Administration’s plans are for veterans with disabilities.  In response, Mr. Dale outlined the campaign’s commitment to full funding of the Veterans Affairs and a focus on mental health from recruitment to deployment to return, but he stressed that he was not as well versed on the subject as he’d like to be and could not speak further to specific plans. 

Council Member Anne Rader encouraged the Administration to work to ensure that the unique needs of people with disabilities are taken into account during health care reform.  Mr. Dale agreed and indicated that people with disabilities will be involved in health care discussions.

Council Member Marylyn Howe brought up the recent events in Massachusetts where the Governor issued a waiver to circumvent accessibility guidelines for “shovel-ready” projects funded by the stimulus package.  Mr. Dale noted that the waiver was rescinded and therefore no longer an issue.  Ms. Howe articulated concern that it could be an issue in other states, and Mr. Dale said that if it did arise elsewhere, he would want to know and praised advocates for securing the reversal in Massachusetts. 

Audience member Penny Reeder asked Mr. Dale, in light of the current economy, if there were plans or incentives for employers in the private sector to encourage the hiring of people with disabilities.  Mr. Dale said it was already on the books in way of tax incentives, etc., and that there were no new policies to share. 

Audience member Ruby Napel of the Substance Abuse and Mental Health Services Administration (SAMHSA) asked what the Administration had planned to address the incidence of youth with disabilities in the penal system.  Mr. Dale responded that the question was outside his scope.  Ms. Napel clarified that she was interested in knowing how kids in the public school system would be kept from entering the penal system and would be assured of receiving accommodations under IDEA.  Mr. Dale said that Education Secretary Arne Duncan will help drive greater focus on enforcement of funding of IDEA and also noted that the President is committed to teachers, including special education teachers, to provide them the support, funding, and salaries they need to help keep kids in schools and yield productive students.

At the audience’s request, Mr. Dale provided his contact information to the audience – kdale@who.eop.gov.  Finally, Chairperson John Vaughn asked how NCD could best support Mr. Dale’s efforts.  Mr. Dale answered that NCD should continue doing what it is doing, emphasizing that the Council now had someone at the White House who would focus on reading the reports and putting them to use. 

Employment Committee Presenter

Dr. Janet Smith, Co-Director, Nathalie P. Voorhees Center, Associate Professor, Urban Planning and Policy Program, University of Illinois at Chicago
NCD issued a request for proposals in June 2008 to produce research for its Housing Initiative.  The Voorhees Center at the University of Illinois at Chicago submitted a proposal that was then accepted by the Council in August 2008. 

The purpose of the research, as outlined by NCD, is to determine whether and to what extent public, non-profit and private housing and housing related programs have provided adequate, affordable and accessible housing for Americans with disabilities as well as others who have accessibility needs, like the aging population and those who acquire temporary disabilities. 

This research initiative fits well with the mission of the UIC Voorhees Center, which is a 30-year-old research center that focuses on all aspects of community development but has paid special attention to affordable housing issues and concerns the last 15 years.  As a client driven research center, we have been approached by government, policymakers, elected officials, community-based organizations, advocates and residents to help make sense of what is going on in housing markets primarily at local and state levels.  However, we always situate this type of work in the context of national policy as well as national data, so we have experience looking at housing issues with a national lens. 
Locally, we have worked for many years with people at UIC including Dr. Joy Hammel and with advocacy groups such as Access Living – our local Center for Independent Living and a national leader in fair housing work -- to design and implement research that informs and can advance a similar agenda as NCD.  We were delighted and honored to be selected to help NCD with this initiative.

To this end, the study we are completing for NCD has three objectives: 1) to evaluate public laws, policies and program initiatives affecting the housing opportunities available to Americans with disabilities and others who have accessible housing needs; 2) to analyze what is available in terms of housing, supports, and other benefits provided through the public and non-profit and/or private sectors; and 3) to provide recommendations that can improve housing opportunities available in the US to people with disabilities. 

In terms of the research, we are completing now:

Objective 1 aims to produce information that can help stakeholders understand better the formal parameters – e.g., regulations, program guidelines, income restrictions, funding limits -- that shape what housing exists now and is likely to be produced in the future for people with disabilities.  This includes type, tenure, scale, design, features and location – all-important aspects for any person when searching for housing but even more critical when considering the wide-ranging needs of people with disabilities. 

Objective 2 aims to “take stock” of what housing is already being provided for people with disabilities by the public and private sectors, whether it be solely or in partnership, via for-profit or not-for-profit entities; whether it targets specific populations or all people with disabilities, and/or whether it is provided directly (e.g., a housing unit) and/or indirectly (e.g., services or resources). 

