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Abstract

Background: PrEP discontinuation rates in clinical trials and demonstration projects have been
well characterized, however, little is known about discontinuation in routine public health settings
in sub-Saharan Africa. Understanding discontinuation in non-study settings is important for
establishing expectations for PrEP continuation in national programs and for facilitating effective
PrEP scale-up.

Methods: We conducted in-depth interviews with 46 individuals who had initiated PrEP at 25
HIV comprehensive care centers (CCCs) in central and western Kenya and whose clinic record
indicated they had discontinued.

Results: Many of our study participants discontinued PrEP when their perceived risk decreased
(e.g., hiatus or end of a sexual relationship or partner known to be living with HIV became virally
suppressed). Others reported discontinuation due to side effects, daily pill-burden, preference for
condoms, or their partner’s insistence. Participant narratives frequently described facility level
factors such as stigma-related discomforts with accessing PrEP at CCCs, inconvenient clinic
location or operating hours, long wait times, and short refill dates as discouraging factors,
suggesting actionable areas for improving PrEP access and continuation.
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Conclusion: Clients frequently make intentional decisions to discontinue PrEP as they weigh
different prevention options within the context of complex lives. Many clients will decide to
discontinue PrEP when perceiving themselves to be at reduced risk and PrEP counselling must
include provisions for addressing seasons of risk. PrEP will not be the right prevention method for
everyone, or forever. Expanding PrEP access points and increasing sex-positive messaging may
facilitate PrEP being a better option for many.
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PrEP; discontinuation; HIV prevention; qualitative research; serodifferent

Background

HIV pre-exposure prophylaxis (PrEP) is highly effective when taken correctly and
consistently by individuals at substantial risk of HIV infection.[1=3] The WHO has endorsed
PrEP as a primary pillar in its recommended HIV prevention strategy.[4l As of July 2020,
approximately 650,000 individuals have initiated PrEP, including 63,000 in Kenya.[®!
Though the majority of those who have ever tried PrEP are from high-income countries, the
number of individuals initiating PrEP from low- and middle-income countries is increasing,
especially in Eastern and South Africa.

Globally, there is consensus that PrEP discontinuation rates are high, though greatly variable
depending on the population and discontinuation measurement methods[®-91. There have
been significant efforts to generate consensus on a “PrEP cascade,” mirroring the HIV
treatment cascade approach to measuring and improving HIV treatment programs.[10-131 |n
the HIV treatment continuum, significant drop-offs after ART initiation is an alarm signaling
crucial follow-up is necessary to avoid individual- and population-level increases in
morbidity, mortality, and development of resistant HIV virus. Unlike antiretroviral therapy
(ART), which must be taken for life and is the only therapeutic choice for people living with
HIV, PrEP is meant to be taken only during ‘seasons of risk’ and is one of several HIV
prevention methods available.[}4 151 Thus, compared to ART, higher discontinuation rates
for PrEP programs can be expected, though an acceptable threshold of discontinuation is not
yet defined.

Although PrEP discontinuation rates in clinical trials and demonstration projects have been
well characterized, little is known about PrEP discontinuation in routine public health
settings in sub-Saharan Africa.[16. 17] perspectives from end-users from these non-research
settings are especially important since the research environment, study procedures and/or
study participant criteria may significantly influence the nature of the user experience.[18. 19]
Understanding end-user discontinuation decisions and experience in non-study settings is
crucial to meaningfully interpret drop-offs in the PrEP cascade, calibrate expectations
around PrEP continuation, and devise an appropriate programmatic response.[17. 20, 21]

Since 2017, the Kenya National AIDS and STI Control Program (NASCOP) has been
promoting the scale-up of PrEP delivery as a key component of its national HIV prevention
strategy.[22] According to the 2018 Kenya PrEP implementation status report, about half of
those who start PrEP continue using it. Of those who discontinue PrEP, only half are
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documented in clinic records as being “stopped” indicating some consultation with a
clinician. The other half are reported as “lost to follow-up;”. [23] [ittle is known about
reasons for discontinuation among this population. This qualitative study explores
discontinuation decisions of individuals who initiated PrEP at public health HIV clinics
(CCCs) in Kenya and who discontinued PrEP without notifying their healthcare providers.

