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Abstract

Background: Discontinuation of daily oral PrEP is frequent among adolescent girls and young
women (AGYW) in African settings. We explored factors influencing early PrEP discontinuation
and persistence among Kenyan AGYW who accepted PrEP within a programmatic setting.

Methods: We conducted in-depth interviews (IDI) with AGYW (aged 15-24 years) who
accepted PrEP from 4 maternal child health (MCH) and family planning (FP) clinics. AGYW
were identified by nurses at routine clinic visits and purposively sampled based on 4 categories:
1) accepted PrEP pills, but never initiated PrEP use (e.g., never swallowed PrEP pills), 2)
discontinued PrEP <1 month after initiation, 3) discontinued PrEP within 1-3 months, and 4)
persisted with PrEP use >3 months. Informed by the Stages of Change Model, thematic analysis
characterized key influences on PrEP discontinuation/persistence.

Results: We conducted 93 IDIs with AGYW who accepted pills. Median age was 22 years,
71% were married; 89% were from MCH and 11% were from FP clinics. Early PrEP use was
positively influenced by encouragement from close confidants and effective concealment of PrEP
pill-taking when necessary to avoid stigma or negative reactions from partners. Pregnancy helped
conceal PrEP use because pill-taking is normalized during pregnancy, but concealment became
more difficult postpartum. AGYW found keeping up with daily PrEP pill-taking challenging and
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many noted only episodic periods of HIV risk. Frequently testing HIV-negative reassured AGYW
that PrEP was working and motivated persistence.

Discussion: As PrEP programs scale-up in MCH/FP, it is increasingly important to enhance
protection-effective PrEP use through approaches tailored to AGYW, with special considerations
during pregnancy and postpartum.
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INTRODUCTION

HIV incidence rates remain unacceptably high among adolescent girls and young women
(AGYW).IL Globally, 6,000 AGYW aged 15-24 years are newly infected with HIV weekly,
with the majority of those infections occurring in sub-Saharan Africa.[!] In July 2016, the
Kenya Ministry of Health (MOH) released guidelines recommending daily oral tenofovir-
based pre-exposure prophylaxis (PrEP) for all persons at substantial risk of HIV infection,
including AGYW as a priority population.[2] PrEP implementation is progressing in HIV
high-burden regions in Kenya, with >55,000 individuals initiating PrEP as of January 2020.
[3] However, an ongoing challenge is early and frequent discontinuation of PrEP use. In
most studies, a substantial proportion of AGYW starting daily oral PrEP do not return for a
medication refill 1 month after initiation, and most discontinue within the first 6 months.[4]

In the PrEP Implementation for Young Women and Adolescents (Prl'YA) Program, we
previously demonstrated feasibility of integrated PrEP delivery for AGYW within routine
maternal and child health (MCH) and family planning (FP) clinics in Kenya.[>=71 The PriYA
program found that 16% of AGYW with HIV risk factors accepted PrEP pills for daily oral
use when offered during routine MCH and FP services,[® ¢l though other studies among
Kenyan AGYW report more modest PrEP uptake (<5%).[8 1 Only one-third of AGYW
who initiated PrEP in the PrI'YA Program persisted with use after 1 month.[5: 81 Elucidating
reasons for PrEP discontinuation and understanding barriers to effective continued use of
daily oral PrEP could inform ongoing PrEP programs and guide future introduction of novel
PrEP options when they become available.[4]

Understanding real-world AGYW experiences with and beliefs about daily oral PrEP use
can inform programmatic PrEP implementation tailored to AGYW. Several qualitative
studies have evaluated PrEP acceptability[19-12] and motivations for PrEP persistence among
AGYW within the context of clinical trials and demonstration studies*3-16] yet few data
are available that explore discontinuation and persistence of daily oral PrEP use within
programmatic settings. We explored the personal experiences of AGYW who initiated PrEP
within routine MCH and FP settings at four Prl'YA sites and subsequently discontinued

or persisted with PrEP use. We aimed to evaluate modifiable factors that impede PrEP

use among women receiving PrEP within real-world MCH and FP clinics and recommend
potential solutions within this setting.
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METHODS
Study Design and Population

