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Abstract

Introduction: There are approximately 1.7 million adolescents living with HIV (ALHIV, ages 10 to 19) globally, including
110,000 in Kenya. While ALHIV experience poor retention in care, limited data exist on factors underlying disengagement. We
investigated the burden of trauma among disengaged ALHIV in western Kenya, and its potential role in HIV care disengage-
ment.

Methods: \We performed in-depth qualitative interviews with ALHIV who had disengaged from care at two sites, their care-
givers and healthcare workers (HCW) at 10 sites, from 2018 to 2020. Disengagement was defined as not attending clinic
>60 days past a missed scheduled visit. ALHIV and their caregivers were traced through phone calls and home visits. Inter-
views ascertained barriers and facilitators to adolescent retention in HIV care. Dedicated questions elicited narratives sur-
rounding traumatic experiences, and the ways in which these did or did not impact retention in care. Through thematic
analysis, a conceptual model emerged for a cascade from adolescent experience of trauma to disengagement from HIV care.
Results: Interviews were conducted with 42 disengaged ALHIV, 34 caregivers and 28 HCW. ALHIV experienced a high bur-
den of trauma from a range of stressors, including experiences at HIV disclosure or diagnosis, the loss of parents, enacted
stigma and physical or sexual violence. A confluence of factors — trauma, stigma and isolation, and lack of social support — led
to hopelessness and depression. These factors compounded each other, and resulted in complex mental health burdens, poor
antiretroviral adherence and care disengagement. HCW approaches aligned with the factors in this model, suggesting that
these areas represent targets for intervention and provision of trauma-informed care.

Conclusions: Trauma is a major factor underlying disengagement from HIV care among Kenyan adolescents. We describe a
cascade of factors representing areas for intervention to support mental health and retention in HIV care. These include not
only the provision of mental healthcare, but also preventing or addressing violence, trauma and stigma, and reinforcing social
and familial support surrounding vulnerable adolescents. In this conceptualization, supporting retention in HIV care requires a
trauma-informed approach, both in the individualized care of ALHIV and in the development of strategies and policies to sup-
port adolescent health outcomes.
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1 | INTRODUCTION

health, family-level factors and transitions in care [4,6-10].
There are limited data regarding factors underlying disengage-

There are 1.7 million adolescents living with HIV (ALHIV, ages
10 to 19) globally, including approximately 110,000 in Kenya
[1]. ALHIV experience higher rates of care disengagement
compared to other age groups, placing them at risk for poor
outcomes [2-5].

Risk factors for disengagement from HIV care may be
heterogeneous, ranging from housing needs and poverty, to
stigma and psychological challenges [4,6-10]. Adolescents are
particularly affected by disclosure issues, stigma, mental

ment for ALHIV [6,7,9-11].

A growing body of literature has examined the intersection
of trauma and HIV risk and treatment outcomes in a range of
populations [12-18]. Very few studies have examined trauma
histories and care engagement among ALHIV. Among hospital-
ized ALHIV in Kenya, trauma was prominent in narratives of
disengagement [6]. Among ALHIV in Malawi, witnessing or
experiencing violence in the home was associated with
decreased ART adherence and missed clinic visits [19].
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In this study, we sought to examine the burden of trauma
among disengaged ALHIV in western Kenya and to investigate
its potential role in HIV care disengagement. We defined trau-
matic events broadly as potentially life-threatening or highly
stressful experiences which undermine a sense of safety [20-
22]. Trauma may result not only from experiences of violence
or injury, but also of loss of loved ones, severe illness or dis-
crimination [20,21,23,24]. To investigate the complex pro-
cesses by which trauma may contribute to disengagement
from care, we undertook a qualitative approach, through in-
depth interviews with ALHIV who had disengaged from care,
their caregivers and healthcare workers (HCW).

