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Uptake and adherence to oral FTC/TDF PrEP among African women has been 
highly variable between studies. 

Recent findings from the HPTN067/ADAPT study found high levels of adherence 
to daily open-label PrEP, while lower rates were found in the non-daily regimens 
examined in the trial. 

We explored women’s experiences with open-label PrEP (daily and non-daily 
regimens) with participants in the HPTN067/ADAPT study in Cape Town, South 
Africa. 

Women in the study were randomly assigned to take study-provided open-label 
oral PrEP prescribed as daily, twice weekly with a post-sex dose (preferably 
within 2-hours after sex), or before and after sex-events (within 48 hours prior to 
sex and preferably within 2-hours after sex).  

We examined participant facilitators and barriers to their dosing regimen and 
overall experiences with PrEP, being a participant in the trial, and engaging in 
study procedures, through a series of in-depth interviews and focus groups. 

Major recommendations from our work include:

• States of mutuality between participant and ‘trial’ may play a critical role in study 
provided PrEP uptake, persistence, and adherence.

• Do not assume that participants enter a study with high or even neutral levels 
of trust – it will depend on the community, social-political history, and identify of 
study/product in the community.

• Anticipate a healthy level of skepticism and engage participants in exploring both 
sides of this ambivalence- transparency and weighing options are critical.

 ○ Invite debates

 ○ Identify what would help to build confidence in integrity, truth  
 and reciprocation

METHODS
A total of 179 participants 
completed the ADAPT study. 
From this sample, we recruited a 
total of 60 women for participation 
in the qualitative exploration of 
experiences, using convenience 
sampling for focus groups and 
combined convenience and 
targeted sampling for interviews 
(supplemented for participants 
who could speak to potential 
negative experiences with PrEP 
by targeting those with known 
adherence issues or who had 
discontinued product use).
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STUDY DESIGN

 ○ Employ innovative designs that allow for choice in whether or not  
 to use PrEP 

 ○ Arrange clinic tours and visual tools that help to explain reasons  
 for procedures (eg., storage and use of blood)

• Recognize the high priority on the well-being of one’s community (not altruism 
per se but direct benefit of the study and one’s engagement in it to one’s local 
community)- Create and share a ‘reciprocity plan’ that outlines the research site’s 
commitment towards using findings in the participant community.

• Recognize that participant engagement (trust, alignment) is dynamic and will 
change in response to ongoing experiences with the study, study team, product 
itself, community and significant others, as well as changes in access to valued 
resources and value-offsets (costs). 

UNDERSTANDING 
OF REGIMEN

Appeared easiest in daily arm. Time driven participants noted 
initial difficulty that reportedly improved. 

a little bit difficult, but not that difficult because we 
ended up understanding and getting used to what 
we did, but in the beginning it was hard, because 

we didn’t know what we were doing.”“
Participants accurately explained the 

regimens and used terms used in 
education provided- before sex 

tablet; after sex tablet.

Beliefs that the pills provided protection were often 
noted across arms as facilitating adherence.

The treatment made me safe 
so I continued taking the pills”. 

(Event-driven IDI)“Dynamic over course of trial as new 
information became available

EFFICACY 
BELIEFS

CONCRETE 
STRATEGIES

NEED FOR 
PROTECTION

SOCIAL 
SUPPORT

I heard here at the site that these pills work and 
that they were being tested overseas too and 
that the results proved that these pills do work 
so that made me take the pills.“ 

(Event-driven FG)
“

And was a common strong recommendation in 
terms of PrEP in the “real-world”

If you tell the person that this pill might help 
prevent you from HIV, then they would gladly 
take the pills that will give them hope.”

 (Time-driven FG)“
Strategies such as alarms or routine reminders  
(daily arm) and carrying pills with them (non-daily).

I would keep the tablets in my pocket so that I always 
remember to drink the tablets.” 

