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Who am I?



“You’ll be fine” I told her. 

“I’ll go with you”



“AIDS is a 
disaster! 
Women 

die 
faster!”



Something about all of us in the struggle together 

filled me with a courage I hadn’t felt before.



The Denver Principles - 1983

“We condemn attempts to label us as ‘victims,’ a term which implies 

defeat, and we are only occasionally ‘patients,’ a term which implies 

passivity, helplessness, and dependence upon the care of others. We are 

“People With AIDS.”

GIPA: Greater Involvement 

of People Living with AIDS

MIPA: Meaningful Involvement 

of People Living with AIDS

“Nothing about us without us!”



ACT UP

ACT UP 

Golden 

Gate

Research

ACT UP 

San 

Francisco

Social 

Justice

We needed both.



Our motto was: 

“You are not alone”





Founded in Amsterdam in 1992





I begged Dr. Fauci to cut me open





2001: An article in posted on the 

wall of a rural clinic in Uganda. 

Photo courtesy of Art Atman.

March 1996: My daughters, participants in a phase 1 NVP study, 

born at San Francisco General Hospital and remain HIV-negative 

thanks to many of you. 



Some would 

survive, but not 

without scars



Lifetime Survivors 

Those  who acquired HIV at or 

shortly after birth.



1990 2025

“We’re all going to die.” Long-term survivors & Lifetime survivors

High dose AZT monotherapy every 4 hours ART 

Surrogate markers: illness or death Surrogate markers: care & treatment cascade

25% risk of vertical transmission to infants <1% risk with access to treatment and care

Breast/chest feeding not recommended Breast/chest feeding recommended for many

Prevention = condoms Prevention = PrEP, PEP, condoms, U=U, long-

acting injectables

No PEPFAR Since 2003, 23 million lives saved

Pre-existing conditions = Uninsurable Affordable Care Act

Limited Health Access for PLHIV USA: Ryan White Care Act, Medicare, 

Medicaid 

>10 years lag for women to be involved in 

clinical research

LEN started with women, and pregnant 

women, with a focus on informed consent. 

Abortion legal Abortion illegal in many states.

“AIDS victims” person-centered language

Then and Now — What’s Changed



What Hasn’t 
Changed

▪ Stigma, Misinformation, Disinformation

▪ Social determinants of health fuel inequities -

disproportionate impact of HIV on communities of 

color

▪ Lack of political will to accelerate access to adequate 

care and treatment

▪ Women and other key populations still 

underrepresented in research

▪ Key populations under attack

▪ Community / research partnerships save lives



“Somebody fought for you to have that 

service, and if you don’t fight to protect 

it, you could lose it.”

- Loren Jones, HIV Activist



What 
Shouldn’t 
Change

▪ The US global commitment to ending the HIV 

epidemic by 2030

▪ Existing protections for discrimination in 

employment, housing, and access to medical care

▪ Programs that promote a healthy society (US 

examples: ADA, Ryan White Care Act, medicare, 

medicaid)

▪ Our existing civil rights (such as the right to same-sex 

marriage)



What Must 
Change

▪ Stigma

▪ The demonization and criminalization of people most 

impacted by HIV

▪ All governments and levels of civil society holding 

themselves and one another accountable to ending 

the HIV epidemic



Have you seen the news?