From October to December 2018, we conducted individual in-depth interviews (I1DIs) with
AGYW ages 15 to 24 who were participants in the PrI'YA Program and accepted PrEP pills
through MCH and FP clinics at four facilities in Kisumu County, Kenya. [>-71

Recruitment and Data Collection

A subset of AGYW across four categories were purposively recruited to capture a range

of perspectives, including AGYW who: 1) accepted PrEP pills, but never initiated PrEP
use (e.g., never swallowed PrEP pills), 2) discontinued PrEP <1 month after initiation, 3)
discontinued PrEP within 1-3 months, and 4) persisted with PrEP use >3 months. Potential
AGYW were identified by clinic staff during routine MCH or FP visits via self-reported
PrEP use and referred to study staff if interested. The interview team included six female
Kenyan social scientists. IDIs were conducted on the same day as FP or MCH visits or
scheduled for a later date depending the participant’s preference.

IDIs were conducted using a semi-structured interview guide, which was developed
collaboratively by the study team based on literature reviews and prior PrEP research
experience among Kenyan women. The guide was informed by the Stages of Change Model
(or Transtheoretical Model)13 and explored participant experiences and decisions regarding
whether to accept/decline PrEP, continue/discontinue PrEP use, relationship dynamics with
partner(s), and whether AGYW would recommend PrEP to friends.

IDIs averaged 30—40 minutes in length and were conducted in English, Dholuo, or Kiswahili
based on participant preference. All interviews were recorded, transcribed verbatim, and
translated into English as needed. Following each IDI, interviewers summarized their
subjective impression of the interview and briefly captured the participants accounts related
to key themes in a structured debrief report.[17]

Data Analysis

Data were analyzed using a combination of thematic network and directed content analysis
methods.[18: 191 Directed content analysis, based on the Stages of Change Model, was used
to capture the stages AGYW move through as they make decisions about PrEP.13 Our
current analysis focused on the following Stages of Change Model phases: action (initiating
PrEP after accepting PrEP at clinic and taking PrEP daily 1-3 months after initiation) and
maintenance (persisting with daily PrEP use beyond the first three months of use).

Thematic network analysis was used to identify specific influences motivating PrEP
decisions.[*9 We used open coding to derive codes that captured key concepts from the
data and iteratively refined our codebook. First, factors influencing PrEP decisions were
compiled from the targeted debrief report summaries of each IDI. Identified factors were
further refined and expanded after reviewing a subset of full-length transcripts from each
AGYW recruitment category. Additional transcripts from each category were reviewed
until no new factors influencing PrEP decisions were identified. Influencing factors were
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grouped into categories and subcategories, and the study team established and revised
definitions for each through a collaborative, iterative process of reviewing transcripts against
the developing codebook and group discussion. Transcripts were imported into Dedoose
software (version 7.0.23, Los Angeles, CA, USA: Sociocultural Research Consultants, LLC)
for coding.

The coding team consisted of 6 Kenya- and US-based female study personnel with

training in qualitative research methods. Two Kenyan coders identified as young women.
All transcripts were independently coded using a final version of the codebook by

members of the study team. Code application was reviewed by another member of the
team. Disagreements in code application were resolved through group discussion until
consensus was reached. Key themes were identified by running queries to compare key
factors influencing PrEP decisions among AGYW and different stages of change. Thematic
memos were drafted throughout the analysis and used to identify similarities across AGYW
experiences. Thematic network analysis was used to categorize individual themes into
related networks and overall patterns were synthesized.[1°]

Ethical considerations

All study procedures received approval from the Kenyatta National Hospital-University of
Nairobi Ethics and Research Committee, University of Washington Institutional Review
Board, Kisumu County Department of Health, and administrators in respective health
facilities. All interview participants provided informed consent. Interviews were independent
of the clinic’s services provided and no clinic staff involved in the participants’ routine care
were present during IDIs.