(Event-driven IDI)“
I didn’t set my phone or anything like that. I knew that 
if Generations is about to begin, I would take my pill.”

(Daily FG)“

Instrumental support from others was also noted as a 
facilitator of adherence. 

The boyfriend that I was staying with was very supportive and he 
always encourages me to drink the tablets”

(Event-driven IDI)“
...also at home we were reminding each 
other because we were 3 girls on the study.”

(Time-driven IDI)“
Participants generally recognized HIV risk and 
some reported shifting in their beliefs about 
being able to prevent HIV

As I said before, it made me want to protect 
myself. Before I was involved in the study,  
I didn’t care as much as I do now.”

(Time-driven IDI)“
Others noted risk of HIV infection through rape 

… I also knew that this pill will help me in 
any case like if I was to be raped I would 
not be infected with HIV”

(Daily IDI)“

 ○ Support use of strategies that empower participants in their ownership of  
 the study 

 ͞Secrete shoppers

 ͞Quality Assurance Committees made up of participants

 ͞Invest in “cognitive testing” of procedures to inform how some 
 procedures may inadvertently disengage participants

 ͞Peer support

 ͞Theater debates of pros and cons of participation

LIVED 
EXPERIENCES 

I joined because I have a family member who 
passed on because of HIV, so I decided to take part 
because I will also benefit- Event-Driven FG”“

Discourse showed value placed on the services provided at the clinic- 
including testing for other conditions and HIV testing services.

Maybe you just want to be cautious about your health 
because here at the study they look at a lot of things 
you don’t drink the pills only. That is what I liked”. 

(Daily IDI)“PACKAGE OF 
CARE

FINANCIAL

FEELINGS 
TOWARDS 

TEAM

COMMITMENT/
ALIGNMENT

You know, when we’re in the township, it can be difficult 
for us to go test at the clinic and you won’t know what 
your status is. So at least when you come here, you can 
find out whether you are sick or not. So that supported 
me because I got to know about my health.”  

(Event-driven IDI)

“Although sentiment towards 
reimbursement were mixed, they were 
mentioned as at least one of the factors 
supporting decisions to participate.

They [other participants] also told me about the difficulties they had but then they endured them. 
Another one told that she is enduring them because you get money in this study, like a lot of money.”

(Time-driven IDI)“ Let us be honest others are here for the money”
(Daily IDI)“

A desire to help one’s community and belief that the study would do so 
was common in discourse

What made it easy for me was that it’s helping the community. It’s not only 
helping me. So I am happy that there were people who were supporting me.”

(Daily FG)“
I was following the instructions and I told myself that I was doing it for a 
purpose. …to check as to whether this research works for other people” 

(Daily IDI)“
Participants valued the kindness 
and support of the clinic team

It’s the way they treat us here at 
Emavundleni. It’s the way the counselors 
also speak to us. They help you understand 
the way in which these pills are meant to be 
taken. They don’t force you”

(Time-driven IDI)

“
…they cared a lot, we were treated like 
eggs, I would get worried sometimes 
because of how much they care”  

(Time-drive FG)“
All the staff members were 
supportive I enjoy coming here” 

(Event-driven IDI)“

And some participants noted a genuine interest in the study and its outcomes

I motivated myself to take these pills 
because I had an interest in the study…“

(Event-driven IDI)“

179  women participants 

60
qualitative participants 

18 IDI 
participants 

42 FG
participants 

2 
Daily arm 

6 
Daily arm 

2 
Time-driven arm 

2 
Event-driven arm 

6 
Time-driven arm 

6
Event-driven arm 

• Structured interview guides were developed, advised by the social-ecological and 
situated Information-Motivation-Behavioral skills models.

• A skilled interviewer conducted all FGs and IDIs in Xhosa.

• The interviewer was not part of the implementation team for the parent study and 
was not known to the participants.

• Audio-recordings were transcribed, translated to English, cross-checked, and 
used in Framework analysis.

