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Abstract

Although more than 90% of youth perinatally infected with HIV live in sub-Saharan Africa, little is known
about the psychosocial factors that impact their wellbeing, or how these youth cope with these challenges. The
purpose of this study was to identify the psychosocial challenges and coping strategies among perinatal HIV-
infected adolescents in Uganda. In-depth interviews were conducted with a purposive sample of 38 HIV-
infected adolescents aged 12—19 years at a large HIV treatment center in Kampala. Data were analyzed
thematically to identify themes and domains related to stressors and specific coping strategies. Psychosocial
challenges included stigma/discrimination, relationship challenges such as HIV status disclosure, and medi-
cation difficulties. Coping strategies included medication adherence, concealment or limited disclosure of HIV
status, treatment optimism, social support, rationalizing, social comparison, spirituality/religiosity, avoidance,
and distraction. Age and gender differences also emerged: younger participants generally lacked specific coping
strategies; compared to females, male adolescents reported greater use of avoidance/distraction techniques.
Findings underscore the need to address stigma within homes and schools, and to equip adolescents with the
comprehensive knowledge and skills to address their varied challenges.

Introduction

ANTI-RETROVIRAL TREATMENT (ART) has dramatically
reduced HIV/AIDS mortality and morbidity among HIV-
infected persons,"* transforming HIV/AIDS from a death
sentence into a chronic illness. At present, UNAIDS estimates
that approximately 3.3 million children are living with HIV/
AIDS, 90% of whom live in sub-Saharan Africa.® In 2012,
approximately 2.1 million adolescents were living with HIV*
(ALH) worldwide. In Uganda, approximately 100,000—
150,000 are adolescents aged 10-19 years are living with
HIV.* This population constitutes the maturing cohort of
children perinatally infected with HIV. Despite advances in
HIV care, ALH face numerous psychosocial challenges, aris-
ing from the complexities of negotiating the challenges of
adolescence within the context of a highly stigmatized and
life-threatening illness.”™®

HIV stigma has been defined as the social discrediting and
devaluation of HIV-infected pelrsons.9 For ALH, their HIV
status is a concealable stigmatized identity (CSI)'° but this
does not mitigate the impact of HIV stigma. Stigma impacts
HIV-infected persons through concomitant mechanisms
specific to how people react to the knowledge that individuals
either do (HIV-infected) or do not (HIV-uninfected) possess
the devalued attributed.”''~'* Among HIV-infected persons,
there at least three important stigma mechanisms, including
enacted stigma, anticipated stigma, and internalized stigma.
These mechanisms manifest in three predominant ways:
prejudice, stereotyping, and discrimination,”'3'* and may
negatively affect the psychological, behavioral, and health
outcomes of HIV-infected persons. HIV stigma has been
associated with increased psychological distress,'*!'> poor
physical health and quality of life,'®!” low social support,'®
and risky health behaviors such as medication hiding and
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non-adherence to ART,]9 and sexual risk-taking and non-
disclosure of HIV status to sexual partners.!!-20-23

Informed by the stress and coping theory,>* researchers
have argued that stigma is a stressor that can upset the
physical and psychological well-being of a person, and re-
quires action to restore balance.>> To manage these stressful
demands, individuals may employ different coping efforts,*
including problem-focused strategies directed at changing
a stressful situation, or emotion-focused strategies directed
at changing the way one thinks or feels about a stressful
situation.?> Similar to persons living with other concealable
stigmatized identities and who possess other chronic illnesses,
ALH employ a variety of coping strategies including secrecy,
denial, deception, social withdrawal, and social support, all of
which have different implications for their well-being. The
type and complexity of coping strategies may vary with the
adolescent’s age26-28 and gender.”*** Consequently, it is vital
to contextualize how age and gender influence the psycho-
social challenges and coping strategies of ALH.

