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The History of HIV/AIDS Activism

• At the onset of the HIV/AIDS crisis, advocates quickly united to form a grassroots movement to enhance the response from government 
officials, the scientific community and the general public. Organizers formed drop-in centers or physical spaces where fellow 
activists/advocates could convene, share the latest study results and therapy options, as well as their own communication channels and 
global networks.

• The AIDS Coalition to Unleash Power (ACT UP), New York formed in 1987 to radically change the world’s perception of people living with 
HIV/AIDS and reform the drug approval process in the US, among other achievements. 

• The ACT UP Oral History Project documents the history of the organization and its work to transform ideas around sexuality, illness, 
and death and advance the patient the voice and civil rights. Learn more about this history of ACT UP and its relevance for today’s 
social justice movements in this episode of NPR’s “It’s Been a Minute” with Sam Sanders.

Clinical Trials and New Therapies

• Many people living with HIV took their medical care into their own hands, becoming grassroots researchers and scientists during the 
HIV/AIDS crisis. With limited access to therapy, buyers clubs were used to distribute non-FDA approved medication to treat HIV and 
opportunistic infections among their members.

• Prognoses can change with the advent of new therapies. Clinical trials are an important component of bringing new medications to market 
and improving quantity and quality of life. Visit the National Institute of Allergy and Infectious Diseases (NIAID) HIV/AIDs Clinical Trials 
Network Coordination to learn about NIAID’s work to improve collaboration on priority areas of research and operations, increase 
communication, and streamline processes to improve research efficiency for those impacted by HIV.

• How to Survive a Plague chronicles the story of activists and the movement to compel scientific research to develop new therapies, which 
have since transformed HIV from a fatal disease into a into a manageable condition. Watch the trailer for the documentary, here.

Lessons Learned

• In the face of an unprecedented health crisis patient communities were learning at the same speed as medical experts. Then – as is still true 
today – advocates, health care providers, industry and policy makers are often striving to achieve similar goals but speak different 
languages, causing silos. Improving patient outcomes requires authentic collaboration among stakeholders and integrating the patient voice 
through each step of the drug development process. 

The Power of Advocacy: Lessons Learned from HIV Advocates

In the 1980s, HIV was an unfamiliar and stigmatized disease that created panic among 
those who were underinformed about it. Fear of the unknown created an uphill battle 
for advocates working to identify effective treatments and humanize care for people 
living with HIV. This session focused on insights from advocates on the front lines of 
the HIV/AIDs crisis including personal stories and lessons learned. Guest panelists 
highlighted their work to center the patient voice to ensure people living with HIV are 
treated with dignity amid controversy rather than left on the sidelines. 
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