2 | METHODS

2.1 | Setting and study population

This qualitative study was performed in western Kenya. The
Academic Model Providing Access to Healthcare (AMPATH) is
a comprehensive healthcare programme established by Moi
University and Indiana University involving a consortium of
several partner institutions and the Ministry of Health in
Kenya [25-28]. The Rafiki Center for Excellence in Adolescent
Health at Moi Teaching and Referral Hospital (MTRH) in
Eldoret provides adolescent-friendly services to adolescents
with and without HIV infection.

Multidisciplinary HCW serving ALHIV in AMPATH include
clinical officers, nurses, outreach workers, social workers, psy-
chologists and peer mentors. When ALHIV miss appointments,
outreach workers intensively follow them up through phone
calls and home visits [29,30]. Counselling for adherence, dis-
closure support or psychological distress may be provided by
clinical officers, peer mentors and/or by a psychologist.

2.2 | Recruitment and enrolment

HCW were purposively sampled to include those managing
ALHIV in a range of roles and clinical sites: MTRH (4 clinics),
Kitale, Turbo, Webuye, Burnt Forest, Mosoriot and Chulaimbo.
Sites were chosen for representativeness of a range of geo-
graphic and clinical settings and of availability of adolescent-
friendly services. HCW were recruited from October 2018 to
January 2019.

ALHIV were recruited if they were ages 10 to 19 at their
last clinic visit; previously in care at MTRH or Kitale; attended
>1 visit in the 18 months prior to data collection and had not
attended clinic >60 days past their last scheduled visit. ALHIV
and their caregivers were traced by community health volun-
teers and the study team, through phone calls and home vis-
its. Participants were excluded if tracing revealed they had
transferred care without any period of disengagement. Adoles-
cents and caregivers were recruited from May 2019 to March
2020.

23

Standard human subjects’ protections were used to maximize
participation in the consent process, minimize any perception
of coercion and maintain confidentiality. All participants pro-
vided informed consent. Adolescent minors provided assent
and their primary caregiver gave consent. Participants were
cautioned that some interview questions could be sensitive
and that they did not have to answer any questions that made
them uncomfortable. Adolescents who disclosed mental health
needs during the interview were assessed and provided coun-
selling by a trained and experienced peer mentor, and/or
referred to a psychologist. The HIV care programme liaised
with all ALHIV to re-engage them.

A separate interview guide was used for adolescents who
had not disclosed awareness of their HIV status, which did
not mention HIV. Disclosure status was ascertained through
the use of a disclosure screening tool [6].

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.

Ethics

24 | Semi-structured interviews

Semi-structured interview guides were developed according
to the research questions and a socio-ecological framework
adapted by our team (Figure 1) [6].

Our adaptation recognized the dynamic trajectories of ado-
lescent development, adolescent HIV management and the
care cascade, and was informed by our previous work in this
area [4,6-8]. Questions were open-ended, and investigated
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Figure 1. Overarching socio-ecological framework guiding in-depth interviews in this study. Permission obtained for re-printing [6].
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barriers and facilitators to retention in HIV care, and factors
underlying disengagement. Dedicated questions assessed for
potential role(s) of trauma, stigma or psychological distress.
Questions were developed and discussed among multiple
team members including native speakers of Swahili to ensure
clear interpretation and sensitivity. Traumatic events were
queried as “difficult experiences that have caused you stress.
Subsequent probes inquired about examples of potentially
traumatic experiences, such as the severe illness or death of a
parent, relative or peer; severe illness of the adolescent;
learning about one’s HIV status in a traumatic way; or wit-
nessing or experiencing violence, or threats of violence.

Interviews were conducted by research staff fluent in Swa-
hili and English, with training and experience in qualitative
interviews, and extensive experience working with ALHIV. The
team included a trained peer mentor with experience in men-
tal health counselling, who had not had any prior involvement
with study participants. At the conclusion of interviews, the
team spent time with participants to discuss any issues that
arose and approaches or resources to address them, including
through immediate counselling by the peer mentor, and/or
referral to a psychologist. All participants were followed up to
assess any ongoing needs.