Objective 3 aims to produce clear and targeted guidance for NCD in its housing initiative.  This objective, as I will discuss in a few minutes, represents an interesting challenge given the different levels at which policy operates but also how disjointed it is when it come to providing integrated, affordable and accessible housing for people with disabilities and an aging population.

Our research builds on previous NCD reports on livable communities including: Livable Communities for Adults with Disabilities (2006); Inclusive Livable Communities for People with Psychiatric Disabilities (2008); and Keeping Track: National Disability Status and Program Performance Indicators (2008).  In this research, a livable community has the following six elements:

1.
Provides affordable, appropriate, accessible housing

2.
Ensures accessible, affordable, reliable, safe transportation

3.
Adjusts the physical environment for inclusiveness and accessibility

4.
Provides work, volunteer, and education opportunities

5.
Ensures access to key health and support services

6.
Encourages participation in civic, cultural, social, and recreational activities
Study structure
The project as envisioned by NCD begins with the production of five topical reports that will then be compiled into one single “seamless” report with crosscutting recommendations.  The five topical areas are:

1. Federal evaluation: A comprehensive evaluative study of public sector housing. 

2. Private and Nonprofit Sector Housing: Promising practices in the non-profit and private sector. 

3. Mental Health Issues: An evaluation of housing issues related to people with psychiatric disabilities.  

4. Homeland Security Evaluation: An evaluation of housing and disaster relief, especially provisions for mortgage, rental, and temporary housing assistance.  

5. State evaluation: An examination of states’ development of affordable, available, accessible and integrated community housing options for people with disabilities. 
In addition, we have produced a needs analysis report to provide background data that will be incorporated in the final report.  This includes the latest data on needs from different national surveys and sources including the US Census and its various departments.

We provided in the Council’s briefing packet background material that includes brief descriptions of the specific housing production and subsidy programs along with data that can serve as background. 

Research team and approach

The research team was assembled based on expertise and experience relative to the topical briefs and to meet the overall needs of completing the research. 

Process

First thing we did was form an expert committee with input and assistance from NCD. 
The role of the Expert Committee is to review and comment on:

1. proposed topical report outlines

2. content of draft topical reports

3. final report that compiles all five and recommendations

Concurrently, we are assembling recommendations across reports to feedback that will go into final report.  This will include the expert committee but also a wider group of stakeholders working through organizations to get access to and feedback from members and different constituency. 

While the breakdown of the five topical reports makes sense, we also have found that because there is considerable overlap, it has been a bit challenging for authors and readers.  A key challenge with the Federal, State and Non-profit / Private sector reports was determining where one report ends and the other begins since all are affected by and affecting the other. 

Release of NCD Policy Paper on Federal Employment of People with Disabilities
Reactant Panelist:

Susan Parker, Federal Employment of People with Disabilities, Washington, DC

ODEP was established eight years ago and we look forward to many more fruitful years of productive work with the NCD.  We value greatly your partnership with us. 

Congratulations to the employment committee and to NCD for compiling this Federal Employment Report on People with Disabilities.  I do agree that, “barriers to federal employment remain, and the number of employees with disabilities in the federal workforce is low.”

I'm not here to debate numbers or to wordsmith, but I am here to posit some solutions that perhaps we can undertake together or individually.  Now is a good time to put forward some major possibilities for solutions.  The building of solutions is always the more the difficult activity and that is especially true across the broad reach of the executive branch of government.  Consensus building across the executive branch can and must be solved even though each agency sports its own culture.

We can build consensus by showing and demonstrating a thorough knowledge of the tools we have to work with in government and defining and stating problems using reliable information and reliable data.  We also have the will of top management to sponsor a quality recruitment, hiring, retention and promotion process within the various agencies.  Top management is arranged in all of the executive branch agencies in a vertical hierarchy, and, that is a good thing because when the communication starts from the top and you have willingness halfway down the line you have two strengths coming together which can very easily set out goals, important time references and measurable objectives. 

Looking at the number of 23,969 people with targeted disabilities, we need firstly a communication strategy that can be absorbed and understood across all government agencies.  Secondly, within those sister agencies, we need feedback loops between top managers, both political and career appointees and the centralized personnel who work with the resources of government within the Office of Management and Budget (OMB) and the Office of Personnel Management (OPM).

The total Federal workforce increased by 128,973 employees, a net change of 5.20%.  However, the number of Federal employees with targeted disabilities decreased from 28,035 in FY 1998 to 23,993 in FY 07, representing a loss of 14.42%.  There's no question about it, the trend line moved in a downward sloping line.  If the feedback loops had been strategically included as part of fiscal and personnel management, then no doubt the trend line today might reflect a different slope.  One must always remember that whether or not an employee reports as having a disability is a matter of personal choice.  Do we know the degree to which self‑reporting has played a role in the reporting of a higher or lower number? 

