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I run a network of people living with HIV. I was elected to my position by the group, and I do my
best at a role that is largely volunteer, and often takes up a considerable amount of time.

The US People Living with HIV Caucus and other networks of people living with HIV were recently
brought into discussions of Molecular HIV Surveillance in the United States. Where this new
surveillance system is designed to bring people living with HIV into care and treatment, the actual
program intervention is resource-intensive, involving individual identification and follow up by the
health department (I’ll talk more about Molecular HIV Surveillance in the coming months – in the
meantime NASTAD has put together this document for those who are curious). It’s funny, because
I know that networks of people living with HIV have more capacity and reach than a health
department to get other people living with HIV into care. People living with HIV trust each other in
these conversations.

I used to work in a health department, and we struggled with reaching people of trans experience,
sex workers, immigrants, people who have been incarcerated and gay men of color. The same
systems that marginalize us socially have a difficult time with accessing us for our health care.

In one case study, a health department identified 146 people living with HIV out of care through
Molecular HIV Surveillance. Their solution was to contact these people through their partner
notification system. Their Disease Intervention Specialists identified 62 people who were still in the
jurisdiction and managed to put four (4) into care.

My friend and colleague Larry Walker runs Thrive SS, an extraordinary network in Atlanta. At
brunch two months ago, they got 5 people connected to care who had fallen out of it. (Let’s be
clear, the budget for the health department’s Disease Intervention Specialist and surveillance
teams is far larger than Thrive SS’s entire organizational budget!)

There was a time when groups of people living with HIV were integral to HIV planning. We were
acknowledged experts in the field, especially before HIV treatment became an option. Since
treatment, our roles have been reduced. We are called “consumers” in the HIV industry and
relegated to the clinic, either as patients or “peer support” staff. Outside of a few very visible
people living with HIV Executive Directors/CEOs, it’s become something of a rarity to find other
people living with HIV in management positions at HIV organizations.
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This has become very clear when we look at the “End the Epidemic” plans throughout the United
States. If people living with HIV are mentioned at all, it’s about viral suppression and putting us
into clinical care. There might be some vague language around Meaningful Involvement of People
with HIV/AIDS (MIPA). There is always more time, resources and focus on HIV Pre-Prophylaxis
(PrEP). While PrEP is important, I do question why it occupies so much space in End the Epidemic
plans.

What about resourcing networks of people living with HIV? Sero Project put together the Network
Empowerment Project in order to identify and support the networks of people living with HIV
across the country. Most of these operate on annual budgets of less than $25,000 and manage to
bring together people living with HIV and our allies to work on a range of issues. Many of these are
comprised of the people that public health routinely identifies as “hard to reach.”

I am lucky enough to meet groups of people living with HIV all over the country. They are all
different, with a range of goals and activities that sustain them. Some of them are social, some are
political: all of them are people living with HIV who decide what actions the groups take, what the
goals and objectives are.

It worries me that the vast majority of the domestic HIV industry no longer sees our self-
determination important enough to resource.

As we enter a turning point in HIV science, I encourage us to think about how important networks
of people living with HIV are and how public health would benefit from partnering with us. Imagine
if the standard protocol in HIV testing was to connect someone newly diagnosed to a network of
people living with HIV rather than a clinic? How would this affect the person’s HIV experience?
They would still go to a healthcare appointment, but they would have other people to support
them in their journey with treatment, stigma and disclosure.

I do not pretend that networks of people living with HIV do not have our own challenges and issues
(I’ve been writing about it all year here). I am saying that there remains something vital in coming
together as people living with HIV and working it out.
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