Interviews were audio-recorded, translated/transcribed into
English (single process), by either a professional transla-
tor/transcriber or the study team. Every transcript was veri-
fied by a second team member reviewing the audio and the
transcript.

2.5 | Analysis

A codebook was developed and organized around the
research questions and according to our adapted socio-ecolog-
ical framework [6]. Analysis of initial transcripts facilitated
elaboration of the codebook, which was iteratively refined
through discussion. Several transcripts were then coded by
multiple independent coders to establish inter-rater reliability
and consensus. All transcripts were then independently coded
by multiple team members using the Dedoose platform.
Detailed findings were recorded in memos and discussed.
Reports of codes were generated for further interrogation of
the data specifically around narratives of trauma and disen-
gagement, which took an inductive approach. Through close
reading and re-reading of the data and triangulation of per-
spectives (adolescent, caregiver, HCW), overarching themes
emerged, and an overall conceptual model was developed for
the cascade of factors from trauma to disengagement. The
model was discussed among the study team, which included
experts in adolescent HIV care and mental health, and shared
in group discussions with HCW and with peer mentors (sepa-
rately). Consensus was reached on the final model. Findings
were summarized, including the content of the model, and
emergent themes. Representative abbreviated excerpts were
selected to illustrate these themes.

3 | RESULTS

Data were collected from 42 traced, disengaged ALHIV,
whose mean age was 17.0 years (range 12.9 to 20.9), and
who were predominantly female (62%), orphaned (mother

and/or father deceased, 67%) and food-insecure (60%). Thirty-
four of their caregivers also participated; mothers [16], fathers
[2], aunts [4], uncles [3] grandmothers [3], siblings [3] and
guardians [3]. In addition, 28 HCW at 10 clinics participated:
clinical officers [11], outreach workers [8], nurses [5], social
workers [3] and psychologist [1]. HCW were predominantly
female (64%), averaged age 37 years (range 23 to 60), and
had a median 10 years’ experience in HIV care.

3.1 | High burden of self-reported trauma

Disengaged ALHIV reported a heavy burden of trauma from a
range of experiences, which continued to impact their engage-
ment in HIV care (Table 1).

Some adolescents described learning their status (through
disclosure or testing) as a traumatic experience. This was par-
ticularly difficult for orphaned adolescents coping with both
the HIV diagnosis and the loss of their mother. In the words
of one adolescent, “not being able to know my mother” was a
source of ongoing stress. For these adolescents, HIV diagnosis
and treatment was associated with this traumatic loss.

“She kept on asking me and then | told her, ‘you got sick
and it is because of your parents who caused it She
asked me, ‘what illness am | suffering from?' | told her,
‘you are sick from HIV. She asked me, ‘will | die like my
mother?” — Caregiver of 15 to 19yo F

A parallel finding was that for adolescents who tested posi-
tive for HIV after sexual assault, HIV care was associated with
sexual trauma. Histories of sexual assault were frequently dis-
closed by ALHIV. For one adolescent, trauma from sexual
assault was compounded by the loss of a pregnancy.

“When | found | had the disease [after a sexual assault],
they said | start treatment there; but | had not believed,
| was alone. ... | threw the drugs and stayed away’ —
15to 19yo0 F

Whether associated with parental loss, or sexual violence,
for these adolescents, taking ART or attending a clinic brought
memories of the trauma.

“Anytime they look at those drugs, some of them would
recall the incident so it triggers their worst out of their
experience.” — Clinical officer, M

Care was directly impacted by ongoing intimate partner vio-
lence, or by family-level conflicts, including enacted stigma, or
emotional or physical abuse.