RESULTS

Overall, 93 AGYW participated in IDIs. Median age was 22 years, 89% of AGYW were
recruited from MCH clinics, and 85% had living children. One-quarter (26%) of AGYW
were currently enrolled in school and over two-thirds (69%) were unemployed. The majority
of AGYW were married, with 58% in monogamous marriages and 13% in polygamous
marriages; 23% had steady boyfriends. Among the 87 AGYW who currently had male
partners, 28% reported knowing their partner was living with HIV, 48% reported that their
partner did not have HIV, and 24% had partners of unknown HIV status. Demographic
characteristics varied by PrEP use status (Table 1). Among AGYW who persisted with PrEP
use >3 months (n=24), 84% reported consistent PrEP use for =6 months.

After AGYW accepted PrEP pills within MCH or FP clinics, a range of individual,
interpersonal, clinic-level, and societal-level factors influenced decisions to initially initiate
PrEP and either discontinue or persist with early PrEP use. We organized emerging positive
and negative influences according to the action and maintenance phases of the Stages of
Change Model (Figure 1).

Positive Influences of Action

The ability to discreetly take PrEP was a key influence on initiation. AGYW who feared
negative reactions from partners or others often found effective strategies to conceal pill-
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taking. Concealment took many forms, from physically hiding or repackaging pills to avoid
conflation with HIV treatment drugs, to convincing partners that PrEP pills were related to
pregnancy and not HIV.

“When I reach home, | transfer the medication [to a plastic bag] and throw away
the bottles because when friends come to see you and find [the bottles] they will not
believe that those are PrEP and not HIV drugs.” Age 21, MCH

“My husband doesn’t know that | am taking those drugs [PrEP] because if he
knows... he will chase me away. He will just be convinced that | am taking HIV
medication. For now, he thinks they [PrEP pills] are for pregnancy.” Age 24, MCH

Receiving external encouragement positively influenced early PrEP use, especially when
encouragement came from a close relative or friend. Some AGYW were encouraged to use
PrEP to preserve the family unit while mitigating HIV risk brought on by male partner
behavior.

“l actually shared [my PreP use] with my mum. ...1 had a lot of quarrels with my
husband and 1 had to run back to my mum’s house...So my mum sat me down and
told me that there is no need to keep running away all the time. That | should stay
put because it is men’s nature to wander away [have outside partners] when they
have cash. She advised me that | should look for a way to protect myself [against
HIV].” Age 20, MCH

Many AGYW reported that taking PrEP was a simpler solution for preventing HIV than
persuading hesitant male partners to test for HIV or convincing partners to consistently use
condoms. AGYW felt that PrEP afforded them autonomy to protect themselves against HIV,
regardless of partner decisions, which positively influenced early PrEP use and motivated
plans to continue PrEP.

“It [PrEP] makes me feel happy because 1’m now strong enough and | can’t get
HIV even if | engage in sexual intercourse with my partner without a condom.”
Age 23, MCH

Negative Influences of Action

Despite initially accepting PrEP and perceiving themselves to be at risk for HIV,

some AGYW struggled with finding internal motivation to consistently take daily pills.
Forgetfulness, often triggered by a change of environment or routine, also limited
persistence with PrEP. AGYW recognized that longer-acting PrEP could help overcome
these challenges.

“Taking PrEP [pills daily], in fact it is a burden, it is not easy. | prefer you inject me
instead of giving me pills”. Age 23, MCH

Some AGYW reported that logistical barriers, including limited accessibility, challenged
PrEP persistence. Experiencing side effects that did not subside and issues with swallowing
PrEP pills due to their size were frequently reported as reasons for early PrEP
discontinuation:
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“My blood pressure would shoot up after swallowing [PrEP] and then I used to feel
dizzy. That made me suspect that all that | was experiencing could be because of
PrePR. So that was the reason why I decided not to continue using it” Age 22, FP

“/ found it very hard to take it because the pill was so big so I had to divide it into
half before taking it. And | would then go to sleep immediately after taking it”” Age
22,FP

Male partners frequently influenced early PrEP pill-taking decisions, sometimes sharing
misinformation about PrEP that instilled fear about taking PrEP on a long-term basis.

