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July 8, 2003

Jo Anne B. Barnhart

Commissioner of Social Security

P.O. Box 17703

Baltimore, MD 21235-7703

Via: regulations@ssa.gov

Re: 
Revised Medical Criteria for Evaluating Immune Systems Disorders


Advance Notice of Proposed Rulemaking


68 Federal Register 24896 (May 9, 2003)

Dear Commissioner Barnhart:

As co-chairs of the Steering Committee of The Arc and UCP Public Policy Collaboration, we endorse the comments submitted by the HIV-Legal Joint Comments Group on the Advance Notice of Proposed Rulemaking for Revised Medical Criteria for Evaluating Immune Systems Disorders, published in the Federal Register on May 9, 2003.

The comments by the HIV-Legal Joint Comments Group are based on many years of working with individuals living with HIV and represent extensive knowledge of the common difficulties faced by these individuals, including responses of SSA’s disability adjudicators.  As they note, medical advances have allowed many people with HIV to live longer and to work.  However, the side effects of medications and previously unlisted conditions present new barriers, limiting the functional abilities of many people with HIV.  It is imperative that assumptions about HIV not drive the development of the new listing.  Rather, individual determinations must be made based on the comprehensive understanding of HIV by experts in the field.  We urge you to accept the recommendations of the HIV-Legal Joint Comments Group as you undertake a revision of the listing.  

For 50 years, United Cerebral Palsy has been committed to change and progress for persons with disabilities. The national organization and its nationwide network of 105 affiliates in 37 states strive to ensure the inclusion of persons with disabilities in every facet of society—from the Web to the workplace, from the classroom to the community. As one of the largest health charities in America, UCP's mission is to advance the independence, productivity and full citizenship of people with cerebral palsy and other disabilities, through our commitment to the principles of independence, inclusion and self-determination.  Many people with cerebral palsy rely upon SSI and Title II disability benefits.
The Arc of the United States is the national organization of and for people with mental retardation and related developmental disabilities and their families. It is devoted to promoting and improving supports and services for people with mental retardation and their families. The Arc also fosters research and education regarding the prevention of mental retardation in infants and young children.  Over a million children and adults with mental retardation rely upon SSI or Title II disability benefits, and the related Medicaid or Medicare health services.

As with the Advance Notice of Proposed Rulemaking for the listing for mental impairments, we appreciate the opportunity to comment before SSA publishes an NPRM on an issue of this importance that will affect so many people.   

Sincerely, 

Lynne Cleveland




Leon Triest
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