Agencies with more than 500 persons with the highest percentage of people with targeted disabilities follow: The EEOC, 2.65% represented by 58 persons with disabilities.  I always take care to mention the actual number of people, because each person is so intensely valuable.  In the Social Security Administration, the 2.06% increase represents 1,288 people with disabilities.  The Defense, Finance, and Accounting service, Defense logistics agency; the percent ranges from 2.65%, that is 58 people, to 1.89%, that is the 404 people in the Defense Logistics Agency.  We're discussing percentage figures ranging 2.65% to 1.89%. 

The question is how these small percentage figures compare to other minority employee groups such as women and cultural minorities that may be tracked by agency's personnel bureaus. 

The number of hires behind the percentage is important.  58 people are 1,230 fewer hires than Social Security made to bring on people with targeted disabilities.  A question I would have is; has anyone involved in the compilation of these numbers for inclusion in the report computed the administrative time involved in executing the employment process?  It's not difficult to do.  These data are easy to compile and if we're going to build a business case for increased hiring across our federal agencies, we need to have those numbers.  Solutions will involve prioritization of time by administrative staff.  Someone on the top, relatively speaking, has got to clearly state that this is, in fact, a priority.

Among cabinet level agencies, the following five agencies have participation rates of people with targeted disabilities greater than 1%: Treasury - 1.07%; Veterans Affairs - 1.48% or 3,756 people; Education - 1.36% or 59 people; The Department of Housing and Urban Development - 1.31% or 126 people; and the Department of Labor - 1.25% or 193 people.
At least we have the rates for these five agencies and the likely rates of other cabinet level agencies below their one-percentage points.  I tend to look at the raw numbers and see real people with real lives that can change when they have a meaningful tie to the labor force. 

Government policies benefiting people with disabilities have developed over the last 60 decades, maybe longer, and some of the policies concerning employment, do not necessarily mesh well together, causing confusion at the implementation level.  Witness the design of the Supplemental Security Disability Income Act (SSDI).  This was originally conceived and crafted in the Eisenhower administration in 1953.  If we now take on a new federally initiated and managed hiring effort, we don't need to undo outdated social/economic policies because we have new tools available.  We must with time bring into alignment the diverse policies now in effect. 

Another task is to put into alignment vacancy notices, which clearly describe those essential functions of the job and sensitize managers who hire at all levels to understand that a disability does not preclude someone from that job.  Further, we must better inform managers about the use of reasonable accommodations.  I would hope that the cabinet level agencies can be the pace setters to implement a campaign to recruit, hire, and retain people with disabilities.
Also, the NCD Report states that the separation rate of employees with disabilities is twice the rate at which employees with disabilities are hired.  As with all employees, and we cannot single out people with disabilities, schedule exit interviews.  Why are they leaving?  Where do the data say that describes why they're leaving?  Understand our data collection weak points, and realize that not all disabilities are visible.  The most frequent disability qualifying an individual for SSDI is in the area of mental impairments.  Ten years ago the most frequent category was muscular-skeletal impairments.  Yes, a shift has occurred.  Just an example of a large disability category that goes unnoticed in the Federal workplace and, we must always remember that it the choice of the individual about whether or not they wish to disclose their disability.  

I offer the following tools as solutions:  Hire more supervisors with targeted disabilities, initiate a training program for the Senior Executive Service, ask each agency to submit a plan for identifying and eliminating barriers to minorities, women, and people with disabilities, (targeted disabilities) and institute an agency coordinator with specific duties to support the promotion of people with disabilities into the ranks of the Senior Executive Service.  Finally, we should include and use another tool called the annual performance appraisal process to further the recruitment, retention and promotion of people with disabilities.  

Legislative Committee Presenters

Connie Garner, Democratic Policy Director, Disability and Special Needs Populations, Senate Health, Education, Labor and Pensions (HELP) Committee, Honorable Edward Kennedy (D-MA), Chairman

Sharon Lewis, Sr. Disability Policy Advisor, House Committee on Education & Labor, Honorable George Miller (D-CA), Chairman 

Legislative Committee Co-Chair Tony Williams began the panel by asking what issues come under each of the presenters’ committees and what disability-related policy issues were priorities for the committee for the year.  Ms. Lewis explained that the House Education and Labor Committee had jurisdiction over the Juvenile Justice Protection Act, the Child Abuse Prevention and Treatment Act (CAPTA), Individuals with Disabilities Education Act (IDEA), Workforce Investment Act (WIA) and Vocational Rehabilitation, No Child Left Behind (NCLB) (now referred to as the Elementary and Secondary Education Act (ESEA)), the Americans with Disabilities Act (ADA) Title I, child-care, family-related issues, the Rehabilitation Act, and health care. Ms. Lewis also shared that ESEA, WIA, and Rehabilitation Act reauthorizations were likely to be taken up within the committee during this Congressional session, in addition to health care reform, which remains at the top of the Committee’s list.  Regarding ESEA, Ms. Lewis emphasized that the committee is in discussions with the Administration regarding the timing of when the reauthorization may be taken up. 