“The new dad saw the HIV-positive child as a burden...
he started stigmatizing this child until he got to a point
of beating him. This child was wishing if they could get
out of their home,... but the mother did not want any-
body to know.... So, in hiding, what was happening in
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Table 1. Excerpts of narratives of trauma and its impacts on HIV care retention through a cascade of factors

Speaker Narrative

High burden of self-reported trauma

20 to 24yo F “This boy... locked me in a room because | told him | was positive. ... He called his friends,. .. he said,
‘didn’t you want to infect us, now infect us. You know they raped me, and they were three. So, that’s
why | usually really get scared when | date someone and tell him that | am positive.

Outreach worker, M “We followed [a sexual abuse] case until the [father] was jailed. The mother stopped clinic, the other girl
stopped, and the one comes on and off. She comes when she’s very sick, after picking up, she goes
away. .. TB has elapsed twice now. When she comes, she’s treated, when she’s upright, she goes missing.
[It's] that trauma.. .. Any time [such cases] come we try to talk, the nurse tries talk, the clinician tries to
talk, because we know them and we know the circumstances how they came to care’

Nurse, F “We had a young man who [was sexually abused by] a Catholic priest. .. He used to feel bad especially
when he gets here to [clinic]. It's like the whole thing comes back... When it came to the time to
start ARVs,... it was like now the reality is hitting him once again. ... We really struggled. He would
just come, even when you talk to him, he would just be mute. At times he would get emotional. So
we knew him. When we see him, we just pick him and skip the queue and finish with him in the
shortest time and he goes!

15 to 19yo F “We [tested] and he found out he has the disease, and | also have. So, he called my mom and told her
he will kill himself or kill me. ... If he gets [my ART] he throws them away... | can't tell him I'm going
[to clinic for] myself, | say | am taking the child. [If | tell him | am going to clinic] he always gets
offended and angry. .. Maybe it's transport he will refuse to give me. | always say | am bringing the
child and he facilitates”

Stigma and isolation

Caregiver of 15 to 19yo F “In school, some pupils tell her, ‘Go away, your parent died of that disease and you have it, too. .. At
times she thinks about it badly. She loses interest for coming to the clinic”

20 to 24yo F “That stigma made me feel so bad, especially the fact that it came from my best friend. | even left
school. | tried to commit suicide twice, but it did not work”

Lack of social support

Clinical officer, M “[Some caregivers of orphans] — they are not caring enough, they give up making efforts to [support
care]... Most of them are like, ‘You take your drug whether you like it or not, it is your life. You will
die like the way your parents died.... Some even have the audacity to tell them when we are with
[the] patient here. You don't take your drugs, you will die like the way your mother died of HIV! It is
so disturbing, it's so traumatizing. ... | had to tell the boy to wait outside, | talk to her. Then we told
her, ‘No one chooses to be born with HIV. No one chooses at all.”

15 to 19yo F “The other girls said, ‘We don’'t want to be walking around with anyone that has HIV. | will infect them,
| don't know what... Whenever | went to talk with someone, they would not talk to me because
obviously they had been told. .. | would stay in the house and when | got tired, | would sleep. When |
got tired sleeping, | would wake up. My job was to sleep and wake up, like that. ... | was being given
advice by the doctor. They told me that even if they talk about me, | should pretend that | am not
listening to them, let it come in through here and go out the other side.

Depression & suicidality

20 to 24yo F “When | told mom [l needed to come to clinic], she said, no you won't come. | felt like the world had
come to an end, | felt like committing suicide, and | don't know why that thing comes to my mind
when | am stressed. ... Since that time, | never came [to clinic]”

20 to 24yo M “Having stress [prevented me from coming to clinic]. That question you would ask yourself, ‘why me?
Why did it happen to me? There is even a time that | said to myself, let me care less, if | will die, let
me die. | had reached the end. | could not stay peacefully with others. My conscience judged me...
[Around others] | was thinking about many things. ... Mostly about how they live... You know they
had some kind of strength which when | could try to compare with mine, | was like the weakest
person. So, | isolated myself ... | was just seeing myself as different from other people”

Clinical officer, M “They feel the inferiority complex as in with having HIV you cannot be empowered, your fate is sealed,
as in it is just death that is waiting for you... Sometimes it becomes serious, as in, ‘Why should |
come for care? It can be that bad. It can be very bad’
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Table 1. (Continued)

Speaker

Narrative

Addressing trauma in adolescent HIV care
Clinical officer, M

“The ones who don't like talking [about trauma] are likely to disengage, because it is a kind of a time

bomb. .. They can be adherent to their treatment well, but you just know that something is not right.

