
Toromo et al. BMC Public Health         (2022) 22:1122  
https://doi.org/10.1186/s12889-022-13519-9

RESEARCH ARTICLE

“I have never talked to anyone to free 
my mind” – challenges surrounding status 
disclosure to adolescents contribute to their 
disengagement from HIV care: a qualitative 
study in western Kenya
Judith J. Toromo1, Edith Apondi2,3, Winstone M. Nyandiko2,4, Mark Omollo2, Salim Bakari2, Josephine Aluoch2, 
Rami Kantor5, J. Dennis Fortenberry6, Kara Wools‑Kaloustian2,7, Batya Elul8, Rachel C. Vreeman2,4,9,10 and 
Leslie A. Enane1,2*   

Abstract 

Introduction: Adolescents living with HIV (ALHIV, ages 10–19) experience complex barriers to care engagement. 
Challenges surrounding HIV status disclosure or non‑disclosure to adolescents may contribute to adolescent disen‑
gagement from HIV care or non‑adherence to ART. We performed a qualitative study to investigate the contribution 
of disclosure challenges to adolescent disengagement from HIV care.

Methods: This was a qualitative study performed with disengaged ALHIV and their caregivers, and with healthcare 
workers (HCW) in the Academic Model Providing Access to Healthcare (AMPATH) program in western Kenya. Inclusion 
criteria for ALHIV were ≥1 visit within the 18 months prior to data collection at one of two clinical sites and nonat‑
tendance ≥60 days following their last scheduled appointment. HCW were recruited from 10 clinics. Analysis was 
conducted by multiple independent coders, and narratives of disclosure and care disengagement were closely inter‑
rogated. Overarching themes were elucidated and summarized.

Results: Interviews were conducted with 42 disengaged ALHIV, 32 caregivers, and 28 HCW. ALHIV were average age 
17.0 (range 12.9–20.9), and 95% indicated awareness of their HIV diagnosis. Issues surrounding disclosure to ALHIV 
presented important barriers to HIV care engagement. Themes centered on delays in HIV status disclosure; hesitancy 
and reluctance among caregivers to disclose; struggles for adolescents to cope with feelings of having been deceived 
prior to full disclosure; pervasive HIV stigma internalized in school and community settings prior to disclosure; and 
inadequate and unstructured support after disclosure, including for adolescent mental health burdens and for adoles‑
cent‑caregiver relationships and communication. Both HCW and caregivers described feeling inadequately prepared 
to optimally handle disclosure and to manage challenges that may arise after disclosure.
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Introduction
Globally, there are approximately 1.7 million [1.2–2.3 
million] adolescents living with HIV (ALHIV, aged 
10–19), and the majority (88%) live in sub-Saharan 
Africa [1]. Control of the HIV epidemic in adolescents 
depends on the successful implementation of strate-
gies to prevent new infections and to improve virologic 
outcomes among those who are living with HIV [2, 3]. 
Adolescents have lower rates of adherence to antiret-
roviral therapy (ART) and retention in HIV care, as 
compared to older age groups [2, 4, 5]. Their care is 
complicated by challenges specific to the adolescent 
developmental stage. For adolescents with perinatal 
HIV infection, this includes learning of their HIV sta-
tus, and coping with a stigmatized and complex medi-
cal condition, while striving to achieve developmental 
tasks of identity formation and peer socialization [6–8].

Disclosure of HIV status to adolescents has been 
associated with improved ART adherence and retention 
in HIV care [9–11]. Other benefits include improved 
psychological outcomes and emotional well-being both 
for ALHIV and their caregivers [11–13]. Despite evi-
dence of benefits associated with disclosure, the preva-
lence of timely HIV status disclosure to adolescents is 
low in sub-Saharan Africa [12–15]. Complex factors 
surround caregiver decision-making on disclosure to 
adolescents. These include caregivers’ feelings of guilt 
for the child’s infection; difficulties initiating disclosure 
discussions with their children; fears of negative out-
comes and perceived inadequate preparation to man-
age them; perceived HIV stigma; and concerns that 
the adolescent may be too young, cognitively unable 
to understand the disclosure, or unable to maintain 
secrecy regarding their status [11, 12, 16, 17].