Study Setting

Partners Scale-Up is an ongoing implementation project evaluating PrEP delivery in public
health HIV comprehensive care clinics (CCCs) in central and western Kenya;[24] PrEp
services are integrated in CCCs using existing facility personnel and infrastructure.

Data Collection and Analysis

During routine calls to trace PrEP clients who had missed refill visits, clinic staff informed
clients of the discontinuation study. Clients who expressed interest were given researchers’
contact information and client contact information was shared with researchers for interview
scheduling . Two experienced Kenyan researchers conducted the interviews in the
participant’s preferred language and place of choosing, including health clinics, restaurants,
public parks, participants’ houses, and in study vehicles. Interviews lasted between 15 and
40 minutes, were audio recorded, translated (where necessary), transcribed verbatim and
uploaded into Dedoose (www.dedoose.com) for analysis. An initial codebook was developed
inductively. Two researchers independently applied the initial codebook to 5 transcripts,
adding and refining codes as needed. A final codebook was developed via consensus and
upon direct comparison of independently coded transcripts. Two researchers used the final
codebook to code half of the remaining transcripts, and then reviewed each other’s coded
transcripts. Disagreements were resolved via review and discussion among the larger study
team.

Ethical Considerations

Results

Ethical approval was obtained from the Scientific Ethics Review Unit (SERU) at the Kenya
Medical Research Institute and the University of Washington Human Subjects Division in
the United States. All participants were aged 18 or older and provided written informed
consent.

We interviewed 46 participants across 24 facilities, most of whom had taken PrEP for less
than six months. Four participants had not discontinued PrEP but had had transferred to
another clinic. Individuals had an average age of 32 years (median 30 years), and 65.2%
were female [Table 1].
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Relationship Contexts and Motivations to initiate PrEP

The relationship contexts in which our participants sought to keep themselves HIV-negative
were highly varied. Participants in known sero-different relationships frequently spoke of
their decision to take PrEP in terms of love and commitment to their partner living with HIV.

‘I used to take the drug [PrEP] because | love my partner and I did not want her to
feel like | was leaving her.” 31-year-old Male

Other participants described being in relationships characterized by a lack of trust and
transparency about a partner’s HIV status. These participants suspected that a partner’s
behavior was putting them at risk for HIV.

‘I was a bit skeptical about my partner ...1 was not sure about her movements. ... ...
and that was the reason why 1 started using PrEPR.’ 28-year-old Male

“...as for me I was taking [PrEP] because I did not trust him ... 1 knew that | was
not going to take them for long and once | was out of that risk | stopped...” 34-year-
old Female

Lastly, some participants were themselves in multiple sexual relationships with partners of
unknown status.

“/ don’t have one boyfriend. | have three and I don’t know their status. .. that was
why [ decided to use PrEP.” 23-year-old Female

‘I had so many friends (sexual partners) because when I do this Matatu [taxi bus]
Job, | meet so many people on the way and | heard that some are sick [HIV
positive]. So taking of PrEP was to help me so that | do not get the disease.’ 19-
year-old Male

Multilayered discontinuation stories—Individual participant narratives around
discontinuation of PrEP typically encompassed a constellation of coinciding reasons (Table
2). Discontinuation descriptions situated PrEP-users within the context of fluid and
sometimes challenging relationships, mobile living and work arrangements, burdensome
clinic visit requirements, bodies intolerant of PrEP side effects, personal dislike of having to
take a daily medication, and family and community stigma around HIV. Most participants
expressed willingness to re-start PrEP if their life circumstances or PrEP delivery options
were to change.

Participant agency in deciding to discontinue PrEP

Most of our participants emphasized that PrEP initiation and discontinuation was their
decision. They did not consider concurrence from their clinicians as necessary to exercise
their agency in stopping.