So, you just try your best but sometimes it is not enough or you have done enough but really they

just disengage from care.
Nurse, F

“Most of the time the staff did not know how talk to a child, we didn't even think it was an important

question to ask if he or she is facing difficulties and things like that just pass by unnoticed at the

clinic because all you see is a happy child, taking their medication. [A research study] helped us

realize that poor adherence can come as a result of trauma the child faced, maybe violence and

stress at their home and things like that, so it really helped us probe the children on what they have

been going through”

the family, it made the child refuse to take medication
completely... Not taking medication for a whole year
took a toll on him and we lost him. [He passed on.]” —
Nurse, F

Other forms of trauma described by adolescents included
severe illness in themselves or others — “when | got TB, | felt
the world was ending” Several adolescents had experienced
physical violence, including at home or in the region, as during
the post-election crisis in 2007 to 2008. Street-connected
youth experienced intractable poverty, very little social sup-
port, and the loss of their peers.

“The adolescents themselves, when they lose one of
their own they get so down.... They say, ‘Hey, so we
shall be next? So, who is next?” — Outreach worker, F

3.2 | Stigma and Isolation

Most adolescents reported experiences of enacted stigma,
which were themselves traumatic and directly contributed to
disengagement. Stigma was enacted by peers, teachers, rela-
tives, neighbours or others.

“In school, some pupils tell her, ‘Go away, your parent
died of that disease and you have it, too’ ... At times
she thinks about it badly. She loses interest for coming
to the clinic” — Caregiver of 15 to 19yo F

Adolescents described internalized stigma and isolation
which made them less able to seek support for coping with
trauma. Beyond HIV stigma, adolescents experienced stigma
surrounding sexual assault or domestic violence. These con-
tributed to isolation and worsened mental health.

‘| feel | am very different from [my friends] because
ever since | was young, | had it. ... | feel like | am not a
human being. | mean | am nothing. | don't know. — 15
to 19yo F

3.3 | Lack of social support

Some adolescents lacked sufficient support in their close rela-
tionships to engender resilience despite trauma, stigma and
isolation. Furthermore, they lacked support for HIV care, such
as caregiver support for adherence, or resources or skills to
navigate HIV care and facilitate retention. Adolescents who
experienced orphanhood; family conflicts or neglect; poverty
or being street-connected faced significant instability and bar-
riers to care. As a result, it was seemingly untenable for ado-
lescents to cope and to navigate care for HIV or trauma.

“It is very difficult for you to think about care when you
don't have a shelter, when you don’t have a place to put
your head.,... you don't have regular meals, you don't
have somebody to look up to because everyone you see
around who has HIV has already died. So, if they don't
have a proper psycho-social support system, most of
them end up being lost to follow-up.” — Clinical officer, M

3.4 | Depression and suicidality

Multiple traumas and experiences of stigma were com-
pounded by isolation from internalized stigma or abuse, result-
ing in hopelessness, depression and suicidality. Hopelessness
was central to decreased adherence and disengagement. One
outreach worker described, “it all goes back to giving up on
life. Especially if there’s no parent, [the adolescent thinks,]
‘why am | living if they died?” A clinical officer described fol-
lowing up an adolescent that disengaged from care after wit-
nessing domestic violence — “he said he had lost hope in life.”