We are on 
day 48



A Timeline of Cuts, Legal Orders and Chaos at U.S.A.I.D. — NY Times, March 5, 2025
Jan. 20 — President Trump issues an executive order halting foreign aid programs pending a 90-day review.
Jan. 27 — Dozens of U.S.A.I.D. officials are placed on leave.
Jan. 28 — Secretary of State Marco Rubio issues a temporary waiver to allow for lifesaving aid activities to continue.
Feb. 4 — More than a thousand more employees are put on leave, and the agency announces nearly all workers will be on leave soon. Staffers are not allowed to 
report to the agency’s headquarters.
Feb. 6 — The administration notifies agency officials that it will reduce the agency’s global work force to just a few hundred from more than 10,000.
Feb. 8 — A federal judge temporarily halts the layoffs, ruling that some of the agency employees on leave must be reinstated.
Feb. 10-11 — Aid recipients and other nonprofits file two lawsuits to challenge the aid freeze.
Feb. 12 — Agency employees say that lifesaving aid remains halted despite the waiver, because of obstacles such as the shutdown of the agency’s payment system.
Feb. 13 — A second federal judge issues a temporary order prohibiting Trump officials from ending or pausing payments for contracts in place before Jan. 20.
Feb. 19 — Aid groups report that the administration is not abiding by the order and file an emergency motion to enforce it.
Feb. 21 — The federal judge in the lawsuit to halt firings says that the Trump administration can proceed with plans for massive layoffs.
Feb. 23 — An additional 2,000 agency employees are fired, and thousands more are put on leave.
Feb. 25 — The federal judge in the lawsuit to reinstate foreign aid orders the administration to pay nearly $2 billion in alread y completed aid work, setting a deadline 
for midnight the next day.
Feb. 26 — The administration asks the Supreme Court to intervene, and Chief Justice John Roberts cancels the lower court’s deadline. Separately, officials reveal in 
court documents that they have completed their review of all foreign aid and will terminate 6,000 U.S.A.I.D. awards, about 90 percent of the agency’s work.
March 2 — Internal agency memos leak detailing the human costs of cuts to foreign aid, and blaming the administration and agency leadership for blocking lifesavin g 
aid programs. The whistleblower, an acting assistant administrator, is put on leave.
March 5 — The Supreme Court rejects Trump’s request to freeze nearly $2 billion in foreign aid payments for already completed work through U.S.A.I.D. and the State
Department.

Chaos, Confusion, and Cruelty

https://www.whitehouse.gov/presidential-actions/2025/01/reevaluating-and-realigning-united-states-foreign-aid/
https://www.nytimes.com/2025/01/27/us/politics/trump-usaid-officials.html?smid=url-share
https://www.state.gov/emergency-humanitarian-waiver-to-foreign-assistance-pause-2/
https://www.nytimes.com/2025/02/04/us/usaid-musk-trump-rubio-cuts.html
https://www.nytimes.com/live/2025/02/03/us/trump-usaid-news/9830501b-8a42-50d9-9463-889fd03a7550?smid=url-share
https://www.nytimes.com/2025/02/06/us/politics/usaid-job-cuts.html
https://www.nytimes.com/2025/02/08/us/politics/usaid-workers-trump.html
https://storage.courtlistener.com/recap/gov.uscourts.dcd.277333/gov.uscourts.dcd.277333.1.0.pdf
https://storage.courtlistener.com/recap/gov.uscourts.dcd.277336/gov.uscourts.dcd.277336.1.0.pdf
https://www.nytimes.com/2025/02/12/us/politics/usaid-waivers-rubio.html
https://storage.courtlistener.com/recap/gov.uscourts.dcd.277333/gov.uscourts.dcd.277333.17.0.pdf?utm_source=substack&utm_medium=email
https://www.nytimes.com/2025/02/21/us/politics/usaid-job-cuts.html
https://www.nytimes.com/2025/02/23/us/politics/trump-usaid-employees-firing.html?smid=url-share
https://www.nytimes.com/2025/02/26/us/politics/trump-usaid-foreign-aid.html
https://www.nytimes.com/2025/03/02/health/usaid-cuts-deaths-infections.html
https://www.nytimes.com/2025/03/05/us/politics/foreign-aid-supreme-court-trump.html


The Cruelty is Intentional

”We want the bureaucrats to be 

traumatically affected… When 

they wake up in the morning, we 

want them to not want to go to 

work, because they are 

increasingly viewed as the 

villains. We want their funding 

to be shut down… We want to 

put them in trauma.” 

— Russell Vought, Project 2025 

author and OMB director



These are people’s lives they’re playing with…

“Majorly, I can say all the adolescents right now are in a panic. Same to me as well, I’m in a panic, 

cause we are about to have some shortages of drugs, and unfortunately maybe the youth friendly 

center will be closed because it was also being supported by USAID.