“You see | am the one who made the decision to stop.” 55-year-old Female

‘Like I said it [PrEP] is voluntary and it depends on what plans you have for you
and your family.’ 29-year-old Male
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Participants also exercised agency in changing the facility where they accessed PrEP, either
for convenience or other preference.

‘I stopped coming to this clinic because ....my husband got transferred and we
moved to our rural home. So | decided to take it [PrEP] from [a facility] which is
nearer to where I stay.’ 35-year-old Female

Several participants expressed concerns that health care staff would not recognize their right
to autonomous decision making around PrEP. Though they wanted to re-start PrEP, they did
not return to the clinic for re-initiation as they were afraid of being reprimanded.

1 even wanted to come back to the clinic, but | was afraid that | would be
questioned and scolded by the healthcare providers. Most people fear that
harassment; it is bad so they decide not to go altogether. 29-year-old Male

Discontinuation PrEP when their perceived HIV risk diminishes

About half of participants reported discontinuing PrEP when their relationships with known
or suspected HIV-positive partner(s) changed and so they no longer felt they needed to take
Prer.

“..... I had discovered a lot of things that | never knew [about my partner] and since
1 had caught him red-handed, 1 saw no need of being in that relationship. As | was
looking for a way out and saving money ... | decided to stay until the end of the
month...... 1 saw there was no need of risking my life because of a man. When 1 left
that marriage, 1 stopped taking PrEPR.’ 34-year-old Female

Other participants reported their HIV risk had been significantly reduced due to geographic
separation or minimal sexual encounters with known or suspected partners living with HIV.

‘My partner was living up-country while | was here in Nairobi. | decided that there
Is no need for PrEP because she is not here.’ 29-year-old Male

‘When my husband is arounad, we never engage in sex because he stays for 3 days
then he leaves.’ 22-year-old Female

A few participants reported risk reduction because their partners had achieved viral
suppression.

‘We were given information that when he [partner] is virally suppressead, then |
could stop using PrEP because he could not now infect me with HIV. ... his [last]
viral load test result showed that he is already virally suppressed * 39-year-old
Female

Participants described willingness to re-initiate PrEP if they were to find themselves again in
relationship situations where they believed they were at risk of HIV.

1 cannot say I have given up on relationships ...If | get someone, we will first come
to know our status but if he is not willing to test for HIV, | will resume PreP or if
the one [former partner] who left decides to come back;, | will start taking them
again. 26-year-old Female
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I don’t know for how long his viral load will be suppressed but as long as it is still
suppressed then | will not take it. ...... in case there will be need for me to start
using it again then I will just use it. 37-year-old Female

Dislike of side effects and taking medication daily

Participant narratives around PrEP discontinuation often mentioned dislike of side effects,
whether or not it was articulated as the main reason for PrEP discontinuation.

1t was my own body that could not cope. They were very strong, and | did not use
to feel very well... I felt my body was not okay. 45-year-old Female

Some also found taking a daily pill too burdensome and opted to use condoms for HIV
prevention instead.

1 cannot take a pill every day, | would rather even just use condoms every time that
we want to have sex [rather] than to take PrEP..... 32-year-old Male

Finally, many participants mentioned they did not want friends or family to see them taking
a pill every day, as they would be suspected of taking ARVs and hence suspected of being
HIV-positive.

“The stigma that | could got from friends who could see me take PrEP because they
could not tell the difference between PrEP and ARVSs, and so when the stigma
became too much | had to pause it a little bit.” 30-year-old Male

Delivery point factors related to PrEP discontinuation

Though relatively few participants identified facility level factors as primary reasons for
discontinuing PrEP, service-related factors which discouraged their ongoing PrEP use were
very frequently included in participant narratives. Participants referenced discomfort with
accessing PrEP at the CCC and being mistaken for someone who was HIV-positive.

‘When they see you going to that building (HIV clinic) they will obviously say that
you are also infected...As much as you may really want to go and take those drugs,
where you will go for them will scare you. People fear being stigmatized. 45-year-
old Female

Other participants reported being unable or unwilling to travel the distance required to get to
the clinic where PrEP was provided. Such participants expressed interest in re-initiating
PrEP if they could access it from clinics closer to them or from nearby pharmacies.