The World Health Organization recommends HIV 
status disclosure to school-age children by age 12, 
through a gradual disclosure process beginning in 
childhood [18]. While international disclosure guide-
lines have been developed, few facilities have estab-
lished site-specific disclosure procedures [17, 19, 20]. 
Challenges exist in applying current guidance to HIV 
status disclosure in the context of a specific adolescent 
and family [19, 20]. Improving disclosure strategies for 

ALHIV is key to improving ALHIV outcomes, reducing 
HIV prevalence, and achieving the UNAIDS agenda to 
end the HIV/AIDS epidemic by 2030 [13, 21].

Limited data exist regarding the impact of challenges 
surrounding HIV status disclosure on adolescent dis-
engagement from HIV care. To understand disclosure 
histories; events and challenges before, during, or after 
disclosure; and whether events surrounding disclosure 
contributed to HIV care disengagement, we undertook a 
qualitative approach. We performed an in-depth qualita-
tive analysis of narratives regarding disclosure and care 
disengagement among ALHIV who had disengaged from 
care, their caregivers, and healthcare workers (HCWs) 
who work with ALHIV, in western Kenya. Further, we 
elucidated, from this sample, perspectives on improving 
disclosure processes to support optimal care outcomes 
among ALHIV.

Methods
Setting and study population
This qualitative study was performed in the Academic 
Model Providing Access to Healthcare (AMPATH) in 
western Kenya [4]. AMPATH is a partnership between 
Moi University and Moi Teaching and Referral Hospital 
(MTRH) in Kenya, and a consortium of North Ameri-
can and European academic institutions led by Indiana 
University, that has enrolled over 165,000 people in HIV 
care [22–25]. This study took place at MTRH AMPATH 
Center, in Eldoret, and Kitale District Hospital, in Kitale, 
Kenya. MTRH AMPATH Center includes both a large 
pediatric clinic and the Rafiki Center for Excellence in 
Adolescent Health. Children with perinatal HIV receive 
care in the pediatric clinic. After disclosure, adolescents 
at MTRH are transferred to receive HIV care at the Rafiki 
Center. The Rafiki Center provides comprehensive ado-
lescent-friendly health services to adolescents with and 
without HIV infection. Adolescents enrolled in HIV care 
at Kitale District Hospital have clinic visits scheduled 
during adolescent specific days.

Kenya’s national HIV treatment guidelines outline 
developmentally appropriate stages of health education 
for children with perinatal HIV infection, with a recom-
mendation for full HIV status disclosure to adolescents 

Conclusions: Complex challenges surrounding HIV status disclosure to adolescents contribute to care disengage‑
ment. There is need to enhance training and resources for HCW, and to empower caregivers to support children and 
adolescents before, during, and after HIV status disclosure. This should include counseling caregivers on how to pro‑
vide children with developmentally‑appropriate and accurate information about their health from an early age, and 
to support adolescent‑caregiver communication and relationships. Optimally integrating peer support can further 
promote ALHIV wellbeing and retention in care.
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between ages 9 to 12 [26]. Follow-up is recommended at 
1–2 weeks after full disclosure, and with subsequent rou-
tine clinic visits. AMPATH’s pediatric disclosure protocol 
calls for the initiation of disclosure for all children above 
age 10, and full disclosure by age 14 prior to transition of 
care to an adolescent-specific or adult clinic. At the study 
clinics, HIV status disclosure to adolescents is supported 
by a multidisciplinary care team including youth peer 
mentors who liaise with adolescents, their families, and 
clinicians.