Ms. Garner answered by first clarifying that in both Sen. Kennedy’s office and in the HELP Committee, disability issues are not put into a silo but rather are integrated as a lens into all legislation and policy issues on which staff works.  Responding to the question about committee jurisdiction, Ms. Garner cited health care reform, long-term services and supports, education issues, and civil rights.

Legislative Co-Chair Kathy Martinez asked Ms. Lewis whether H.R. 911, the Stop Child Abuse in Residential Programs for Teens Act of 2009, would prohibit the use of electroshock therapy as used in the Rotenberg Center in Massachusetts.  Ms. Lewis responded by first explaining that the bill, which passed the House earlier this year, would establish health and safety standards for residential facilities for children from birth to age 18 who have emotional, behavioral, or substance abuse concerns.  Ms. Lewis said that whether or not electroshock therapy would be considered abuse in these entities depends on their definition of child abuse, adding that it is not an easy issue to take on legislatively.  Ms. Lewis stated that Chairman Miller recently requested that the Government Accountability Office (GAO) investigate use of seclusion, restraint and harmful aversion techniques in schools and that a hearing on the topic would be scheduled later in the spring, likely in May, to determine whether or not there should be federal standards.

Mr. Williams next asked both panelists what their thoughts were on how the current economic situation would impact disability policy during this term of Congress.  Referencing IDEA, Ms. Lewis stated that the Committee views IDEA as a civil rights law that requires the education of students with disabilities, whether or not the federal dollars are present.  Ms. Lewis cited concerns that the federal infusion of dollars may result in a decrease in investment at state and local levels.  Referencing employment, however, Ms. Lewis spoke optimistically of the opportunity that general discussions around employment present to ensure that people with disabilities are part of the equation.  Ms. Lewis concluded by tempering hopefulness with the reality that the recovery funds are one-time set of funds and that pressures will be high come FY2011 budget planning.

Before addressing the same question, Ms. Garner first went back to the topic of seclusions and restraints.  Agreeing with Ms. Lewis that the issue is hard to tackle, Ms. Garner explained that part of the difficulty is due to the conflict between state and proposed federal law.  Citing efforts to reauthorize the Substance Abuse and Mental Health Services Act (SAMHSA) last year, which included language that would have allowed Protection & Advocacy organizations to access schools for purposes of investigating seclusions and restraints, Ms. Garner stated that the reauthorization was stopped by two senators who were concerned that the language would override their state laws.  Ms. Garner also shared her belief that much of the issue boils down to what parents think is an appropriate approach to behavior modification for their child through his or her Individualized Education Plan (IEP) and that until communities of families with children with behavioral challenges decide what they think is best collectively, moving legislation on seclusions and restraints will be difficult.

Regarding the impact of the economy on disability policy, Ms. Garner expressed concern similar to Ms. Lewis’, stating the children in special education should be entitled to the same local tax base investments and should not be “bought out” by federal dollars.  Ms. Garner expressed concern that in the next school year, communities may be reluctant to put money into special education when general education begins experiencing cuts in physical education, music and art classes due to budget cuts.  Ms. Garner went on to discuss the economy’s impact on the employment of people with disabilities, particularly within supported employment environments.  She cited slashed contracts in Fairfax County, Virginia for supported employment of people with disabilities in food service contracts at relatively low but not subminimum wage.  By slashing the contracts in an effort to save money, Ms. Garner argued to the county that those individuals will wind up collecting Social Security checks at a much higher cost in the long run.  Ms. Garner went on to discuss her view that there is no practical answer for the question of what happens when the school bus does not come anymore for students with developmental disabilities.  Citing the large number of children with autism who are currently in elementary school, Ms. Garner pointed to the absence of a supported employment system for many of the children once they leave IDEA. 