So I don’t know what we are going to do because our major challenge will be going to take our 

drugs from the main pharmacy where everybody takes their drugs and there’s a lot of 

discrimination there, accidental disclosures can occur. So it is a big challenge. 

I’m also a bit scared going to take my medications from the main pharmacy and we are not even 

guaranteed that the drugs will be there. I just heard that the drugs that are remaining can last for 6 

months so we don’t know after that 6 months what’s going to happen. 

So people are really in a great panic, and then there’s a lot of discrimination in social media. 

There’s comments that can even make you cry. So many people are in a panic, many people they 

think are just waiting for death. But I keep telling them that god will open another way.”

- Young Person Living with HIV in East Africa

CROI
Audio.mp3

http://drive.google.com/file/d/1HFTgL1LlKztvTBfkUBmRveiYUf3V-1tY/view


The Impact of Dismantling USAID

Due to the dismantling of USAID, Nicholas Enrich, now former USAID Acting Administrator 

for Global Health, estimated in an internal memo that globally each year we will see:

Sources: The New York Times, USIAD Info Memo for the USAID Administrator and Deputy Administrator

18 million
more cases of  malaria

200,000
Children paralyzed by 

polio

1 million
Children untreated for 

acute malnutrition

28-32%
Increase in global TB (& 

MDR TB) incidence

28,000
New cases of infectious 

diseases like Ebola and 

Marburg

166,00
more malaria deaths

All of these things kill people living with HIV faster and on greater scale. 

And while we might not see people dying of HIV-related illness immediately, but they will. 

https://www.nytimes.com/interactive/2025/03/03/health/usaid-memo.html


19,257 Adult Deaths
Incrementing every 3.3 minutes

2,049 Infant Deaths
Incrementing every 31 minutes

Estimated deaths associated 

with the freezes and 

terminations of PEPFAR 

programs as of 1pm PCT, 

March 9th, 2025:

Sources: PEPFAR Impact, AVAC

https://pepfar.impactcounter.com/


They’re coming for the rest of us next.



Look where we were 30 years ago.
We can’t go back.



Your silence will 

not protect you. 

— Audre Lorde





We need each other.

On Thursday, February 6th, Housing Works held a demonstration outside the 

State Department and blocked an intersection. Photo by SWinksy

March 7 2025, Krista Heitzman and Olivia Ford, members 

of The Well Project, join a protest in defense of science, 

diversity, equity, inclusion, and accessibility. Photo 

courtesy of Oliva Ford.

https://commons.wikimedia.org/w/index.php?curid=159359782


What You Can Do
• Come to our Save Science protest tomorrow

• 6 PM in Yerba Buena Gardens

• Join other protests

• Volunteer with mutual aid groups or community 

service efforts

• Call your congressional representatives 

(The “5 Calls” app makes this easy)

Time



What you 
can do

▪ Donate money

▪ Use your sphere(s) of influence (Inside/Outside 

strategy)

▪ Share your professional connections with those trying 

to organize

▪ Offer your home as an organizing space

▪ Bring food / water / signs to protests to share

▪ If in a position of power, privilege, and influence, share 

it with others 

Resources



What you 
can do

▪ Share your story

▪ Mentor others

▪ Educate the public about why your work matters

▪ Sign our sign-on letter

▪ Write an OpEd, or be a source

▪ Join Indivisible or other groups that let you share your 

expertise beyond your bubble

▪ Engage with your local school boards and advocate that 

they teach the science foundational to health literacy 

and protect all students (including trans kids).

Expertise



What you 
can do

▪ Promote diversity, equity, and inclusion in your own 

work and life (it doesn’t have to be your job title)

▪ Center community voices in your work

▪ Tell your patients that they matter, they are loved, and 

that they can have a long and healthy life

▪ Challenge your own stereotypes, and engage with 

compassion, dignity, and respect.

▪ Defend human rights of all people, not just subsets

▪ Embrace joy wherever you find it

Life



Fear 
is a reaction.

Courage 
is a decision.
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