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Background

PrEP participation and adherence is critical to maximizing the 
effectiveness of PrEP as an HIV Prevention strategy. 
2016: VDH began offering PrEP service
December 2019:  the program served ~1,200 patients.

~50% of VDH PrEP patients have discontinued the program.
We had minimal knowledge about patients’ medication 
adherence behaviors or why patients begin or leave the VDH
PrEP program.



Goals

• To understand:
• What influences patients to learn about and initiate PrEP
• What helps and hinders patients’ medication adherence and 

participation in the PrEP program

• To identify strategies to: 
• Improve program recruitment and retention 
• Improve PrEP medication adherence



Results

Ø300 survey invitations
Ø50% prior clients
Ø50% current clients

Ø214 received (the others were returned to sender)
Ø78 completed, 36.4%response rate 
ØSpanish language option available



Results

ØAverage age 33.9 years old 
ØAverage income of $ 35,564
ØDemographics similar to patient 

population

71.8% Male

79.4% Gay or bisexual

2.6% Transgender

35.9% Black or African 
American
2.6% Hispanic

Average age = 33.9 years

Average income = $35,564



Discussion

Findings and recommendations are discussed in four sections.
1. Learning about PrEP and Deciding to Get On PrEP
2. Adherence Levels and Counseling Experiences
3. Barriers to Medication Adherence and Program Retention
4. Bigger Picture Planning and Support



Learning about PrEP
and Deciding to Get 
On PrEP

Questions included:

-How did you first learn about 
PrEP?

-What are all the ways you have 
heard about PrEP (Check all)?

-What made you want to learn 
more about PrEP?

-What influenced your decision to 
try to get on PrEP?

-What was the single greatest 
reason you decided to get on PrEP?



Healthcare providers 
are critical to helping 
patients learn and 
decide about PrEP.

Roughly 13% of patients said that being encouraged by a HCP was 
the single greatest reason they decided to try to get on PrEP

33% of patients 
said HCPs were 
the first way 
they heard 
about PrEP

(Top answer)

59% of patients 
had ever heard 

about PrEP 
from an HCP 
(Top answer, 
tied with ads)

63% of patients 
said HCPs
influenced 

them to learn 
more about 

PrEP
(Top answer)

53% of patients 
said HCPs
influenced 

them to try to 
get on PrEP 

(Top answer)



Media is important in 
the learning and 
decision making 
process about PrEP

Fewer than 5% cited advertisements as the single 
greatest reason they decided to try to get on PrEP.

21% of patients 
first heard about 
PrEP from an ad
(second only to 
HCPs, tied with 

friends)

59% of patients 
ever heard about 
PrEP from an ad
(tied with HCPs)

21.8% of patients 
said ads helped 
them decide to 

learn more about 
PrEP

(third after friends 
& HCPs)

16.7% of patients 
said that ads 
helped them 

decide to try to 
get on PrEP



Friends and 
romantic partners 
are significant 
influencers.

<10% cited the influence of friends or romantic partner as 
cited as the single greatest reason they decided to try to get 
on PrEP.

>10% of patients 
first heard about 
PrEP from friends 

(21%) and 
romantic partners 

(12%)

>33% of patients 
ever heard about 
PrEP from friends 

(45%) and 
romantic partners 

(35%)

>20% of patients 
said friends (31%) 

and romantic 
partners (22%) 

influenced them 
to to learn more

about PrEP

>15% of patients 
said friends (15%) 

and romantic 
partners (22%) 

influenced them 
to try to get on

PrEP. 



The top three reasons (unduplicated) that 
patients decided to try to get on PrEP were:

1. To feel more protected (51.3%)
2. Being encouraged by a healthcare provider (12.8%) 
3. Knowing somebody with HIV (10.3%).  

For 60.3% of PrEP patients, wanting to feel more protected was 
the leading factor among other factors.  

Recommendation: Support patients’ need to feel protected. 



Adherence Levels and 
Adherence Counseling

Questions included:

Have you missed any pills in the past 
30 days? 7 days?  How many?

Do you remember a healthcare 
provide talking with you about… (a 
series of adherence counseling 
strategies)?

Did you ever quit taking PrEP for more 
than 14 days and start again?  What 
were the reasons you stopped?  Why 
did you re-start?

Did you ever have a full prescription 
and not take any of the pills?  What 
were the main reasons you didn’t take 
any of the pills?



Daily medication adherence appears to 
be fairly high*

Yes, 10%

No, 90%

Missed 1+ pill in the past 7 days 
(%)

Yes, 24%

No, 76%

Missed 1+ pill in the past 30 days 
(%)

*Based on a sample N=30



Room for improvement in adherence counseling

92.30%
79.50%

60.30%
50.00% 46.20%

0.0%
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Talk to you about
the importance of
taking PrEP every

day?

Talk with you
about ways to fit

PrEP into your
daily routine?

Ask you what may
make it difficult
for you to take

PrEP?

Suggest tools,
such as a

Smartphone App
or pill counter, to
help taking PrEP
easier for you?

Write down a plan
to help you take
PrEP every day?

Percent of PrEP Patients who Recalled a Healthcare Provider 
Providing the Stated Adherence Strategy



There’s room for improvement in 
adherence counseling strategies

• Recommendations:  
• Routinize adherence counseling.  Consider adopting standard 

tools and techniques.  
• Ask all about patients’ challenges to taking a daily pill, discuss 

how to fit it into their routine and, as needed, write a plan 
with them.
• Offer tools for all patients to help them remember to take 

their PrEP, e.g. a pill box, list of reminder tools and apps.



Cycling on/off and full-bottle non-
adherence

Yes, 36%

No, 64%

Patients who have cycled on/off 
PrEP >14 days of non-use (%)

Yes, 14%

No, 86%

Patients who reported full-bottle 
non-adherence (%)



Barriers to Medication 
Adherence and 
Program Retention

Questions included:

-Did any of these issues (list) 
ever make it hard for you to 
take PrEP?

-What were the main 
reason(s) you cycled on and 
off PrEP?  Quit taking PrEP?  
Had a full bottle of pills and 
did not take it?  



Experiencing negative side effects was a 
leading barrier throughout the survey.
(% who said it was a barrier; % who quit or cycled on/off for this reason)

Clinic 
barriers (10%, 

10%)

Stigma (20%, 3%)

Forgetting to take PrEP 
(29%, 21%)

Side effects (44%, 27%)



Patients feeling not at risk for HIV and doubting 
their readiness for PrEP was an important theme. 

• Prior to starting PrEP, 1 in 4 new PrEP patients had doubts 
that they were at risk for HIV 
• >50% felt only somewhat or not ready for PrEP when they first 

heard of it.

• >13% of current patients cited “not feeling at risk for HIV” 
as something that made it hard to take PrEP

• This could reduce their chances of staying in the PrEP program



• Educate patients about side effects of PrEP from the beginning; 
check in often.  
• Assess client readiness and whether other options are a better 

fit for patients.
• Offer tools for all patients to help them remember to take 

their PrEP – e.g. a pill box, list of reminder tools and apps.
• Assess PrEP patients for psychosocial risks and provide or refer 

patients to helpful resources.
• Improve accessibility and availability of services and reduce 

barriers to the clinic (e.g. appointments, transportation).

23 Recommendations



Bigger picture 
planning and support



A story emerged…
PrEP patients may be more likely to drop out 
of the program than to be non-adherent to 
their medication.  
>50% of PrEP initiators have discontinued the program
~10% of current PrEP patients in this study were recently non-adherent to 
their medication



Conclusion

• Helpful survey that provided new information
• Results will inform development of new tools and strategies

• What are your reflections?
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