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Ms Jo Anne B. Barnhart
Commissioner of Social Security

P.O. Box 17703

Baltimore, Maryland  21235-7703

By email: regulations@ssa.gov
July 8, 2003
Dear Commissioner Barnhart,

On behalf of ACT UP Philadelphia, I am submitting this document in response to the request for comment to the proposed rulemaking on “Revised Medical Criteria for Evaluating Immune System Disorders” (Federal Register May 9, 2003, Volume 68, Number 90).
ACT UP is a fifteen-year-old AIDS activist organization; we mobilize communities, engage in non-violent direct action, and do related public policy activism to win changes that matter to people living with HIV and those at greatest risk of infection. As a community based organization, ACT UP, like many organizations, has been involved for many years in individual and systemic advocacy to increase the responsiveness of the Social Security Administration (SSA) to the needs of sick and dying people with HIV/AIDS. 

As you can understand, any change to SSA’s eligibility rules are extraordinarily important, as such changes can mean the difference between life and death for disabled claimants. As an essential principle, we insist that the SSA’s proposed rulemaking on this subject be transparent, comprehensive, and rely on the participation of qualified, independent HIV/AIDS care providers as well as other experts. 

ACT UP supports the conclusions set out in the comments of the Lambda Legal Defense Fund letter (hereinafter the “HIV-Legal Joint Comments”) and will not restate those comments. However, we will briefly note several key points we feel are of particular importance to the SSA: 

· Antiretroviral and other medications can be independently disabling 

Despite important advances in the treatment of HIV disease, current treatment regimes can be independently disabling, can stop working, and do not work for all HIV positive people. SSA’s eligibility rules should be changed to incorporate the disabling side effects and toxicities of medicines among the conditions which prevent HIV positive people from working. 

· The SSA must rely on HIV experts at every step of evaluation and appeal

HIV is a complex and individualized condition of immune dysfunction. Accurate and fair evaluation of a claim of disability is dependent on the utilization of HIV experts; we feel it is unacceptable for the SSA to rely on generalists in considering disability claims and appeals.   

· SSA must support the ETHA

If passed, the Early Treatment for HIV Act would help support the goals of the SSA by assisting HIV positive people in obtaining care that would prevent them from becoming disabled. SSA should support the passage of the ETHA as quickly as possible.

· SSA should increase the flexibility and breadth of its return to work requirements

In order to support disabled HIV positive people who wish to attempt to return to work, SSA must create clear policies and rules that support HIV positive peoples’ efforts to return to work without creating a risk that people will be terminated from benefits, and become sick and disabled again. It is the risk posed by this Catch 22 that prevents many people from exploring a return to work. 

Thank you for your consideration in this important matter. ACT UP will continue to monitor and participate in the remaining steps of the SSA’s proposed rulemaking process. 

Sincerely, 

Asia Russell

on behalf of ACT UP Philadelphia