“He [boyfriend] told me that if you use PreP for a long time, like three to six
months, Iif you ever contract HIV and use ARV's, [HIV] will be resistant to them.
Meaning that ARV's won’t be of value to you. ... | got scared and | panickea, | said
let me not use them.” Age 18, MCH

Negative partner reactions to PrEP use also included confiscating PrEP pills. PrEP catalyzed
conflicts in some instances, even in partnerships without a history of discord.

“My husband saw the drugs [PrEP]. His conclusion was that those are ARVs and
1’m already on [HIV] care... | tried to explain to him, he was furious... He was
thinking like maybe I could be having some other partners outside and that is why |
would opt for PrEP.” Age 24, FP

In some cases, decisions to not initiate PrEP or to discontinue use were informed by male
partners subsequently testing HIVV-negative. This included both couples testing at the clinic
and the use of HIV self-tests that were co-dispensed with PrEP for at-home couples testing.

“When I went home, | discussed [HIV testing] with my boyfriend and he was like,
‘fine, let’s go to the clinic, let’s test ourselves.” When we went to the clinic, he
tested negative and | tested negative. ...So, | stopped using PrEP.” Age 23, FP

A small minority of AGYW reported fears about harmful PrEP effects on infants, which
influenced their decisions to delay PrEP use until after breastfeeding cessation. However,
most reported that they did not worry about PrEP leading to adverse effects, because of the
counseling they received from health workers or their own observations of mothers living
with HIV using ART during pregnancy.

“l have seen those who are on ART get pregnant and continue to take medication
throughout the period and have healthy babies...so | was sure that it won’t affect
my baby in any way.” Age 22, MCH

Positive Influences of Maintenance

For many AGYW, frequently testing HIV-negative during PrEP follow-up visits assured
them that PrEP was working and motivated PrEP continued use.

“HIV testing is so good, it assures me that [PrEP] is working because any time |
come for testing, 1 turn negative. That makes me like testing because 1 get to know
my status.” Age 23, MCH
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“I used to think that even though | am on PrER, | was eventually going to contract
HIV...Now, | am not worried. I got tested for HIV when almost giving birth, then |
waited another three months after that and tested again. | was HIV negative... This
has really given me the courage to continue with PrEP drugs.” Age 23, MCH

AGYW with children focused on PrEP as a way to remain alive and healthy to care for
them. This motivation was especially pronounced among AGYW who knew their partner’s
behaviors placed them at risk of acquiring HIV. PrEP helped alleviate their worries about the
longer-term security of their relationships and families.

“The way | see it, | should just take [PrEP] until one aay this man changes, that is
when | can stop taking it. But, if he is still continuing with these behaviors I feel |
should just continue taking it so that at least | am protected and I can live longer to
take care of my children.” Age 22, MCH

Among AGYW with partners on ART, having a ‘treatment buddy’ reinforced PrEP pill-
taking behavior through tangible support, such as collection of pills and reminders.

“My husband is also taking his medicine [ARVS] at the same time with me, so |
have not seen any difficulty [in remembering to take PrEP]. Sometimes if | forget,
he reminds me. Sometimes my phone alarm might go off and he reminds that it is
time [to take PrEP].” Age 24, MCH

AGYW who initiated PrEP during pregnancy reported that routinizing PrEP along with
other pregnancy-specific pill-taking, such as malaria prophylaxis, iron supplementation, and
multivitamins, helped facilitate long-term pill-taking habits.