‘Basically, it Is just the distance where the clinic is. If you guys can deliver the
medicine to us in a private way, we will appreciate, but it is a bit far from where /
live.” 32-year-old Male

Participants also described challenges getting to the clinic during standard clinic operating
hours (mostly between 9.00am and 3.00pm) for their follow-up appointments and refills and
were discouraged by short return dates required to obtain PrEP refills.
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‘| stopped because they used to give me very short return dates... while | am busy
and sometimes I could go there to get [PrEP and] the clinic closed.’ 31-year-old
Male

“After you test me and find that | am okay and you know that PrEP will protect me,
why can’t you give me these drugs for like six months so that I take them? 36-
year-old Female

Some of our former PrEP users reported willingness to re-initiate PrEP if they could get it at
a clinic closer to them, or if they could receive longer refill dates.

‘If they can give me PreP that would last five months then | would be willing to
start using it... They can also refer me to any facility that is closer to me so that |
can go start taking PrEP again.’ 39-year-old Female

Clients discontinue PrEP in the face of active partner discouragement

Approximately one-fifth of our participants described strong partner opposition to their
decision to take PrEP. Opposition most often was verbal, though in a few instances physical
abuse was also described.

‘... When she [partner] found them [PrEP] at my house, she caused chaos asking
me why | was using PrEP, that | don’t trust her, and she decided to get really mad
S0 she destroyed them. So, | decided to stop using PrEP for the time being to avoid
more trouble in the house.’ 28-year-old Male

‘He beat me up because he was saying that first, | never informed him when I was
going to pick up PrEP. Secondly, he was saying that it meant that | now had other
partners now that | was using PreP....He was just saying that PrEP is now making
me to disrespect him and that it was also making me to be too proud.’ 37-year-old
female

Some participants wished the health care facility could provide better support in ensuring
family members, partners, and friends have proper PrEP knowledge.

I can only use PrEP again if the hospital can summon both of us ...so that he can
also be aware of how PrEP works. Yes, then that would make me use [PrEP] it
again. 37-year-old female

DISCUSSION:

To our knowledge, this is the first published qualitative study to explore decisions around
PrEP discontinuation among men and women receiving PrEP at public health HIV clinics in
sub-Saharan Africa. Most of our interview participants emphasized their agency in deciding
to start and stop PrEP. They initiated PrEP because they had one or more sexual partners
living with HIV or of unknown status and wanted to try PrEP as a prevention method. They
decided to stop PrEP for a range of reasons important for program implementers and policy
makers to consider when calibrating expectations for continuation rates and for effectively
scaling up PrEP.
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Over half of our participants discontinued PrEP because of decreased risk, e.g. their sexual
relationship(s) had changed, or a partner living with HIV had become virally suppressed.
Such decisions align with public health theories about prevention effective adherence (when
PrEP is used during seasons of risk)[2: 261 and with PrEP as a “bridge” to ART (when PrEP
is taken until a partner’s viral load is undetectable).[27: 28] Self-assessments of HIV risk are
empirically and theoretically problematic. Individuals may discount risk if they are in a
current loving relationship and make assumptions about partner’s status or social networks
and if they do not accurately anticipate future sexual behavior.[29-34] However, overly
prescriptive risk assessment tools and practices used by healthcare providers can make
clients feel stigmatized.[3% 36] Our qualitative data adds to existing literature suggesting
reasonable/some alignment of PrEP uptake and HIV risk[37: 38] and suggests PrEP
discontinuation may similarly (though imperfectly) be aligned with periods of decreased risk
for a meaningful proportion of PrEP users. [21, 39-41]

Counselling to help PrEP users identify HIV risk periods and understand how they will need
to take PrEP, must be supportive of client autonomy, an important component of patient-
centered care, in making HIV-prevention choices.[42-44] The psychological experience of
autonomy has been shown to facilitate intrinsic motivation to enact positive health
behaviors, including PrEP uptake and improved experience.[45-48] Our participant narratives
emphasized their agency in deciding to discontinue PrEP, similar to a study conducted
among women accessing PrEP in primary health clinics in Zimbabwe. [6] Our study data
shows that health care providers being overly directive or scolding about discontinuation can
be counter-productive to clients re-initiating PrEP.