• Framework analysis was implemented to generate Excel spread sheets of 
participant quotes within each content area targeted specifically with interviewer 
questions (frames).

• Two coders generated these frames.

• Content or themes emerging from each frame were identified through iterative 
review of each frame by a small team of social-behavioral scientists and coders.

• Cross-cutting themes were also identified by the team as narratives that joined or 
interacted with multiple frames. 

FACILITATORS OF PREP ADHERENCE

FACTORS FACILITATING PARTICIPATION

ATTRIBUTES  
OF PREP

What I found difficult was the way it smelt, it made me 
nauseous. So when the time came for me to take it, I had 
to think hard about it. I wasn’t too happy taking it.” 

(Event-driven IDI)“

It wasn’t too hard for me mentally or emotionally. 
My conscious was fine, it was physically, the 
vomiting that was a problem only.” 

(Time-driven IDI)“
SIDE 

EFFECTS
PREP IS  
AN ARV

PRIVACY/ 
NON-DISCLOSURE

we are very shy of walking 
around with pills in our bags, 
because we are scared of what 
people would say, because let us say 
you take out your pills and take them at the 
party some people won’t even ask they will just say 
it’s an ARV.”

(Event-driven IDI)

“

The problem was that I didn’t tell my boyfriend 
that I was taking the Truvada. So when I went 
to his place, I wouldn’t take it along.” 

(Time-driven FG)“

CHALLENGES TO ADHERENCE

CHALLENGES TO UPTAKE/PERSISTENCE

COMMUNITY 
STIGMA/

DISTRUST 

Community interactions with participants included creating identifies of women 
compromising self and community for money…

Some people would say that we are charity cases of emavundleni”
(Daily IDI)“

NEGATIVE CLINIC 
EXPERIENCES

SAFETY 
CONCERNS

She [mother]  did not want me to participate, she did not want to get tested and 
she was thinking that I was donating blood to get money and she will tell our 

neighbors and friends. She also told people that I have Aids that is my 
reason for being thin.”

(Event-driven IDI)
“

Discourse was dominated by positive sentiments towards the research team although some participants spoke of feeling that interactions could become repetitive…

They irritated me because the same question is asked every day: “address, contacts, phone numbers” – all the time… He would ask the same questions. …Then when 
you come back you have to explain again”

(Time-driven FG)“ Sometimes Is boring because they were asking the same questions time and again…”
(Daily IDI)“

Concerns about safety of study 
provided PrEP were discussed 
particularly in terms of hearing other 
participants speak of side-effects

People were not drinking the 
tablets because they were 
flushing them down toilets 
because they were that they 
are experiencing side effects 
like headaches, stomach ache 

(Event-driven IDI)

“

I was okay but got worried because people 
were talking about side effects.” 

(Time-driven IDI)“
sometimes heard someone saying she wasn’t taking them anymore, 
plus I usually forget to take them. Others were just opening up the 
container as prove that they were taking them whiles they were not 
taking them at all. So I was getting confused and pressured because I 
did not know whether to continue take tablets or not.”

(Daily IDI)

“
Learning of other participants not taking PrEP and taking steps to avoid 
disclosing this to researchers heightened skepticism around the drug.

…and beliefs that the clinic was intentionally 
infecting individuals

when I started in this study people would 
usually say I have HIV they said it is HIV 
positive people that come here”

(Event-driven FG)“
Yoh! People say that they give you AIDS 
there!”