Recruitment and enrolment
Participant eligibility, study enrollment, and other pro-
cedures have been previously described [4]. ALHIV 
were recruited if they were ages 10–19 at their last clinic 
visit; previously in care at either MTRH AMPATH Cen-
tre or Kitale; attended ≥1 visit in the 18 months prior to 
identification for study eligibility; and had not attended 
clinic ≥60 days past their last scheduled visit. ALHIV 
and their primary caregivers were traced by community 
health volunteers and by the study team [4]. Participants 
were excluded if they were found to have transferred care 
without any period of disengagement. Adolescents and 
caregivers were recruited from May 2019 to March 2020. 
HCWs were purposefully sampled to include a range of 
providers (including clinical officers, outreach workers, 
nurses, and social workers) with experience managing 
ALHIV at diverse clinical sites providing varying ado-
lescent-friendly services in western Kenya. HCW were 
recruited from October 2018 to January 2019.

Ethics
All participants provided informed consent. Adoles-
cents who were younger than age 18 provided assent 
in addition to their primary caregiver’s consent. Strict 
procedures were in place to avoid inadvertent HIV sta-
tus disclosure to participating ALHIV. All adolescents 
were screened for disclosure using a disclosure screen-
ing tool and a separate interview guide, which did not 
mention the term “HIV,” was used for non-disclosed 
ALHIV [7]. The study protocol was approved by the 
Institutional Research and Ethics Committee constituted 
jointly by Moi University College of Health Sciences and 
MTRH, and by the Institutional Review Board at Indiana 
University.

Semi‑structured interviews
The approach to in-depth qualitative interviews in this 
cohort has been described previously [4]. Semi-struc-
tured interview guides were used, which had been devel-
oped according to the research questions and an adapted 
socio-ecological framework incorporating the dynamic 
trajectories of adolescent development, adolescent HIV 

management, and the care cascade (Supplementary 
File  1) [2, 3, 6, 7]. Open-ended questions investigated 
adolescent-specific barriers and facilitators to retention 
in HIV care, and narratives of care disengagement. A 
subset of questions specifically queried experiences with 
HIV status disclosure, and assessed whether issues sur-
rounding disclosure or non-disclosure influenced HIV 
care disengagement.

Interviews were conducted by trained research staff 
with extensive experience working with ALHIV and in 
qualitative interview methods, and fluency in Swahili and 
English. Caregivers and adolescents were interviewed 
separately. De-identified interviews were audio-recorded 
and transcribed, and all translations were independently 
verified.

Analysis
A code book was developed and organized based on 
the research questions and an adapted socio-ecologi-
cal framework [7]. Analysis of initial transcripts led to 
the expansion of the code book, and further refinement 
through discussion by multiple members of the study 
team. Several transcripts were then coded by multiple 
independent coders to establish consensus. All tran-
scripts were then independently coded by multiple team 
members using Dedoose (version 7.0.23, SocioCul-
tural Research Consultants, Los Angeles). This analysis 
focused on status disclosure to adolescents with peri-
natal HIV, who made up the majority of adolescent par-
ticipants. Systematic reports of codes were generated for 
interrogation of narratives of disclosure and disengage-
ment from HIV care. Challenges surrounding disclosure 
were assessed, with comparisons across interviews and 
across adolescent characteristics. Disclosure was con-
sidered delayed according to participant narratives and 
perspectives.

Detailed findings were recorded in memos and dis-
cussed among the study team. Through close reading 
and re-reading of the data, and comparison of findings 
and of perspectives (adolescent, caregiver, HCW), over-
arching themes emerged. These were organized around 
major themes surrounding disclosure and either adher-
ence challenges or disengagement from HIV care. Major 
themes and supportive qualitative data were discussed 
among the study team, and consensus was reached on the 
final analysis. Findings were summarized, and represent-
ative excerpts are presented.