“I take PrEP at the same time that | take the iron tablets... | had been told [by
nurses] that 1 should take PrEP with the iron tablets just when | was about to go to
bed, so that is what | do.” Age 17, MCH

Negative Influencers of Maintenance

New motherhood was a key barrier to maintained PrEP use. Among AGYW who initiated
PrEP during pregnancy, navigating PrEP refills and persistence during the postnatal period
was challenging. The unpredictability of childbirth and disruption of routines that follow
made persisting with PrEP use difficult during this transition period.

“/ used PreP diligently until the time | was due. My labor coincided with the day

1 was to come back for my [PrEP] refill. I could not make it on that aday. When |
left the maternity ward, 1 stayed home for one month and two weeks. So, I couldn’t
come for the drugs.” Age 20, MCH

For AGYW who reported that pregnancy helped conceal PrEP use from male partners,
concealment became challenging after delivery since postnatal pill-taking is less common.
This led some AGYW to later disclose their PrEP use to male partners.

“l feared him questioning me if he’d spot them [PrEP pills] or see me taking them,
but I found a way around it. 1 decided to tell him that these were part of the
pregnancy drugs | was issued at the clinic. But now that I have delivered my baby;, |

J Acquir Immune Defic Syndr. Author manuscript; available in PMC 2022 March 21.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Pintye et al.

Page 8

planned to tell the truth about the PrEP drugs because | truly do not know his HIV
status.” Age 20, MCH

Other AGYW reconsidered their daily PrEP use after realizing they were not regularly at
high risk for HIV. Some decided to discontinue or pause PrEP use due to lack of sexual
activity following delivery or time apart from male partners.

“...1 only have one sex partner who does not live around here. He works away from
town... He comes for one month after a very long period of time and | don’t have
another partner around here. So, | don’t think | am at risk at the moment.” Age 23,
MCH

DISCUSSION

In this qualitative evaluation among AGYW who accepted PrEP at public sector MCH and

FP clinics in Kenya, several emerging factors influenced decisions to initiate PrEP use and

either discontinue or persist with daily oral PrEP. As PrEP programs scale-up in MCH

and FP settings, it will become increasingly important to enhance protection-effective PrEP
use through approaches tailored to AGYW with special considerations for PrEP use during
pregnancy and the postpartum period.[®: 20. 21]

AGYW reported that bundling PrEP pill-taking with other pregnancy-specific pills helped
habit formation. Male partners were also less likely to question PrEP use or react negatively
when they surmised that PrEP pills were just another pregnancy-related medication.
However, childbirth and the transition to motherhood disrupted routines and PrEP pill-taking
concealment became harder during the postpartum period. Interventions that facilitate PrEP
use during the transition from pregnancy to postpartum are needed, such as dispensing
multiple months of PrEP pills or health providers coaching the navigation of PrEP services
via SMS during this transitional period.[22 23] Additionally, PrEP persistence may be
reduced postpartum if perception of the infant’s risk of HIV is reduced, similar to patterns
of ART use in the postpartum period.[24-26] Although some AGYW reported fearing effects
of PrEP on infant safety, others were reassured because they observed women living with
HIV using ART while pregnant and having healthy babies. These findings could inform
future messaging for PrEP demand creation and counseling. Efforts to rebrand PrEP as a

health-affirming medication may help promote daily pill-taking into the postpartum period.
[27-29]

Pill burden and difficulty concealing pill-taking have been identified as reasons for declining
and discontinuing PrEP in previous studies, including in the parent PrI'YA Program.[6: 30-32]
Though AGYW who accepted PrEP pills recognized their HIV risk and saw PrEP as
beneficial, some still struggled with daily pill-taking. Anticipated new PrEP-delivery tools,
including implants and injectable PrEP, will address concerns related to daily pill-taking

and concealment.[33] Some AGYW in our study expressed a preference for injectable PrEP
options unprompted. Future research on novel PrEP agents that offer flexibility, choice,