(Event-drive FG)“
…and my friend also said I am looking for 
trouble by joining this study she had this 
whole idea of how I could catch HIV”

(Time-driven FG)“

it was all just irritating, and they would look you in the face plus they wouldn’t say if you right or wrong, they would just write down what you saying”
(Time-driven FG)“

And there was uncertainty about the purpose or value of asking highly personal questions

…and traditionally for us black people we don’t disclose info like that easily to any one, its embarrassing and especially when they ask these unexpected questions”
(Time-driven FG)“

REGIMEN SPECIFIC

DAILY NON-DAILY

PLANNING
Facilitated by predictability of dosing

‘what made it easy for me with regards to adhering to time is that 
I set my alarm for 8 o’clock because I know that time Generations 
will be playing , and there was nothing which caused me to stop 
taking the pills’          -(Daily arm IDI)

TOO MUCH?
Could result in more drug than needed

“I am not really sexually active so I think the 3rd option (event 
driven) is best for me because it that manner I would only drink the 
tablets when I am going to have sex rather than drinking it even 
when I am not going to have sex”       -(Time-driven IDI)

PRE-SEX DOSING
‘ What would get me to forget is that - I live with my boyfriend, right, 
okay. So maybe we’re lying on the bed together and then sex just 
happens… Now my pills sit in a divider and sometimes they are 
looking at me, but I am busy at the moment… So I will have sex and 
then will wait for the appropriate time for me take the after sex pills.”  
              -(Event-driven FG)

POST SEX DOSING
‘what made it easy for me with regards to adhering to time is that I 
set my alarm for 8 o’clock because I know that time Generations will 
be playing , and there was nothing which caused me to stop taking 
the pills’           -(Event-driven IDI)

After sex…. After I have just finished having sex, it’s nice to sit back 
and relax a bit.’         -(Time-driven FG)

Study provided PrEP use is contextualized by:

• Social and Personal Tangible and Intangible 
Resources

• Social-Political History with research and site 
(skepticism)

• Identity attributes (self, important others, research, 
community) as participant or product “user”

• Ubuntu (reciprocity to own community) 

• Product attributes Regimen Burden, Ease of use, 
Match to context

For more information, visit  
www.HPTN.org or follow us:

HIVptn  |  @HIVptn

The HIV Prevention Trials Network is sponsored by the U.S. National Institute of Allergy 
and Infectious Diseases, the U.S. National Institute of Mental Health, and the U.S. 

National Institute on Drug Abuse, all components of the U.S. National Institutes of Health.
Gladstone Institute of 
Virology and Immunology

Distrust:
• Dynamic- Rejection of integrity of stated goals of study or its benefits to community
• Approach to PrEP- Active avoidance of study provided PrEP
• Engagement Challenge-  ↓ disclose concerns to study; may manage tension by dissuading others
• Intervention Implications-  build trust and try to move towards ambivalence

• staged debates, normalize/invite skepticism, transparency, community and participant 
engagement strategies

• Uncertainty (skepticism): 
• Dynamic- Skeptical kind of exploration; is study and/or the study products good for self or 

community?
• Approach to PrEP- Variable persistence (on again/off again engagement with regimen)
• Engagement Challenge-  Discomfort while weighing options, may not disclose concerns to study
• Intervention Implications-  support exploration process, move skepticism from private to public

• staged debates, normalize/invite skepticism, transparency, peer to peer interventions, 
reinforce efficacy (when possible), on-demand use designs, build ownership  
(QA, secret shoppers)

• Alignment: 
• Dynamic- Provisional acceptance that the study and products do benefit self and community in 

ways that are relevant and meaningful 
• Approach to PrEP- Variable execution (high persistence, variable success with adherence)
• Engagement Challenge-  Maintaining alignment with study while improving execution
• Intervention Implications-  support of alignment, build adherence motivation and skills 

• Peer support, barriers/strengths based approaches, low burden regimen, high value 
regimen

• Mutuality: 
• Dynamic- Alignment of study goals and vision are seen as mutual, the vision is shared and a 

kind of ownership of the work and advocacy in the community takes place
• Approach to PrEP- Good persistence/Good execution adherence
• Engagement Challenge-  Maintaining high sense of ownership 
• Intervention Implications-  support of alignment, create opportunities to lead and advocate

• Peer supporters, community liaisons, participant advisory panel, post-trial advocates
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