Ms. Garner went on to argue that long-term services and supports must be part of health care reform.  She spoke about the difference between “coverage reform,” which she defined as exclusively focusing on acute illness and injury and covering the uninsured, and “health care reform,” which also looks at the services individuals with chronicity need to maintain their function and prevent them from becoming worse.  Ms. Garner said that efforts to offer an alternative to Medicaid for the rest of the country so that individuals do not need to impoverish themselves to gain access to long term services and supports has met with strong resistance.  She stated that Senator Kennedy has said he will not mark up a health care reform bill in the HELP Committee if long-term services and supports are not addressed.  Ms. Garner concluded her comments by saying that currently, policy discussions about whether or not there is adequate money to pay for health care reform is actually only dealing with whether there is money to insure the uninsured, which demonstrates where current priorities are on health care reform and why there is so much resistance in conversations around incorporating long term services and supports in health care reform. 

Ms. Martinez asked Ms. Garner a follow-up question regarding how she thought the Community Living Assistance Supports and Services (CLASS) Act and the Community Choice Act may be integrated into health care reform.  Ms. Garner responded first by explaining the Community Choice Act and then by turning attention to the CLASS Act, which Kennedy’s office crafted.  She stated that currently, Medicaid is the only game in town for most people, who have to spend down or hide wealth to become eligible for its services.  The alternative in private long-term insurance is too cost-prohibitive for many people.  Ms. Garner described focus groups the Committee has conducted across the country with 18-22 year olds with respect to a national program alternative to Medicaid that people would pay for out of their paychecks.  Ms. Garner reported that the youth thought such a program was important and were willing to have between $30 and $45 deducted from their paychecks each month to pay for it.  Ms. Garner explained that the model envisioned in the CLASS Act is a cash model and that the Congressional Budget Office (CBO) is currently working on cost estimates associated with the legislation. 

Ms. Marylyn Howe asked whether either panelist had heard that Rep. Langevin (D-RI) had circulated a Dear Colleague letter asking that the Developmental Disabilities Act (DD Act) funding be increased to $20 million.  Ms. Lewis explained that Rep. Langevin had done that in the past and that such actions were typical for Members of Congress as a way to communicate priorities and send a message to appropriators. 


Ms. Linda Wetters referenced NCD’s human resources infrastructure project that is currently underway and asked whether training and/or retraining is a part of health care reform.  Ms. Garner responded by saying that while workforce issues are a common piece of the health care reform conversation, she is unsure how much legislative action it will receive on account of its cost implications.  Ms. Garner cited that the cheapest cost estimate they currently have for the “perfect bill” – one that includes workforce, primary and secondary care, etc. – is up around $2.1 trillion and rhetorically asked where the money would come to pay for it.  Ms. Garner went on to discuss the recently passed national service modernization law and stated her opinion that the disability community often does not do a good job of giving the nondisabled community opportunities and rewards to provide assistance. 

Ms. Patricia Pound asked whether the topic of transitions would be incorporated in the reauthorizations of IDEA, ESEA and WIA, and whether a vastly different approach would be taken with respect to workforce infrastructure during the WIA reauthorization.  Ms. Lewis first stated that she believed there would be significant changes to WIA, although she could not provide specific details.  She shared that there have been subcommittee hearings and that the Committee is not interested in continuing down the same path that WIA has been on in the past that has not proved effective for people with disabilities.  With respect to transition services, Ms. Lewis believes that the focus on outcomes and graduation rates with ESEA reauthorization will assist in bringing greater attention to transitions of all students to the workforce or postsecondary education.  Ms. Lewis cited the work of general education researchers in the areas of risk factors and outcomes and stated that students with disabilities need to be an integral part of all those conversations.  Ms. Lewis concluded by rhetorically asking what pieces of IDEA could be brought into NCLB to maintain civil rights while focusing on outcomes, stating her conviction that how kids are doing in school is as important to access to school.

Ms. Garner stated that despite investments in IDEA, opportunities are limited for students with disabilities after graduation.  Ms. Garner shared her belief that the situation will not change, no matter what age the transitions services begin, until IDEA and ESEA are integrated.  Ms. Garner stated her belief that if NCLB gets reauthorized one more time and IDEA is not a part of the reauthorization, transitions and outcomes for students with disabilities will be a third rail to the educational system from that point forward.  Ms. Garner also shared her opinion of the importance of getting rid of disability labels and instead focusing on functional ability.  That way, she argued, not only IDEA children but any variation on the theme will be served and educational culture will change. 

Ms. Anne Radar asked whether health maintenance (physical therapy, speech therapy) would be incorporated into health care reform.  Ms. Garner said that unfortunately, it was a money issue and that one must be able to prove that spending money to maintain a person’s health is cost-effective.  She said that unfortunately, most conversation has been about preventing chronic conditions rather than maintaining one’s health. 