Our participants frequently referenced logistical challenges of accessing PrEP and expressed
a strong desire for more locations to pick up their PrEP and longer refill dates, similar to
studies among other populations.[8: 39 49511 Delivery of antiretrovirals for HIV treatment
has been dramatically simplified and streamlined over the past 20 years to include
community-based delivery and multi-month prescriptions; similar approaches should be
feasible for PrEP, which has a much lower profile for toxicity.[2 1°]

Our data also align with previous studies showing on-going HIV-related stigma discouraging
PrEP use. [36.52-54] More widely available community access points (such as pharmacies or
primary health care clinics) would eliminate the stigma associated with the CCC. However,
our participants also described stigma of being seen taking a daily pill recognizable as an
ARV. Stronger and more wide-spread sex-positive or health-frame messaging around PrEP
may help to reduce stigma within the community.[29. 30. 36, 55]

PrEP discontinuation due to partner opposition has been linked with broader gendered social
norms supporting male authority in intimate relationships.[56: 571 While the majority of our
participants citing strong partner opposition were female, several were male. Whereas for
some couples, PrEP signifies a way to maintain and deepen their intimate

relationshipsl8: 58. 591: for others a partner’s decision to use PrEP represents a threat,
signaling distrust, suggesting a desire for sexual independence, or to assert a kind of
superiority conferred by an HIV-negative status.[5% 611 Mitigation measures to address this
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barrier could include PrEP positive messaging in communities and health facilities, or an
HIV prevention option invisible to partners.[29. 36]

Many of our participants described side effects (nausea, vomiting, dizziness, insomnia), such
as has been reported elsewhere.[”: 62 63] \iarious strategies have been suggested for
counselling PrEP clients on getting through side-effects and incorporating pill-taking into
daily habits.[30: 541 Those who try and strongly dislike the way PrEP makes them feel may
be less likely to re-initiate PrEP than those who discontinued due to other reasons;[64] these
individuals may best be served by other prevention methods.

Choosing an HIV prevention strategy has been referred to as a “preference-sensitive health
decision.”[38. 85 The best prevention option for an individual may vary over time and within
different relationship contexts. Important insights for framing PrEP discontinuation rates
might be drawn from the field of family planning. Decades of studies on contraceptive use
have shown high rates (close to 50% in some countries) of discontinuation due to method
dissatisfaction and method switching is common. [66. 671 [68-71] Though not everyone who
initiates contraceptive use is able to avoid an unplanned pregnancy, studies show that over
time, improved access to a broad and balanced contraceptive mix is consistently associated
with higher levels of contraceptive use.["1]

Though our participants were encouraged to identify a “primary” reason for discontinuing
PrEP, taken in their entirety, participant discontinuation narratives strongly reflected an
interplay of individual, interpersonal, and contextual factors. Socio-ecological theory
predicts the interdependence of factors within individual, interpersonal, and contextual
spheres, and emphasizes the necessity of intervention points across them for effective health
promotion. [72: 731 A reduction in barriers at in one sphere, for example contextual factors,
may increase individual capacity to mitigate individual and/or interpersonal factors.

We acknowledge several limitations to this study. Our data reflect the experiences of one
group of PrEP users, primarily heterosexual individuals willing to initiate PrEP at HIV
CCCs in Kenya and the experiences of other users will not necessarily be the same.
However, our study has the advantage of drawing on individuals seeking HIV prevention
methods across a continuum of casual to committed sexual relationships. We do not have the
total number of those contacted who did not respond to a phone request for an interview,
therefore our sample may overly represent empowered individuals with their own cell
phones who are confident with articulating autonomous health seeking behavior.