and convenience should prioritize AGYW in African settings and include pregnant and
postpartum mothers to expedite implementation in these groups.
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HIV testing after acceptance of PrEP pills influenced PrEP persistence among AGYW in
our study. In the PrI'YA program, some sites co-dispensed PrEP and HIV self-test kits for
at-home couples testing.[34] AGYW reported that frequently testing HIV-negative at PrEP
follow-up visits was reassuring and motivated persisting with PrEP use, acting as a positive
reinforcer. In the PrI'YA program, PrEP users were tested for HIV at all PrEP refill visits
(every 1-3 months). On the other hand, some AGYW decided to not initiate PrEP or to
discontinue PrEP after their male partner subsequently self-tested HIV negative or agreed to
HIV test at clinic. This finding supports ongoing efforts to dispense HIV self-tests within
MCH settings for male partner HIV testing to foster appropriate PrEP decision-making.
[35] Future implementation studies could consider HIV self-testing approaches to motivate
continued PrEP use and streamline PrEP follow-up visits while reducing health system
burdens associated with clinic-based HIV testing.

PrEP use among AGYW in our study was positively influenced by encouragement from
close confidants (e.g., peers and family members), while partners sharing misinformation
discouraged use. Approaches that provide psychosocial support such as SMS counseling
tools or peer counseling groups or the ‘treatment buddy’ model for serodifferent couples,
[36-39] a5 well as provide PrEP education, could encourage PrEP use among AGYW. PrEP
services in Africa are often provided free of charge; however, transportation and time

costs may be a hindrance to uptake and continued use.[%] Ongoing work to deliver PrEP
within community-based models, including retail pharmacies, peer-led distribution, and
disseminated care approaches could be particularly attractive for AGYW who are frequently
unemployed and may lack resources to travel to urban centers for PrEP refills.[2]

Our study has limitations. We sampled AGYW seeking MCH and FP services from public
facilities, thus our results may not reflect experiences among AGYW initiating PrEP from
other locations. Participants were not recruited based on pregnancy/postpartum status and
this information was not systematically captured for all participants, though issues regarding
pregnancy and the postpartum period were reported by participants. Our study did not
quantify HIV risk or confirm PrEP adherence with objective biomarkers. The use of self-
reported information about HIV risk factors and PrEP use may have introduced reporting
bias. Future studies could use sample participants based on objective PrEP exposure
confirmed with laboratory testing for purposive sampling based on adherence.

CONCLUSION

In this qualitative evaluation among AGYW who accepted PrEP pills within routine MCH
and FP settings, we identified several factors that positively and negatively influenced
decisions to discontinue or persist with PrEP use. As PrEP programs scale-up with AGYW
as a priority population, it will become increasingly important to enhance protection-
effective PrEP use through approaches tailored to AGYW with special considerations for
PrEP use during pregnancy and the postpartum period. Interventions that promote PrEP
use during the transition from pregnancy to postpartum, rebrand PrEP as a health-affirming
medication, facilitate discreet PrEP use, and continue positive enforcement could enhance
PrEP persistence among AGYW within MCH and FP settings.
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Stage of Action
Change Initiating daily PrEP
_ use after accepting
Oper_atflc?nal PrEP at clinic
Definition

* Being able to effectively conceal PrEP pills
* Receiving external encouragement

« Perceiving PrEP as an alternative solution to persuading
male partner to HIV test

Positive

* Feeling autonomous over HIV prevention
* Observing mothers on ART having healthy babies

Influences of PrEP use among AGYW
attendees in MCH and FP

Page 13

Maintenance

Persisting with daily
PrEP use beyond the
first month after
initiating PrEP

« Testing HIV-negative frequently to reassure PrEP works
* Routinizing PrEP with other pregnancy-related pill-taking

* Focusing on PrEP as way to remain healthy to care for
children

» Having partner living with HIV as ‘treatment buddy’

Figure 1. Key influencers of PrEP use among AGYW organized by stages of change
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