
Introduction:

• PrEP is highly effective at preventing HIV infection when taken during
times of risk, i.e. “prevention-effective adherence”

• In real-world cohorts, PrEP persistence is short, with less than half
remaining on PrEP at one year in various U.S. populations

• Decreased HIV risk perception is one of the most common reasons
for PrEP discontinuation

• Stopping PrEP during low-risk periods may decrease toxicity and
cost from the perspective of PrEP users and health systems

• However, in individuals who stop PrEP, little is known about their risk
of HIV infection

• Perspectives of individuals who HIV seroconverted after trying PrEP
can reveal missed opportunities for intervention

Objectives:
1. Calculate the HIV incidence following PrEP discontinuation
2. Explore reasons for PrEP discontinuation among people who

HIV seroconverted after trying PrEP via in-depth interviews

Methods:
Population:

• Identified individuals who started PrEP in the San Francisco Primary
Care Clinics (SFPCC) from 7/2012 through 11/2018
• 15-clinic integrated primary care delivery system for publically-

insured and uninsured individuals

Data Collection:

• PrEP start and stop times were recorded by SFPCC PrEP navigators
• If start and stop times were not available, detailed chart review

performed
• HIV seroconversions were identified using rigorous tracing methods

via the CDC’s Enhanced HIV/AIDS Reporting System
• All individuals who developed HIV infection after starting PrEP were

invited to in-depth interviews

Data Analysis:

• HIV incidence after stopping PrEP was calculated using Poisson
models and was compared to HIV incidence while using PrEP

• Interviews were performed by two medical anthropologists and an
infectious diseases physician, audio-recorded, and transcribed

• A code book was developed using the Motivational PrEP Cascade
theoretical model, and was subsequently revised using emergent
themes

Results:
Study Population:

• Overall, 986 individuals initiated PrEP from 7/2012 through 11/2018
• Median Age 35
• 66% MSM, 12% transwomen
• 8% Asian, 13% Black, 25% Latinx, 37% White, 18% Mixed/Other

• 8 HIV seroconversions: 7 after stopping PrEP and 1 while
attempting to use 2-1-1 PrEP incorrectly (counted as on PrEP)

• 5 MSM, 3 transwomen; 2 Black, 2 Latinx, 1 Native American, 3 White

• 4/8 did not discuss decision to stop PrEP with their provider
• Person-time on PrEP: 953 Person-Years
• Person-time after stopping PrEP: 895 Person-Years
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Results (continued):

HIV Incidence:

0.1/100 person-years 0.8/100 person-years
On PrEP After Stopping PrEP

• Incidence Rate Ratio: 7.5-fold higher after stopping PrEP
• 95% CI: (1.0-336)

Interview Themes (n=8):

Difficulty accessing PrEP due to housing, substance use, or mental 
health challenges (7/8 participants)

• “Well, so I lost my housing, and so in the midst of all that, there's just
no going to doctor appointments”

• “P and P. They call it play and party. I think it's a big connection right
there. I think I'm a proof of that.” (referring to chemsex)

• “…probably be aware, especially the providers, to be given more
tools and training…in prevention and mental illness because, for me,
I'm pretty sure it's one of the biggest things”

Difficulty prioritizing PrEP given effort/cost required (5/8 participants)
• “No. I mean, maybe if they did tell me I should apply for Medi-Cal or

something…that probably would've been easier. Because as soon as
I saw my $300 copay, well, that's not going to happen, so I’m done.”

• “After I moved I really didn’t know how to find a new doctor so I let it
slip”

Difficulty assessing PrEP benefit and HIV risk (5/8 participants)
• “if I had someone stop me and tell me, hey, this is really serious like,

you're going to contract it, if you don't either take the PrEP, or like ...
You know, I wish I would have just monitored myself better, or had
someone else monitoring me better because I was like a risk factor”

• “I talked to my doctor and both we decide to get out of the PrEP,
because it didn't work that well for me. But my behavior didn't stop
right there”

Trust and intimacy with a primary partner as a reason to stop PrEP 
(3/8 participants)

• “I'm betraying a trust if I feel I need to protect myself…trust is the
right word…for me, from now on, I won't trust anybody with sex.”

Discussion and Conclusions:

• HIV incidence was nearly 8-fold higher after stopping PrEP

• Participants reported challenges prioritizing PrEP in the context of
housing, mental health, substance use issues

• Entering into a primary partnership dissuaded PrEP use given desire for
intimacy and perception of decreased HIV risk

• Cost and insurance barriers, both perceived and actual,
disproportionately impact individuals at risk for HIV

• Generic PrEP options that are low cost and simplification of process
for obtaining insurance coverage could prevent HIV infections

• Only half discussed discontinuation with provider and proactive
outreach would have been appreciated

• Providers should follow-up a missed visit with a phone call

• mHealth interventions to automate proactive outreach show promise

• Additional training, tools, and frameworks are needed to guide patient
and provider decision-making around PrEP discontinuation

• To maximize prevention-effective adherence, providers and health
systems will need to support PrEP persistence in those who
remain at risk


