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CONSORTIUM FOR CITIZENS
WITH DISABILITIES






November 10, 2008

The Honorable Max Baucus

Chairman

Finance Committee

United States Senate

Washington, DC  20510

Dear Senator Baucus,

We are writing on behalf of the Health and Long Term Services and Supports Task Forces of the Consortium for Citizens with Disabilities (CCD).  We would like to applaud efforts to achieve broad consensus and finally move the nation forward by enacting significant policy change to ensure all Americans have access to health insurance coverage and to ensure that coverage is comprehensive and appropriate for the populations covered.  We believe that disability is a litmus test for how well any reformed health system will meet the needs of the American people.  If a reformed system works for people with disabilities and chronic illnesses, it will work for all populations.  

We are writing at this time to ensure you are aware of key priorities of children and adults with disabilities as the Congress considers various reforms of the health system. We believe health system reform must include the Medicaid program and we would like to stress five critical points.
I.
EXPANDING COMMMUNITY SERVICES MUST BE INCLUDED IN REFORM:  

For many years, the top priority of the disability community has been to expand access to community living services that enable individuals with disabilities to receive the services and supports they need while remaining in their own home in their own community.  A key part of this is to take concrete steps to end the Medicaid institutional bias.  We believe that meaningful efforts to expand access to Medicaid home and community-based services must be an integral component of any health reform legislation.  We believe that health reform represents an historic opportunity to improve the health system—and it is not possible to strengthen the health system while ignoring the financing and delivery of long-term services.  Further, concrete steps could be taken to shift more long-term services to community settings in ways that produce cost savings, an essential element of comprehensive reform. There are many acceptable ways to achieve this.  The disability community supports both the CLASS Act (S. 1758/H.R. 3001) and the Community Choice Act (S. 799/H.R. 1621).  Enactment of these bills would represent significant progress.  There are incremental alternatives that would also make significant progress, including the Empowered at Home Act (S. 3327/H.R. 7212) or other legislative proposals to provide enhanced funding for states that expand access to Medicaid home and community-based services.  

II.  MEDICAID MUST BE STRENGTHENED:  

Another top priority is that any reform legislation must build on and bolster existing Medicaid programs.  We have been deeply troubled that some Members of Congress have proposed legislation that would eliminate or radically reduce the role of Medicaid.  Medicaid is a lifeline and no other single program is more important to the lives of people with disabilities and chronic illnesses in this country.  While variation across states and low payment rates are among the challenges of using Medicaid to achieve federal policy goals, it would be disastrous to contemplate eliminating Medicaid or reducing its role.  No program has been more responsive to the diverse and extensive needs of people with disabilities.  Further, private insurance coverage is not an acceptable substitute for strengthening Medicaid.  Many people with disabilities have ended up on Medicaid because of gaps in private coverage, unaffordable cost-sharing, or the lack of expertise by private insurers with patients with disabilities. Inadequate services under private insurance has often led to increased disability which, ironically, has enabled individuals to qualify for Medicaid.

In rethinking Medicaid’s role in the broader health care system, we believe it is imperative to ensure that all low-income people with disabilities and seniors have access to Medicaid.  The current standard of guaranteeing coverage only to seniors and people with disabilities who are at approximately 74% of the federal poverty level is much too low.  We support a mandatory expansion of Medicaid, without categorical distinctions, to all low-income people as the ideal approach to protecting low-income people with disabilities and chronic illnesses.

Protecting and expanding Medicaid and expanding access to Medicaid home and community-based services are top priorities of the disability community—and we believe essential starting points for building a workable system to achieve universal health care coverage.

We also have three additional priorities that we wish you to consider as you develop health system reform legislation:

III.  PRIVATE INSURANCE MUST WORK BETTER FOR PEOPLE WITH DISABILITIES:  

In any health reform proposal, private insurance will serve millions of people with a broad range of conditions and needs.  Private insurance must be prohibited from discriminating on the basis of disability, lifetime and annual caps must be eliminated, insurance must be portable, and federal policy must require all insurers to cover minimum levels of key benefits, including rehabilitation therapy services, mental health care, and dental and vision services.

IV.  SPEND DOWN TO MEDICAID COVERAGE:  

Private insurance was not designed for, nor does it meet, the diverse needs of all people with disabilities.  While we believe that reforms should make private insurance work better for millions of Americans with disabilities and chronic conditions, we also believe that we need to create pathways for people with disabilities to qualify for Medicaid in cases where they start out with income above Medicaid standards or for people who do not meet Social Security’s strict standard for a disability determination.  In these cases, individuals must be guaranteed the opportunity to “spend down” into Medicaid eligibility, and this must be set at the top income eligibility standard for Medicaid.
V.  MEDICARE MUST DO MORE:  

We understand that Medicare faces long-term financing challenges and many policy makers are reluctant to expand Medicare coverage for fear of making the financing challenge worse.  We believe that this approach is flawed.  First, policy makers should ask what the country needs from a program that serves seniors and people with disabilities.  This analysis would reveal that the Medicare benefits package lacks key benefits.  After re-designing Medicare to include key benefits, we do support taking steps to make Medicare more sustainable.

Without radically redefining the scope of benefits, we suggest three specific steps.  End the Medicare waiting period that denies Medicare coverage for non-elderly people with disabilities for 24 months from the date of eligibility for Social Security benefits.  This policy leads to severe hardship for individuals and inappropriately shifts significant costs onto Medicaid.  Second, Congress should consider the establishment of a modest community long-term service benefit.  This would not meet all long-term services needs, but would take some pressure off of individuals and Medicaid programs.  One approach would be for Medicare to cover limited services for people who do not currently meet a nursing home standard of care.  This could include services such as respite care, homemaker services, and adult day care—all of which can serve to keep people with disabilities in their homes, delaying the progression of disability and the need for nursing home care or more intensive long-term services. Finally, Medicare should modify the “in the home” restriction on the durable medical equipment benefit to more appropriately cover the mobility devices that people with disabilities need. 

We look forward to working with you to enact comprehensive health system reform legislation in 2009. 

Sincerely,

CCD Health Task Force Co-Chairs:
Peter Thomas, ACCSES 
Liz Savage, The Arc and UCP Disability Policy Collaboration
Mary Andrus, Easter Seals

Angela Ostrom, Epilepsy Foundation

Tim Nanof, American Occupational Therapy Association

CCD Long Term Services and Supports Task Force Co-Chairs:

Marty Ford, The Arc and UCP Disability Policy Collaboration

Joe Caldwell, Association of University Centers on Disabilities
Lee Page, Paralyzed Veterans of America
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