“‘One problem goes and another one comes; they have
never come to an end... When someone does some-
thing bad to me, | just accept, just because there is noth-
ing | can do. But | try to tell [peer mentor] mostly ... if
[peer mentor] can’t handle it, | tell another person. But if
| feel it is that much of a secret, | just keep quiet about
it and act as if everything is alright” — 20 to 24yo F
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3.5 | Addressing trauma in adolescent HIV care

HCW described intense management of adolescents dealing
with a range of trauma, particularly sexual and physical vio-
lence. These cases were socially complex and involved efforts
of the full care team. Trauma presented a major barrier to
retention, particularly for adolescents with ongoing mental
health needs. HCW emphasized being attuned to the possibil-
ity of trauma, including among adolescents who outwardly
project stability or who adhere well to ART.

HCW described several approaches to adolescent trauma.
They involved law enforcement (in criminal situations); re-lo-
cated adolescents and intervened in family conflict. They pro-
vided counselling and linkages to peer support, and
psychologist referral. When needed, these efforts were cou-
pled with financial assistance, social work support or family
counselling. HCW met adolescents coping with trauma on
their terms, made flexible appointment times, and saw them
quickly if being at the clinic was itself traumatic.

HCW observed that while some ALHIV ultimately had good
outcomes after sustained efforts to manage trauma, many did
not. Narratives from disengaged adolescents themselves
demonstrate complex challenges and unmet needs arising
from trauma. Given the extent of trauma, stigma, isolation and
lacking social support contributing to disengagement, with
extremes including household stigma, abuse or intimate part-
ner violence, they described overwhelming barriers to access
available services.

STIGMA

TRAUMA

Some disengaged adolescents described support from coun-
selling, friendly clinicians and peer mentors. ALHIV who had
stopped taking ART or attending clinic nevertheless continued
to seek support from peer mentors, who provided a critical
pathway for re-engagement. Narratives illustrated the com-
plexity of unmet needs, however, and some adolescents
expressed persistent hopelessness under the weight of trauma
and mental health burdens.

‘At times even when you go for counselling, some of them
just really want to know what is happening with you but
they won't help you.... | would just come [to town] and
say ‘hi’ to [a peer]. If he asked me, ‘Have you come to the
clinic? | would tell him, ‘No, | just came to say hi to you

m

guys and I'm on my way back.” — 20 to 24yo F

3.6 | Conceptual model: a cascade from trauma to
disengagement

A conceptual model emerged, representing a common cascade
from adolescent experience of trauma to disengagement from
HIV care (Figure 2).

A confluence of factors compounded each other to make
adolescent retention in HIV care untenable. Traumas (often
multiple, repeated and/or violent) were compounded by expe-
riences of stigma (which were themselves traumatic). Both

ISOLATION

LACK OF
SOCIAL SUPPORT

DEPRESSION &
SUICIDALITY

DISENGAGEMENT
FROM CARE

Figure 2. A conceptual model representing the cascade of factors from experiences of trauma to disengagement from care among adoles-

cents living with HIV.
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elements could directly undermine care engagement through
multiple pathways, such as when HIV care was associated with
memories of parental loss or sexual assault, or when ongoing
abuse or enacted stigma impeded care. Isolation resulted from
the multiplicative and intersecting effects of trauma; enacted,
anticipated and internalized stigma; and in some cases, abuse
or neglect. Isolation was further compounded by lack of social
support, particularly when adolescents were orphaned, or
when they lacked stable familial or peer support. As a result,
adolescents described experiences of profound hopelessness
and depression. Hopelessness, in turn, was central to their
decreased adherence and disengagement from care, in several
cases reaching a point of suicidal ideation.

HCW approaches to ALHIV coping with trauma aligned with
the factors outlined by this model, suggesting that these areas
may serve as targets for intervention and provision of trauma-
informed care (Figure 3).