Conclusion

Individuals make intentional decisions to discontinue PrEP as they weigh different
prevention options and navigate fluid and sometimes challenging relationships. Many clients
will decide to discontinue PrEP when perceiving themselves to be at reduced risk and PrEP
counselling approaches must include provisions for addressing ‘seasonal risk.” PrEP will not
be the right prevention method for everyone. However, expanding PrEP access points and
increasing sex-positive messaging may facilitate PrEP being a better option for many.
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Study participants characteristics

Age male | Female
Age 18-25 4 5
26-35 9 15
36-45 2 8
46-55 1 2
Duration on Prep | <2 months 10 13
3-4 months | 4 6
5-6 months | 1 5
>6 months 1 6
Total 16 30
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Table 2:

Interplay of person, interpersonal, facility, community factors discouraging continuous PrEP use

Summary

Abbreviated Narrative of reasons for stopping PrEP

Side effects, not
physically living
with partner

[With PrEP], I used to feel dizzy and loss of appetite. | called him [health care provider] and talked to him about the
side effects. He encouraged me to continue taking it and he recommended me to go back two months later then he gave
me another two tins...... I took one tin and then I lost my weight completely. | stopped taking it from that time. | have
one tin that I did not take, then my husband is not in Kenya, he is in Uganda and we don’t meet. 27-year-old Female

Pill burden, stigma
of CCC

The pill is so big and it chokes, so | found it so difficult..... [W]e were getting it together with those who are HIV
positive and there was a lot of stigma. You see that people really stare and once you are there, it makes you to be so
afraid because it makes you feel that everyone is now aware that you are HIV positive too. So | feel that PrEP should be
delivered in a different side that is not the CCC. I feel that, that would be very nice. 29-year-old Female

Wait time burden,
relationship stress
due to infidelity, no
sex with partner

Sometimes | would get there [CCC for PrEP] at 10:00 AM and leave at 2:00 PM and that was the problem......I didn’t
like that because | wanted get there, get my refill and leave and not have to wait like the rest...... | used to trust my
husband but when he started telling me about himself, I got upset. I told him that | didn’t want PrEP. | had trusted him
and he was doing such things [seeing another woman]. It made me stop using PrEP again even after | had decided to use
to save my children’s lives but he wronged me.... ... When my husband is around, we are never together (sexually)
because he stays for 3 days then he leaves 22-year -old Female

Motivation to
overcome side
effects, temporary
partner separation

| was using because | loved her that was the only thing... | think I would have gotten used to the side effects...You see
taking PrEP it starts with motivation...it is not just because you are engaging in sex with a person who is infected but
because you love that person because if you don’t take them you won’t love that person and there will be a chance of
you getting the virus... | will resume PrEP [when partner returns] 24-year-old Male

Pill burden,
relationship breach
of trust
demotivating, drugs
stigmatizing

| have never been subjected to long-term drugs and that thing disorganized me terribly and that is why | stopped. There
were no side effects but | have always had problem with taking drugs, you better give me an injection. | decided to stop
PrEP because that thing was traumatic to me. Imagine you are just starting your marriage and then all of a sudden
within a short period of time...what kept me in that marriage up to now is that the lady was pregnant and | had thoughts
of leaving her. The baby is the only reason why | have kept her around.... those drugs are big and they are of the same
size and you cannot differentiate because one day...there was one time | travelled home in April, I was hiding my small
bag so that someone should not come across them and you know the society that | am from. | was worried for someone
to see them 34-year-old Male

Partner discourages
PrEP use, stigma
CCcC

| decided to stop using PrEP for two reasons.... | stopped using PrEP because I did not like the delivery point for PrEP,
because we were being mixed with those who are HIV positive... But the bigger reason why I stopped using PrEP was
because of my partne ... My partner was never happy each time that | took PrEP... | think he would only feel happy if
both of us are HIV infected. So when I disclosed to him that | had tested and | was HIV negative and so the doctors
opted to initiate me on PrEP, that made him unhappy.....Each time that | took PrEP he would insult me and quarrel a
lot.... He would insult me that | am a prostitute, that | am stupid or even that | am boasting that now | am HIV negative
and he is not. He used to have so many insults that would vex my spirit and that made me to decide to stop using PrEP
because all along he had been taking his ARVs and | had not been infected with HIV. So | felt that still, I will be safe
even if | stop using PrEP. 24-year-old Female