Results
Interviews were conducted with 42 adolescents who 
had disengaged from care, 34 of their caregivers, and 
28 HCW. ALHIV were 62% female and average age 17.0 
(range 12.9–20.9). Thirty-nine ALHIV (93%) indicated 
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awareness of their HIV status on initial screening; an 
additional adolescent independently reported awareness 
of their HIV status during the in-depth interview (total 
40/42, 95%). Caregivers were primarily female (79%), and 
included 16 mothers, 2 fathers, 4 aunts, 3 uncles, 3 grand-
mothers, 3  siblings, and 3  guardians. HCW included 
11 clinical officers, 8 outreach workers, 5 nurses, 3 social 
workers, and one psychologist.

Issues surrounding disclosure contributed important 
barriers to ART adherence and retention in HIV care. 
Central themes emerged from triangulation of adoles-
cent, caregiver, and healthcare worker perspectives.

“There are a number of issues but topping the list is 
about disclosure.” – HCW

Delayed disclosure
Barriers to adherence and retention were described in 
the context of non-disclosure or delayed status disclosure 
to adolescents.

“[Prior to disclosure] I used to leave [ART], maybe 
they could give me, then I go and throw them away. I 
never wanted to swallow them totally. I was sad and 
I just said, I better die because I don’t know what is 
going on.” – 18 year-old female

One orphaned, non-disclosed adolescent became dis-
engaged after moving to a new caregiver who had no 
prior knowledge of the adolescent’s diagnosis, and need 
for treatment.

“When her mother passed on, that was the last time 
that she took the drugs and she was young. She did 
not know anything. She had lived all those years, 
until I stayed with her and she was found with [peri-
natal HIV] at 16 years.” – Caregiver of 18 year-old 
female

Adolescents reported difficulties coping after delayed 
disclosure of their HIV status. Some discussed inquiring 
about their diagnosis prior to disclosure and not receiv-
ing answers. Once they ultimately learned about their 
status, they struggled to accept the diagnosis, leading 
them to stop taking ART and disengage from care.

“Because I disclosed to her when she was 15 years 
old. She became troublesome, she could disappear 
from home, refuse to take drugs. Whenever she knew 
it was her clinic appointment, she would wake up 
and disappear.” – Caregiver of 19 year-old female

Some kept their non-adherence or non-attendance to 
clinic secret from caregivers.

“[After learning my status] around [age] 14 or 15 

there… that’s where I really started not taking the 
Septrin. I stopped and whenever mom would tell 
me, and because I was coming to the clinic alone, she 
would tell me, you go to the clinic, I would come to 
town and go to a movie shop and go back home.” – 
20 year-old female

Caregiver hesitancy and reluctance to disclose
Most caregivers reported inadequate preparation to han-
dle disclosure to adolescents. They reported not knowing 
how to begin the conversation, and had worries about 
how the adolescent would react following disclosure. 
Some caregivers expressed that further counseling from 
the clinic was needed for questions that they did not feel 
prepared to address. For some caregivers, much of their 
hesitancy appeared to relate to unresolved trauma sur-
rounding perinatal HIV transmission. Some had antici-
pated their children may “blame” them or that disclosure 
could otherwise harm their relationship.

“I used to tell him that he was taking medication 
because he had a chest problem, pneumonia, his 
chest was bad. Telling him that he was taking medi-
cation because of HIV was very difficult. There was 
a counselor… he really encouraged us to disclose to 
our children. I used to try but getting to the point of 
telling him I’d feel… because it was through me that 
the child got infected, I used to feel pain.” – Caregiver 
of 13 year-old male

One example highlights the significant hesitation 
among some caregivers to disclose. A caregiver described 
disengaging their adolescent from care given their obser-
vations in their own work in a clinic. They had observed 
poor adherence and viral resistance among non-disclosed 
adolescents on ART, and chose to disengage from care 
until they felt the adolescent would be ready for disclo-
sure and initiation of ART.

