July 8, 2003

Commissioner of Social Security

P.O. Box 17703

Baltimore, Maryland  21235-7703

Dear Madame Commissioner:

Thank you for the opportunity to comment on your plan to update and revise your rules for evaluating immune system disorders as published in the Federal Register, May 9, 2003.

As the nation’s largest gay, lesbian, bisexual, transgender (GLBT) advocacy group, with over 500,000 members the Human Rights Campaign (HRC) is very concerned about any changes that may negatively impact individuals living with HIV and AIDS.  We hope as you consider changes to HIV/AIDS evaluations you will rely on sound science, involve HIV/AIDS medical specialists, and incorporate all appropriate benchmarks for measuring the progress of the infection.

Since the HIV/AIDS pandemic in the United States has disproportionately impacted gay and bisexual men, particularly gay and bisexual men of color, HRC has been involved in HIV/AIDS advocacy for many years.  HRC believes the assistance given to these men as well as other men, women, and children by Social Security and Medicare cannot be overstated.  Furthermore, we understand the need to update the HIV/AIDS listings to reflect current science and the myriad of medical advances in HIV/AIDS treatment that have occurred since the listings were last revised in 1993.  While recognizing the disease does not have the same immediate catastrophic health ramifications it once did, there are still hundreds of thousands of Americans disabled by complications from HIV infection and AIDS reliant on the disability income provided by the U.S. government through the Social Security Administration.
However, we also understand the importance of keeping the HIV-related immune disorder system listings as flexible as possible, for adults and children alike.  While there are now numerous findings indicating success in the treatment of HIV disease, these findings do not always address the functional capacity of people living with HIV/AIDS and must not become fixed boundaries used to exclude people from eligibility for Social Security benefits.  
HRC also strongly supports passage of the Early Treatment for HIV Act (ETHA) and hopes your agency will join in advocating for the passage of this important legislation.  ETHA would allow states to extend Medicaid coverage to working people with HIV before they become disabled.  This would provide thousands of low income Americans access to on-going health care and life-saving HIV/AIDS drug therapies that will, in the long run, keep them employed, productive and off the Social Security disability rolls.  ETHA would have significant financial impact, not only on Social Security, but also on Medicaid, the AIDS Drug Assistance Program (ADAP), and the Ryan White CARE Act.  ADAP currently provides HIV/AIDS drugs to low-income uninsured or underinsured people living with HIV/AIDS.  Nationwide, ADAP programs are in financial crisis, resulting in waiting lists and restricted formularies.  Early access to Medicaid for people with HIV would relieve the pressure on ADAP.  Because drug therapies can stop the progression from HIV to AIDS, ETHA would also save Medicaid money:  it costs approximately $14,000 per year in the United States to care for and treat an HIV positive individual, but $34,000 a year to care for and treat a person with full-blown AIDS.  Additionally, ETHA would complement the Ryan White CARE Act, and by expanding Medicaid would free up millions of dollars for vital support services.  Support services can help maximize HIV treatment adherence and access to medical care.  There is also precedent for a measure like ETHA – The Breast and Cervical Cancer Prevention and Treatment Act signed into law in 2000.  We encourage the Social Security Administration to support the movement toward early access to Medicaid for people with HIV through ETHA.

Again, thank you for soliciting comments on your plans to reevaluate how SSA deals with HIV/AIDS individuals.  The Social Security Administration’s leadership and support is essential in providing life sustaining financial and health care benefits people living with HIV/AIDS.

Sincerely,

Elizabeth Birch

Executive Director

Human Rights Campaign