Mr. Lonnie Moore offered on behalf of the Council to meet with the panelists sometime and continue a dialogue regarding policy recommendations to continue to assist their work.  In response, Ms. Garner asked what she and Ms. Lewis could do to help NCD work in conjunction with other agencies on their reports and vet recommendations ahead of publication so Congressional staff do not have to “sell” NCD’s recommendations back to those agencies after the release.  Ms. Wetters responded by sharing that each time a report is issued, NCD goes back to any applicable federal agency and talks about the recommendations with staff there.  Ms. Wetters also stated that the report approval process is currently under review internally and that Ms. Garner’s point was well taken.
Ms. Garner went on to argue that long-term services and supports must be part of health care reform.  She spoke about the difference between “coverage reform,” which she defined as exclusively focusing on acute illness and injury and covering the uninsured, and “health care reform,” which also looks at the services individuals with chronicity need to maintain their function and prevent them from becoming worse.  Ms. Garner said that efforts to offer an alternative to Medicaid for the rest of the country so that individuals do not need to impoverish themselves to gain access to long term services and supports has met with strong resistance.  She stated that Senator Kennedy has said he will not mark up a health care reform bill in the HELP Committee if long-term services and supports are not addressed.  Ms. Garner concluded her comments by saying that currently, policy discussions about whether or not there is adequate money to pay for health care reform is actually only dealing with whether there is money to insure the uninsured, which demonstrates where current priorities are on health care reform and why there is so much resistance in conversations around incorporating long term services and supports in health care reform. 

Ms. Martinez asked Ms. Garner a follow-up question regarding how she thought the Community Living Assistance Supports and Services (CLASS) Act and the Community Choice Act might be integrated into health care reform.  Ms. Garner responded first by explaining the Community Choice Act and then by turning attention to the CLASS Act, which Kennedy’s office crafted.  She stated that currently, Medicaid is the only game in town for most people, who have to spend down or hide wealth to become eligible for its services.  The alternative in private long-term insurance is too cost-prohibitive for many people.  Ms. Garner described focus groups the Committee has conducted across the country with 18-22 year olds with respect to a national program alternative to Medicaid that people would pay for out of their paychecks.  Ms. Garner reported that the youth thought such a program was important and were willing to have between $30 and $45 deducted from their paychecks each month to pay for it.  Ms. Garner explained that the model envisioned in the CLASS Act is a cash model and that the Congressional Budget Office (CBO) is currently working on cost estimates associated with the legislation. 

Ms. Marylyn Howe asked whether either panelist had heard that Rep. Langevin (D-RI) had circulated a Dear Colleague letter asking that the Developmental Disabilities Act (DD Act) funding be increased to $20 million.  Ms. Lewis explained that Rep. Langevin had done that in the past and that such actions were typical for Members of Congress as a way to communicate priorities and send a message to appropriators. 


Ms. Linda Wetters referenced NCD’s human resources infrastructure project that is currently underway and asked whether training and/or retraining is a part of health care reform.  Ms. Garner responded by saying that while workforce issues are a common piece of the health care reform conversation, she is unsure how much legislative action it will receive on account of its cost implications.  Ms. Garner cited that the cheapest cost estimate they currently have for the “perfect bill” – one that includes workforce, primary and secondary care, etc. – is up around $2.1 trillion and rhetorically asked where the money would come to pay for it.  Ms. Garner went on to discuss the recently passed national service modernization law and stated her opinion that the disability community often does not do a good job of giving the nondisabled community opportunities and rewards to provide assistance. 

Ms. Patricia Pound asked whether the topic of transitions would be incorporated in the reauthorizations of IDEA, ESEA and WIA, and whether a vastly different approach would be taken with respect to workforce infrastructure during the WIA reauthorization.  Ms. Lewis first stated that she believed there would be significant changes to WIA, although she could not provide specific details.  She shared that there have been subcommittee hearings and that the Committee is not interested in continuing down the same path that WIA has been on in the past that has not proved effective for people with disabilities.  With respect to transition services, Ms. Lewis believes that the focus on outcomes and graduation rates with ESEA reauthorization will assist in bringing greater attention to transitions of all students to the workforce or postsecondary education.  Ms. Lewis cited the work of general education researchers in the areas of risk factors and outcomes and stated that students with disabilities need to be an integral part of all those conversations.  Ms. Lewis concluded by rhetorically asking what pieces of IDEA could be brought into NCLB to maintain civil rights while focusing on outcomes, stating her conviction that how kids are doing in school is as important to access to school.