“Some children come here and they ask so many 
questions… So, in my heart I was just telling God, 
just help me so that he continues being healthy until 
that time he will start medication, so that he takes 
medication knowing, I have started medication and 
I have started it for what reason. And why am I 
being given this medication. I was called many times 
by the doctors and they asked me why I was refusing 
to have the boy put on medication.” – Caregiver of 16 
year-old male

HCW described common situations of trying to per-
suade caregivers to initiate the disclosure process. Ulti-
mately, delays and lack of preparation sometimes resulted 
in inadvertent, unsupported disclosure to the adolescent, 
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and poor outcomes when adolescents reacted with 
refusal to take their ART or to come to clinic.

“When you look at these adolescents, more so those 
who have parents, it is not easy to disclose. The par-
ents want to shield these children, they don’t want 
them to be done for disclosure and if they are not 
disclosed to, they will not come to the clinic, they will 
not take the drugs because they don’t know why they 
are being told to come to the clinic.” – HCW

Adolescents coping with feelings of being deceived
Deceptions regarding an adolescent’s diagnosis hin-
dered ALHIV from gaining autonomy, and led to diffi-
cult experiences when adolescents learned their status. 
Adolescents who had been told they were on treatment 
for an alternative condition found it difficult to cope with 
feelings of being deceived. Some lost hope, while others 
blamed their parents for non-disclosure, and refused to 
continue with care.

“About 2 to 3 years later he now came back to clinic, 
and he was really sick at that time… because the 
caregiver used to tell him the drugs he was taking 
was for chest pain and headache... when he was told 
about his status, that is the time he became bitter 
and actually refused to come to clinic.” – HCW

Internalized HIV stigma
When ALHIV learned their status, some struggled with 
having already internalized HIV stigma in school and 
community settings. As a result, anticipated stigma and 
fear of discovery by others hindered their clinic attend-
ance. Information reportedly received in school por-
trayed HIV as a “killer disease” and made the adolescents 
lose hope in HIV treatment and care.

“I went to my mom... and told her, ‘teacher said 
this and this about this disease’. Then she started to 
explain to me… because it was my first time know-
ing it, I couldn’t want to listen to that because it was 
a shock on me. So, I was kind of resistant, annoyed, 
not wanting to know more. I was like, ‘if you tell me 
it is a deadly disease then definitely, I am dead.’ So 
that was what was in mind.” – 20 year-old female

Lack of post‑disclosure support and mental health burdens
Some disengaged ALHIV described a lack of support 
surrounding or after disclosure as a factor in their dis-
engagement from care. Some adolescents learned their 
status on their own, or had unresolved questions after 
disclosure.

“I think it is just those post[-disclosure] torture 
that are bothering me, I have never talked to any-
one to free my mind. Like I normally want someone 
to explain to me how I was infected.” – 20 year-old 
female

Some experienced strained relationships with caregiv-
ers or HCWs, particularly when caregivers avoided ques-
tions from adolescent related to the disclosure.

“I started thinking and asking my mother, ‘why you 
never told me it is like this and that?’ and my mother 
would become very harsh and I was like, ‘I should 
not have asked her’.” – 20 year-old male

Others disengaged after negative experiences at clinic 
surrounding disclosure.

“I had to leave [clinic] because that was not a good 
way to approach someone [the way the doctor dis-
closed]. I left the clinic. I said to myself that I will no 
longer go there. When my mother told me to come 
back, I would refuse, even when my grandmother 
told me to come, I refused. I became very stubborn, ‘I 
will not go, I will not go, I will not go’.” – 20 year-old 
male

Others disengaged in the context of mental health bur-
dens that arose after disclosure.

“[Disclosure] disturbed her a lot and she was saying, 
‘I will no longer take the drugs anymore, if I am to 
die, let me die.’ She became sick later on and spent 
whole months without going to school.” – Caregiver 
of 15 year-old female

Reviewing experiences across adolescence
Examining the influence of adolescent age reinforced that 
these overarching themes acted across adolescent devel-
opment and trajectories. As detailed above, disengage-
ment histories during early adolescence included barriers 
for non-disclosed adolescents who were not aware of 
their care needs or of the purpose of treatment. At dis-
closure, some struggled to accept the diagnosis or to 
cope with other effects of delayed or inadvertent disclo-
sures. Older adolescents reflected on ways in which hav-
ing experienced these challenges surrounding disclosure, 
or not having sufficient support to cope after disclosure, 
contributed to ongoing difficulties and disengagement 
from HIV care.