Experiences of:

* Disclosure / diagnosis

» Stigma / discrimination

» Severe illness

* Deaths of caregivers or peers
» Sexual or violent assault

* Intimate partner violence

* Family conflict, neglect, abuse

* Stigma from HIV, sexual
assault, and/or teen pregnancy

* Enacted stigma from peers,
relatives, teachers, others

* Internalized stigma

* Anticipated stigma

* Orphanhood

* Change in caregivers

*  Family poverty

* Family conflict, neglect, abuse
* Living on the street

* Hopelessness

*  Symptoms of depression
and/or PTSD

Suicidal ideation

* Gaps in care or abandonment
of care

Disengagement

Trauma

Stigma and
Isolation

\/ *  Friendly clinic staff
\/ » Peer mentorship / support

Lack of
Social Support

N~

Depression
and Suicidality

\/ * Friendly clinic staff
\/ ¢ Peer mentorship / support
\/ * Phone calls, tracing, home visits
. * Intensive counseling and
Disengagement education
from Care .

\/

4 | DISCUSSION

Adolescents in this study experienced a high burden of trau-
matic experiences, particularly related to sexual and physical
violence, enacted stigma, losses of parents or peers and sev-
ere illness. We found that the multiplicative and intersecting
effects of trauma, stigma (enacted, anticipated and internal-
ized) and lack of social support, resulted in hopelessness and
disengagement. There emerged a cascade of factors which
may represent key areas for intervention to support mental
health and retention in HIV care. These include not only the
provision of mental healthcare, but also preventing or
addressing violence, trauma and stigma, and reinforcing social
and familial support surrounding vulnerable adolescents. In
this conceptualization, supporting retention in HIV care
requires a trauma-informed approach, both in the individual-
ized care of ALHIV, and in the development of evidence-based

( Contributing Factors or Cascade of
Examg o Factors from Examples of Current HCW
L p Trauma to Approaches

* Assessments for trauma

* Sensitization around trauma

* Re-locating the adolescent to
a safe home

* Law enforcement involvement

¢ Family intervention and
counseling

groups for HIV

* Support groups for survivors
of rape, violence

¢ Counseling, CBT approaches

¢ HIV education and stigma
reduction for caregivers,
teachers

groups for HIV

* Support groups for survivors
of rape, violence

¢ Financial assistance

* Social work involvement

¢ Family intervention and
counseling, CBT

* Assessments for depression
* Counseling, CBT approaches
* Psychology referral

Flexibility and adaptability of
clinic visits on re-engagement

Figure 3. Example contributing factors and healthcare worker approaches within a cascade from trauma to disengagement among adoles-

cents living with HIV.
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strategies, policies and resources to support adolescent
health.

We observed a predominance of sexual and intimate part-
ner violence impacting adolescents in this study. This included
situations where sexual assault resulted in HIV infection,
reflecting a critical target for prevention globally [31]. This find-
ing is consistent with reports that sexual violence against ado-
lescents in Kenya is high, impacting a range of health outcomes
[32-36]. It is difficult to overstate the burden of sexual trauma
among these adolescents who had disengaged from HIV care,
and the unmet need for strategies to address it. We further
noted that trauma was expressed predominantly among female
ALHIV, and that this may reflect a disproportionate burden of
trauma. Other contributions to this finding may include the
greater number of female participants and/or cultural expecta-
tions that males may not express trauma readily.

This study is consistent with previous research that has
found a predominance of sexual, physical violence and PTSD
among women living with HIV; an association of trauma with
poor outcomes; a cumulative effect of trauma on health out-
comes; and important contributions of stigma, poverty, low
social support and depression to poor HIV outcomes after
trauma [23,37-45]. Understanding pathways from trauma to
poor health outcomes is an area of ongoing investigation [42].
This study adds to this work by elaborating adolescent narra-
tives of trauma; triangulating these with caregiver and HCW
narratives; elucidating pathways from trauma to disengage-
ment and conceptualizing targets for intervention across mul-
tiple levels within a conceptual model.