Ms. Garner stated that despite investments in IDEA, opportunities are limited for students with disabilities after graduation.  Ms. Garner shared her belief that the situation will not change, no matter what age the transitions services begin, until IDEA and ESEA are integrated.  Ms. Garner stated her belief that if NCLB gets reauthorized one more time and IDEA is not a part of the reauthorization, transitions and outcomes for students with disabilities will be a third rail to the educational system from that point forward.  Ms. Garner also shared her opinion of the importance of getting rid of disability labels and instead focusing on functional ability.  That way, she argued, not only IDEA children but any variation on the theme will be served and educational culture will change. 

Ms. Anne Radar asked whether health maintenance (physical therapy, speech therapy) would be incorporated into health care reform.  Ms. Garner said that unfortunately, it was a money issue and that one must be able to prove that spending money to maintain a person’s health is cost-effective.  She said that unfortunately, most conversation has been about preventing chronic conditions rather than maintaining one’s health. 

Mr. Lonnie Moore offered on behalf of the Council to meet with the panelists sometime and continue a dialogue regarding policy recommendations to continue to assist their work.  In response, Ms. Garner asked what she and Ms. Lewis could do to help NCD work in conjunction with other agencies on their reports and vet recommendations ahead of publication so Congressional staff do not have to “sell” NCD’s recommendations back to those agencies after the release.  Ms. Wetters responded by sharing that each time a report is issued, NCD goes back to any applicable federal agency and talks about the recommendations with staff there.  Ms. Wetters also stated that the report approval process is currently under review internally and that Ms. Garner’s point was well taken.
Release of annual NCD Progress Report
Reactant panel:

Elizabeth Leef, Policy Analyst, National Council on Independent Living

Centers for Independent Living are cross disability, not residential, community based nonprofit organizations throughout the country in all of the five congressional districts, operated by individuals with disabilities for people with disabilities.  We offer four core services that include advocacy (individual and systems change), information referral, peer support and independent living skills training.  IL Centers address barriers in society - physical and attitudinal.  The recommendations in your report are very general, and important things were left out.  

Regarding Recommendation #3, the report does not mention that CMS is trying to implement a rule (Competitive bidding) that will impede people obtaining durable medical equipment.  NCIL is working to highlight this issue.

Regarding housing, discussion about accessible housing should include housing that is nontoxic.  

Regarding employment, instead of continuing to educate Congress, we should set goals and require employment of people with disabilities.

Regarding One-Stops, we should look at what they are promoting - advising people with disabilities to stay on public assistance.  All One Stops should be physically & programmatically accessible.  In dealing with employment and people with disabilities, VR must be front and center.  

Independent Living Centers were only mentioned as volunteer sites for National Service day activities when they do so much more.  It is a disservice not to mention Independent Living Centers and what they do.  Independent Living Centers help people with disabilities prepare for work by providing independent living skills training.  If someone can't get around in their own house, and can't get transportation, (s) he is not going to be able to work.

Regarding health care, we should be talking about access to medical equipment.  There has been a lot of research on this, and still people with disabilities are lifted onto inaccessible exam tables.  Senator Harkin has introduced a bill to create standards for free standing medical equipment and education for health professionals about how to serve people with disabilities.  The Surgeon General's Call to Action in 2005 set goals for promoting wellness for people with disabilities, and there has been no “action” on this.  In the future, you should have stronger recommendations for issues such as access to medical equipment, CMS regulations that directly impact on people with disabilities such as elimination of the in-home rule for DME, and the elimination of the 2-year waiting period for Medicare. 

Finally, consider recommending that a certain percentage of all housing - not just public housing - be universally designed and accessible.
John D. Kemp, Principal, Powers, Pyles, Sutter, and Verville, P.C.

The report does a good job of laying out the framework for living with a disability.  I will add some thoughts and comments, and suggest ways certain topics could be addressed more deeply.  

Technology is the door opener and the savior for many people with disabilities, and access to technology was not adequately addressed.  Access to technology and the internet should be a civil right.  

Fifty-seven percent of all teens use the internet, and are themselves content-generators - self-publishing, using cameras, radios, and digital tape recorders.  The amount of content is incredible, and the question is, is it accessible to everyone, including people with disabilities?  The answer is no.

The average teen is involved with media for 6.5 hours outside of school every day.  33% are on the internet, 76% are watching TV, 21% are on telephones, and 15% are using radio.  YouTube serves up 100 million videos every day.  Is it accessible?  No, it's not accessible.

The U.S. Department of Labor estimates that today's learner will have 10 to 14 jobs by the age of 38.  According to the DOL, one out of four workers today is working for a company for whom they have been employed for less than one year.  One of two is working for a company for whom they've worked for less than five years.  Former Education Secretary Richard Riley once said, "We are currently preparing students for jobs that don't yet exist, using technologies that have not yet been invented, in order to solve problems we don't even know are problems yet."  