HCW approaches and perceived disclosure support needs
HCW described their approaches to disclosure chal-
lenges, and areas where further supports for disclosure 
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could facilitate better outcomes, including HIV care 
engagement.

Early, planned disclosure to prepare the adolescent for 
responsibility in care.

HCW emphasized the importance of early engage-
ment of caregivers around disclosure. They perceived 
that beginning disclosure at an early stage facilitates 
retention.

“I think at family level, we need to engage the par-
ents or the caregivers to do disclosure as early as 
possible. When they do disclosure as early as possi-
ble, the child will be growing into adolescence when 
they know they are taking drugs for a long time and 
they are taking drugs for this reason.” – HCW

Intensive counseling and follow‑up
HCW placed importance on intensive follow-up after 
disclosure, for both the ALHIV and the caregiver. They 
noted that close follow-up allows for recognition of chal-
lenges before they advance to poor adherence or disen-
gagement from care.

“I should be keeping close contact of these patients. 
Like now if this patient comes for disclosure today, 
I should be reviewing this patient every two weeks, 
not necessarily coming to clinic physically but to 
make phone calls so that am in contact with them.” 
– HCW

Need for HCW training in adolescent care and disclosure
Some HCW described needs for further training and 
structure in supporting HIV status disclosure to ado-
lescents. They described challenges planning the timing 
for disclosure, and managing possible post-disclosure 
challenges.

“There should be some guidelines on disclosure or, 
stipulated time on disclosure. I have done disclo-
sure to adolescent but you find that this particular 
adolescent has been taking his or her drugs very well 
but immediately you disclose, this particular client 
changes. ‘Why have I not been told? Why me?’ Like 
there are some families that the children are HIV 
positive and others are not. ‘Why me? Why not oth-
ers?’” – HCW

Peer support integrated within the disclosure process
HCW highlighted the important contributions of trained 
peer mentors in supporting adolescents. They noted that 
peer mentors can take on greater roles in disclosure sup-
port and follow-up for retention. Engaging caregivers in 

peer support was also highlighted to help them gain skills 
to support adolescent HIV care.

“Those parents who grew up through the support 
groups are those who handle their children very well. 
Even their children accepted. Those who disclosed 
while giving their children information immediately 
they disclose to them, giving them information and 
information. You even realize that the children are 
strong.” – HCW

Needs to address hesitation and prepare caregivers 
for disclosure and post‑disclosure dialogue with adolescents
HCW described needs to better prepare caregivers sur-
rounding disclosure. They noted the importance of car-
egiver-adolescent communication after disclosure to 
ensure ongoing care engagement.

“We have to train the caregivers on issues with dis-
closure… We have to educate at least the caregivers.” 
– HCW

Addressing HIV stigma, including in schools
HCW described challenges related to stigmatizing mes-
sages in school. They found that outdated, inaccurate, 
and negative messaging surrounding HIV impaired ado-
lescents’ acceptance of HIV diagnoses and understanding 
of the importance of HIV care engagement.