Strategies are needed to provide trauma-informed care to
ALHIV [15,46-50]. Key targets for intervention may centre on
preventing, addressing, or mitigating each of the contributing
impacts of trauma, stigma, lacking social support and mental
health disorders. The cascade towards disengagement is not
an inevitable progression; even after significant traumas,
HCW described how their work in these areas supported ado-
lescents coping with trauma to continue in care and achieve
healthy outcomes. There is a need to study and expand inter-
ventions or packages that may work across multiple targets of
this cascade to optimally support adolescents, including those
who may not have disclosed underlying trauma.

Peer mentorship, for example is highlighted by this study as
a critical intervention that addresses multiple levels of the cas-
cade from trauma to disengagement. Peer mentorship mitigates
against the stigma and isolation that adolescents’ experience,
bolsters social connectedness and links adolescents to more
intensive psychological counselling and support. As such, peer
mentorship forms a crucial component of trauma-informed care
for adolescents, who may particularly rely on the lifeline that
peers provide [6,7,51,52]. Our findings suggest a potential role
for peer mental health counselling, such as the “friendship
bench” model, or group-based mental health interventions [53-
56). They also further bolster evidence for peer-based care
models for adolescent HIV care [6,10,57-59].

Adolescents in this study described significant mental health
needs. Research has found massive underdiagnosis and
undertreatment of mental health disorders in Kenya, as in
other settings [60,61]. There is an urgency to build up mental
health services and capacity, including by developing a cadre
of mental health professionals or supporters and investing in
strategies to disseminate mental health interventions. While

AMPATH provides mental healthcare, in this study we focused
on disengaged adolescents, whose experiences illustrate gaps
for highly vulnerable adolescents. These may relate to limita-
tions in the provision of mental health services in contrast to
the number of adolescents with underlying trauma or mental
health disorders. Validated and culturally appropriate tools are
needed for screening and management of trauma and depres-
sion among adolescents in HIV care settings [62]. Few studies
have examined trauma interventions among individuals living
with HIV, particularly in sub-Saharan Africa. Cognitive beha-
vioural therapy approaches and support groups may be
promising, and have recently been studied in South Africa and
Rwanda among women living with HIV with experiences of
trauma and sexual violence [43,63-66].

Stigma and lack of social support are critical mediating fac-
tors to disengagement after trauma [67-70). Indeed, these
challenges may underlie limited access to both mental health
services and HIV care, despite the availability of quality ser-
vices. Strategies are needed to bolster peer, familial or social
support for ALHIV to enable them to access services for both
HIV and mental healthcare [2,71,72]. These may include family
therapy, as well as school- or community-based interventions.

Because this analysis focused on trauma in narratives of dis-
engagement, this work does not exhaust additional reasons for
disengagement, nor does it reflect other dimensions of adoles-
cents’ lives beyond HIV care, in which they may have been
managing better [73,74]. Our research objective to understand
pathways from trauma to disengagement was facilitated by rig-
orous qualitative methods. The validity of our findings is sup-
ported by triangulation among disengaged adolescents,
caregivers and HCW at a range of sites, whose narratives both
supported and elaborated on each other. Furthermore, our
analysis benefitted from close interrogation of the data and
analysis by multiple investigators with experience with ALHIV
in this setting. In addition, our findings are broadly consistent
with those of other studies of ALHIV in sub-Saharan Africa
[6,7,9-11,68]. Finally, a major strength of this study is the inclu-
sion of ALHIV who have disengaged from care in in-depth
interviews, as their experiences and narratives are critical to
understanding the challenges of retention in HIV care.

5 | CONCLUSIONS

Trauma is a major factor underlying adolescent disengagement
from HIV care. Among disengaged adolescents, high burdens
of trauma were compounded by stigma, isolation and lack of
social support. These factors contributed to worsened mental
health, poor adherence and disengagement. This cascade rep-
resents key targets to prevent or respond to trauma; to sup-
port social, emotional and mental health; and to bolster care
engagement and adherence for adolescents who have experi-
enced a range of trauma. There is a crucial unmet need for
mental health and social support among adolescents facing
trauma and mental health challenges which greatly impact
their ongoing care for HIV.
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