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Good morning.  I am speaking here today on behalf of myselfas an hiv+ woman and how hiv/AIDS treatment and research has affected me and other women in this country.  I would like to talk about several basic questions that need to be considered before women’s needs can be addressed.

A couple of weeks ago, I was watching the Vice Presidential debate and it really opened my eyes to the lack of awareness, knowledge and concern our elected leaders have concerning this epidemic here in the United States.  PBS news correspondent Gwen Iffil who moderated the debate asked the following question:

“I want to talk to you about AIDS, and not about AIDS in China or Africa, but AIDS right here in this country, where black women between the ages of 25 and 44 are 13 times more likely to die of the disease than their [white] counterparts.  What should the government’s role be in helping to end the growth of this epidemic?”

Vice President Cheney said he had “not heard those numbers with respect to African-American women” and was “not aware” there was an “epidemic” of HIV/AIDS among that population.  it is, in fact, extremely disturbing that both candidates were unaware of these statistics, as probably are most Americans.

we must make a concerted effort to bring to the public’s attention this and other issues that affect our communities, especially in communities of color where this epidemic is steadily increasing.  Do our leaders know that among Latino women, the rate of HIV infection is seven times higher than among white women?  Is there any connection between their knowledge gap and the gap in  funding for potential breakthroughs like microbicides, which promise a huge impact in safety and empowerment for women?  The increasingly frequent answer government officials have for keeping women safe is to treat them like children and tell them to stick to their ABC's - abstinence, be faithful or use a condom.  That’s fine except for one thing - what about men who won’t use A condom?  Globally and here at home, more women are getting HIV from sex with a husband or boyfriend than for any other reason.  The bottom line is that men control condoms, not women.

there is an enormous problem when treatment, research and prevention priorities are based not on science or epidemiology, but on a willingness to impose a twisted kind of morality into matters of health care.  Is there any connection between the lack of enthusiasm for tools to make sex safer for women who are at high risk, and the insistence that the only way to talk about sex is to insist that no one have it - abstinence only until married, or until dead if you’re gay.

What we need is a woman-controlled way to protect ourselves.  The good news is that microbicides could be that method.  Imagine a gel, crème or suppository that a woman could insert before sex - something effective against HIV so that she was protected no matter what.  Imagine what such a product could mean in a world where 7,000 - 8,000 women are getting HIV every single day.  Microbicides could be as big a breakthrough as modern birth control.  It would give women the power to save their own lives.

The bad news is that nowhere near enough money is being invested in developing microbicides.  Research is slow in large part because so far the U.S. government hasn't seen fit to invest more than 2% of its AIDS research budget in making microbicides a reality.  that’s 2 cents out of every dollar. That’s not enough.  Our lives are worth more than 2 cents on the dollar.

women’s health care has always been parked somewhere on a back burner in this country.  If health care for women is a low priority, how can effective HIV prevention, supportive services and research for women be on the national radar?

Issues of global justice and access to care are critically important, and people dedicated to increased funding for developing countries are doing important work and saving lives.  But how many of us have also allowed the focus of global justice to blur the realities of the situations here at home, where so many women of color are given an aids diagnosis when diagnosed with HIV infection usually from a hospital bed, and where the infection rates among gay youth of color in some parts of this country rival that of some African countries?  Some government experts recognize that women are more susceptible to infectious diseases because they lack access to health information and services in addition to other social and economic inequities.  However, even the director of the cdc recently acknowledged, “We have a lot of theories but really we don’t know why women and girls are disproportionately affected by these diseases.”  Research to get us beyond theories is important and relevant here at home as well as globally.

The organization I co-founded in 1998 with a group of women in East Harlem, SMART University, (Sisterhood Mobilized for AIDS/HIV Research and Treatment), addresses the gap in health information and support for women living with HIV/AIDS in order to increase their self-confidence and self-esteem.  By providing treatment education in a safe and supportive environment, women learn to become informed participants in their treatment decision-making process.  Additionally, SMART facilitates an increased sense of personal empowerment so that women can be advocates for themselves, their peers and communities.  SMART University has fostered other programs for women, such as SMART Prevention that provides safer sex products and information to women at community venues. Women who are participants in SMART University may also join the SMART Sewing Circle which provides therapy, skill-building and social support; and SMART Voices, which is a book club and basic education program.  SMART Body, a nutrition program that will provide instruction in safe food preparation and healthy eating, is scheduled to start Winter 2005.

What we see at SMART is that women traditionally are caregivers, putting others’ needs first.  They are more likely to delay or deny themselves doctor contact or miss appointments.  Maintaining a child’s health, taking care of and keeping a partner, often override concern for personal well-being.  At SMART, we’ve learned that an important part of what we do is reinforcing the need, and even permission, for women to take time and attention for their physical and mental health needs. Through its various programs, SMART tries to address issues that affect an HIV positive woman’s well-being.

Real treatment and research into what’s needed has to go beyond the newest antiretroviral medication on the horizon.  critical support services have to be on equal footing with drug access.  finally, research that discovers not just new therapies, but why so many women, particularly women of color, are given an AIDS diagnosis when diagnosed with HIV and are dying faster.

The fact that women are disproportionately affected by HIV cannot continue to be viewed as “just” a woman’s issue.  If our leaders know nothing about the impact of HIV on women and people of color here at home, we need to ask ourselves what role as advocates and people living with HIV we play in this.  How is it that our national leaders can admit to ignorance of this critical issue and yet apparently feel neither a need to make amends or a fear of political consequences?  Addressing the needs of women advances the interests of everyone affected by HIV.  Just as many activists in this country effectively advanced global AIDS issues affecting people in developing countries, we all need to join forces to advance the well-being of women in this country who continue to remain in the margins of HIV treatment and research initiatives.

Women-specific issues such as microbicides need to move from the back burner to a focus of significant and accelerated funding, and making this happen has to be an agenda item for scientists and activists regardless of gender.  Women do not always have a voice or a place at the table when it comes to treatment and research issues and priorities.  It requires substantial collaboration among all groups to effect change for each group that is a high risk population.  And that collaboration needs to recognize that it is impossible to adequately address HIV treatment and research issues without addressing the social, economic, and gender disparities that continue to affect access to, and the quality of, HIV care in this country.

Thank you.