“I think teachers should actually [be reached] on 
how they deliver information. I still insist, because 
some children are hurting. They come here and 
they cry once we do disclosure. They know that the 
teacher said it kills.” – HCW

Discussion
Challenges surrounding HIV status disclosure to adoles-
cents—particularly, delays in disclosure, inaccurate expla-
nations for treatment prior to full disclosure, and unmet 
needs for greater support and adolescent-caregiver 
communication after disclosure—can have significant 
impacts on adolescent wellbeing and continuing engage-
ment in care. Understanding narratives of disclosure and 
disengagement—including from disengaged ALHIV, their 
caregivers, and HCW—can importantly inform adoles-
cent HIV care and disclosure strategies. Findings from 
this study suggest that such strategies should include: 
enhancing provider training, guidance, and strategies for 
individualized implementation of disclosure guidelines 
and evidence-based practices; empowering caregivers to 
share accurate and developmentally-appropriate health 
information with adolescents before, during, and after 



Page 7 of 10Toromo et al. BMC Public Health         (2022) 22:1122  

full disclosure; reinforcing processes to ensure timely 
disclosure to adolescents; and enhancing post-disclosure 
support, including through HCW practices, peer mentor 
support, and by addressing adolescent-caregiver commu-
nication and relationships.

Challenges encountered in HIV status disclosure to 
adolescents can include adolescents’ negative emotions 
following disclosure, coping with HIV stigma, and anxi-
ety about the future, all of which may hinder HIV care 
engagement [8, 10, 27, 28]. Meanwhile, non-disclosed 
adolescents may struggle with understanding the need 
to continue treatment without knowing its purpose or 
importance [29]. When some adolescents are told that 
their medication is for a separate condition (such as 
chest pain or headaches), they may ultimately struggle 
with acceptance of HIV disclosure and coping with feel-
ings of being “lied to,” particularly as they reconcile their 
diagnosis with pervasive HIV stigma or inaccurate mes-
sages about HIV. Previous studies have similarly shown 
that delayed or deceptive disclosure often results from 
caregivers’ lack of preparedness to disclose and finding 
it easier to disguise the illness; fears of being blamed for 
the infection; and feelings of guilt and the desire to pro-
tect the ALHIV from the diagnosis [11, 13, 30]. Focused 
efforts on preparing caregivers for disclosure, addressing 
their concerns, and proactively promoting communica-
tion, including truthful, developmentally-appropriate 
explanations of care between caregivers and their adoles-
cents, are important for eventual full disclosure and suc-
cessful outcomes.

Counseling for caregivers of children and adolescents 
with HIV should begin early in childhood, with increas-
ing education as developmentally appropriate [17, 18, 
26, 31]. Findings from this study suggest that caregivers 
should specifically be counseled not to give deceptive rea-
sons for medication-taking, but rather that they should 
be proactively counseled from an early age of the child 
to give age-appropriate but consistent and accurate mes-
sages surrounding ART and clinic attendance. Findings 
also suggest that stronger support for timely disclosure 
is needed to prevent poor outcomes in HIV care engage-
ment. Disclosure should be recognized as a process, 
with formalized support, guidance, and processes for 
age-appropriate understanding from childhood through 
adolescence, including for stages before and after full dis-
closure of HIV infection.

HCW in this study pointed to gaps in the implemen-
tation of available disclosure guidelines in the setting, 
including challenges applying existing guidance to indi-
vidual adolescents and families, and needs for enhanced 
training for HCW to handle dynamic aspects of disclo-
sure. This finding resonates with previous literature. 
Challenges applying WHO or national guidance and 

needs for tailored resources have been detailed in a sys-
tematic review of disclosure models and resources [31]. 
As similarly described in other studies from low- and 
middle-income countries, limitations in HCW staff-
ing and turnover of staff result in challenges providing 
continuing support to adolescents and caregivers fol-
lowing disclosure [30, 32]. WHO recommendations for 
disclosure to adolescents are relatively non-specific, and 
challenges exist implementing recommendations across 
healthcare settings and varied social contexts [18, 28, 31]. 
As such, further strategies or interventions are needed to 
support timely disclosure.

Providing disclosure training to HCW on a regular and 
recurring basis, including training in applying guidelines, 
and tools supporting developmentally-appropriate infor-
mation-sharing, may help enhance support to adoles-
cents and families throughout the disclosure process. A 
multipronged intervention including both HCW training 
and tools such as for disclosure readiness assessments, 
and a staged disclosure cartoon book, was well-sup-
ported by HCW and caregivers in Namibia [33].