We aren't teaching young people what to learn, but how to learn.  If Facebook were a country, it would have 175 million people in it, and that would make the sixth largest country in the world.  It is a virtual nation where people can experience lots of freedoms and a lot of choices and lots of expression.  Are people with disabilities able to access it?  The answer is no.

Alan November said we should be teaching young people three skills:  To deal with massive amounts of global information starting in kindergarten; to be self-directed; and to learn how to organize their learning.  

I recommend that you look at two documents produced by the USBLN called roadmaps.  We have recommended that the federal government convene a leadership summit with CEOs of major corporations to talk about the importance of inclusive corporate policies and practices.  The federal government must become a model employer of people with disabilities.  
I want to address your Recommendation #2.  I applaud you for being direct in urging the President to sign the UN convention.  However, this is urgent.  We have lost our leadership in this area, and we should not be giving our tax dollars to foreign governments and allowing them to use it to build inaccessible buildings, programs and facilities.

Regarding your Recommendation #8, calling for Congress to fund an antistigma campaign, we are part of a small project with JAN to improve employment opportunities.  While there is some evidence of stereotypical attitudes, most employers are short on talent, and we need to do a better job of matching people with disabilities with the jobs that exist.

I applaud your recommendation on transition.  We must create the expectation early on that young people with disabilities will work to the best of their ability, and we should take care of those who cannot.   

I support Recommendation #9 - but, I am disturbed that we are still talking about convincing the federal government to hire people with disabilities.

Regarding Recommendation #11, we need more VR funding and one-stop funding for self-employment and entrepreneurship.  This should be a choice for people with disabilities. 

Regarding education, we're not doing very well in the education arena.  I mean that in the big education arena.  Children and youth with disabilities are losing ground, falling even further behind other students without disabilities.  We should be able to allow everyone to customize the way they best learn.  We should be able to understand everyone's unique learning styles, have them identify and adopt how they acquire information and use it in a meaningful way, and then turn kids loose to learn at the highest, fastest rate they possibly can.
Peter Thomas, Principal, Powers, Pyles, Sutter and Verville

The report is well done.  I have a few suggestions for expanding some of the recommendations.  Regarding Recommendation #3, to create a Commission to study the gaps in health care for people with disabilities, this is an area that needs much attention, and that is being largely ignored to date.  However, given that health reform proposals are moving quickly, this could send a signal that national health reform should proceed while we just study health care for people with disabilities.  Good idea, but not good timing.

Otherwise, the four points in this recommendation are key - expanding coverage, health and wellness, eliminating the institutional bias in health care, and access to providers.  There are many more issues that also need to be address, but I will not list them all.

Regarding Recommendation #4, this is of critical importance to the disability community - eliminating the institutional bias in long-term care, and empowering people with disabilities to make their own decisions about their care.  Money Follows the Person and the Community Choice Act are critical components of this, and I am glad NCD is highlighting them.

Since Olmstead has not been fully implemented, I support the recommendation for a task force to address Olmstead implementation.

I also support the recommendation for evidence-based approach to innovative care.  This should be even broader, and recommend an evidence-based approach to all health care for people with disabilities.  Congress appropriated $1.1 billion for evidence-based research and federal agencies are funding related projects.  CCD has a position paper on this, which cautions that we must make sure results of this research are not used to deny coverage or benefits to people with disabilities.  Sometimes the evidence-based research is lacking for people with disabilities because the infrastructure to do the research is lacking, and we should not allow that to negatively impact care for people with disabilities.  There's a myriad of problems when you talk about the complex conditions, the variety and severity of disabling conditions, applying studies done in the general population to the disability population.  The bottom line is that comparative research and evidence-based research should not trump the physician and the healthcare teams and the provider's judgment in consultation with the patient and consumer to get that person what they actually need to be functional and healthy and independent.

Regarding Recommendation #6, I support this recommendation, but would like to see it broadened beyond mental health services.  There are many health services needed by people with TBI and PTSD, and many of the services they need are not covered by insurance.

Regarding Recommendation #16, access to many types of assistive technology are important, and there are rules, such as the in-home rule, and insurance caps that prevent people from getting access to the technology they need to be fully functioning.

Regarding Recommendation #17, for a federal coordinating council, I strongly support a higher profile on disability across the federal agencies.  We are lacking coordination across the many federal programs, and lacking leadership.  There are a variety of ways to approach this problem, possibly a Presidential task force, or perhaps NCD could fill the role.  I'm not sure that a coordinating council would accomplish the goal. 
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