Facility distance
inconvenience/cost,
side effects, not
with partner

| started getting effects from the medicine. ...l was vomiting a lot and | was not feeling well. ............ I haven’t seen
my partner for a while, she travelled to another town....l do meet [other partners along the transport route] but | stopped
taking PrEP because of vomiting.... | used to come to the clinic but it’s too far from home, so | used spend a lot of
money on transport, so | wish there was a place closer where I could pick it and even getting medication for the side
effects would be better... 27-year-old Male

Daily pill burden,
pill stigma, condom
preference, virally
suppressed partner

The main reason why | stopped using PrEP is because it is something that is difficult to take especially if you are not
sick but still it forces you to take it daily. Again | had already gotten whatever | wanted...yes, my objective was to give
birth to a HIV negative baby and that was pushing me to use PrEP. So once | had already achieved that objective, |
decided not to continue taking it. ....Okay another thing is that | had to carry it with me everywhere that | went and
some people who were close to me were wondering what kind of drug | was taking. Another thing its color is like the
regular ARV so some people talked badly about me, but okay because | knew what | wanted, | just continued taking
it...but carrying it with me and taking it every day was something that I did not like. | stopped using [PrEP] because he
told me that he is now virally suppressed and that was why | did not see the need to continue using PrEP because | can
still as well use condoms and all will just be well.....I am just comfortable with that. 32-year-old Female

PrepP stigma,
partner and family
opposition, end of
relationship

| decided to use PrEP because | saw it on social media and learnt that it could help me not get HIV ....... Despite of me
having one boyfriend | don’t know if he has other girlfriends. So that’s why | got motivated to go for the drug to reduce
my chances of getting HIV. ... [I] am staying with my parents and am also a student, so when | was going to work and
my sister was cleaning the room, they came across the drug and went and discussed with my parents.....So when | came
back in the evening, | was called and it was like a meeting meant for me and | was the agenda. And | was asked why |
was using Prep...... They even told me to tell them if | was HIV positive and | told them | am not and | was using PrEP
to help me reduce chances of getting HIV.....So my dad and mum started saying that am a prostitute and that the drug is
used by prostitutes and that’s why am using it.....So it was that much and | decided that | would get consolation from
my boyfriend and | went and shared with him, but he also became mad at me .....So he said if it’s PrEP then it means
that I have multiple partners and I do not trust him. So he couldn’t tolerate it and he started a fight and even said that if
it’s about PrEP we better end the relationship because it was clear that | have multiple partners....So when | came back
| had a lot of stress and everybody was against me at home. People were saying | am HIV positive, my boyfriend
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Summary

Abbreviated Narrative of reasons for stopping PrEP

dismissed me so | had no peace of mind. And that’s how | decided to stop PrEP.... He’s no more in my life. ...if
awareness is created so that people like my parents get to know that it’s taken by people who are negative then I will
[restart], and then another thing if | can move to my own place where | can just keep it without anyone interfering with
it the I will just continue using it. 19-year-old Female

Side effects, stigma,
partner opposition,
relationship end

Taking pills every day is a problem, that was the big issue because itching of the body, vomiting. | was told they would
go with time, depends on one’s hormones. But taking pills every day, | felt was hectic because sometimes | forgot to
take it...... The package is very bad. It’s like... one day | carried it and | was with my boyfriend, we started fighting
because he didn’t realize the difference between them and ARVs. Until now, we are separated with that man because of
that, he doesn’t want to listen to me, he thinks that I’m on ART while actually I’m on PrEP, so that package annoyed
me....... I really persevered during those two months because | had a partner whose status, people used to say he’s
positive. So, when | broke up with him, | decided now to hell with the PrEP. ... [Now] I’m not seeing anyone. If | start
seeing someone, first of all we have to be tested.... and we start using PrEP, both of us. So that there is no blame game.
26-year-old Female
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