In Ghana, a randomized trial demonstrated that a ther-
apeutic communication and personalized interaction to 
promote disclosure integrated in HIV care visits resulted 
in increased disclosure at each study timepoint [34]. In 
Zimbabwe, a community health worker intervention 
supporting children with HIV and their caregivers with 
multiple components included assessments of pediatric 
disclosure and dedicated support for disclosure and dis-
cussions, and resulted in improved virologic suppression 
[35]. Further insights may be gleaned from the Amagugu 
intervention, a counselor-led home-based intervention 
supporting disclosure of maternal HIV status to HIV-
uninfected children, given some anticipated common 
barriers driving caregiver hesitancies to disclose [36, 37]. 
As highlighted in a recent commentary, adaptations of 
this promising approach may be needed for disclosure to 
children or adolescents regarding their own conditions 
[38]. They emphasize the urgent need for studies of inter-
ventions for HIV-affected families [38]. The present study 
describes challenges of poor parent-adolescents commu-
nications following disclosure; interventions to improve 
family communications may be particularly important 
for this vulnerable group.

This study highlights roles for integrated peer support 
for both adolescents and caregivers in the disclosure 
process [11, 39]. Peer support is crucial for providing 
adolescent-friendly care, delivering HIV education to 
newly-disclosed adolescents, reducing impacts of HIV 
stigma, and facilitating improved care engagement [40–
42]. It may be valuable to further leverage peer support 
groups and peer mentors to facilitate pre- and post-dis-
closure support to both caregivers and adolescents, and 
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to empower peer mentors to lead post-disclosure support 
and follow-up. There is increasing evidence that adoles-
cent peer support interventions are feasible, practical, 
and effective to support ALHIV care in LMIC [16, 43]. 
Directed training to empower peers in lead roles in dis-
closure and follow-up support is critical and may be sus-
tainable in the setting.

Limitations include that this study examined histories 
from disengaged ALHIV and did not include comparisons 
with ALHIV who were retained in care. HCW were, how-
ever, included, who spoke to factors which either facili-
tate retention or contribute to care disengagement. This 
analysis focuses on disclosure challenges contributing to 
care disengagement; other factors influencing disengage-
ment are beyond the scope of this analysis. The validity of 
findings is supported by the inclusion of contrasting per-
spectives among ALHIV, caregivers, and HCW across a 
range of clinic sites. Findings from this study are broadly 
consistent with research from similar settings [44]. The 
present study builds on this literature by elucidating 
ways in which challenges surrounding status disclosure 
contributed to disengagement from HIV care. Because 
this is a cohort of disengaged adolescents, and some 
described challenges were experienced earlier in adoles-
cence, it is possible that this group did not benefit from 
later improvements in disclosure processes that may have 
been implemented since. An important strength of this 
study is the investigation of disclosure processes among 
disengaged ALHIV and their caregivers; inclusion of these 
groups allows for exploration of factors contributing to 
disengagement, which otherwise may be challenging to 
fully ascertain.

Conclusions
Complex challenges surrounding HIV status disclosure 
to adolescents contribute to care disengagement. Under-
lying issues include delays in disclosure, inadvertent or 
unsupported disclosure, inadequate or unstructured 
post-disclosure support, and persistent HIV stigma. 
These are further complicated by inadequate preparation 
of caregivers to handle disclosure and its possible chal-
lenges, and limitations of formal guidelines or existing 
HCW training to support disclosure. There is a need to 
empower caregivers to support children and adolescents 
before, during, and after HIV status disclosure. This 
should include counseling caregivers on how to provide 
children with developmentally-appropriate and accurate 
information about their health and treatment from an 
early age, and to support adolescent-caregiver commu-
nication and relationships. Integrating dedicated sup-
ports for caregivers and adolescents into the disclosure 

process may enhance positive disclosure outcomes 
among ALHIV and support retention in care.
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