Understanding how stigma manifests in ALH’s lives is im-
portant to developing effective programmatic or policy inter-
ventions. Only a few studies have explored the psychosocial
challenges of ALH in sub-Saharan Africa highlighting stigma
and discrimination, lack of medical adherence, concerns about
HIV status disclosure, poverty, poor academic performance,
and psychological distress as major challenges.>'—3* Half of
these studies is quantitative in nature,‘“’34 which limits our
ability to have a rich description of how ALH cope with these
psychosocial challenges. Therefore, the purpose of this article
is to contribute to this literature by focusing on ALH in a
resource-limited setting (Uganda) and highlighting both
the stressors and coping strategies employed by ALH in order
to identify and inform the development of evidence-based
programs, as well as recommendations for future practice and
research.

Methods
Study design

We conducted semi-structured interviews between August
and November 2011 with a convenience sample of 38 peri-
natally HIV-infected adolescents receiving HIV care from
Joint Clinical Research Center (JCRC), a large HIV treat-
ment center in Kampala (the capital city of Uganda), which
provides care to approximately 2000 HIV-infected children
and adolescents. A purposive sampling strategy was used to
ensure a balance of male and female respondents and a broad
distribution of respondents across the age spectrum (13-19
years). ALH were eligible to participate in this study if they
were 13-19 years of age, enrolled in care at the JCRC, and
fully aware of their HIV status. A minimum age of 13 years
was elected to ensure respondents had the cognitive cap-
abilities to meet the broader aims of the study.

Procedures

Authors (MM and JB) approached potential respondents
during their scheduled clinic visits. To avoid unplanned dis-
closures, each adolescent’s disclosure status was verified by
inquiring about the purpose of their visit to the clinic; only
adolescents reporting HIV care as the reason for visiting the
clinic were provided with information about the study. The

research team monitored enrollment throughout the study and
adjusted recruitment to ensure balance on these parameters (age
and sex). Study recruitment ended when all emerging themes
had been adequately explored and interviews did not yield any
new theme, indicating saturation had been achieved (hence the
final sample size of 38 respondents). MM and JB, both of whom
have experience in qualitative research methods, conducted the
interviews in English or Luganda (local language), depending
on the adolescent’s language preference. Interviews were
conducted face-to-face in a quiet private room at the clinic; the
authors utilized a semi-structured interview guide.

This study was part of a larger study exploring the lived
experiences of perinatally infected HIV-positive adolescents
in Uganda. Respondents were asked to describe the varied
challenges they have encountered since learning of their HIV
status. Follow-up probes were used to elicit HIV-related
challenges if not spontaneously mentioned. Subsequently,
respondents were asked to describe how they address these
challenges and which coping strategies they have employed.
The interviews generally lasted 30-45 min and were audio-
taped. The tapes were transcribed verbatim, removing any
personal identifying information. Interviews conducted in
Luganda (four interviews) were transcribed in Luganda and
then translated into English. Tapes were transcribed by a
college student trained in secretarial studies, and the accuracy
of the transcriptions was verified by MM and JB.

All participants provided informed assent and parental/
caregiver consent (if below 18 years of age) prior to partici-
pating in the study. Participants received 7 US dollars in con-
tribution towards transportation costs. Ethical approval for this
study was received from Joint Clinical Research Center and
Uganda National Council for Science and Technology and
University of Michigan Institutional Review Boards. Consistent
with national guidelines, we received clearance for the study
from the Uganda National Council for Science and Technology
and from the Research Secretariat in the Office of the President.

Data analysis

Data analysis was grounded in the phenomenological
approach to qualitative inquiry, which describes the meaning
for several individuals of their lived experiences of a phe-
nomenon.” To avoid imposing existing theoretical frame-
works or prioritizing respondents’ experiences, this study
utilized open thematic analysis’® to identify emerging
themes. Two authors (MM and JB) individually conducted
the initial close read of all the transcripts to familiarize
themselves with the data, identify emerging themes, and
mark appropriate text in the transcripts that exemplified
each theme. Each author developed a set of codes individu-
ally and then met to compare themes. Codes were compared
for differences and similarities, and then grouped into cate-
gories. Themes were generated based on interpretation of
the underlying meaning of the categories. For example, codes
such as separation of utensils, unequal treatment at home,
and refusal to play with siblings were categorized as dis-
crimination, and thematically interpreted as stigma. A coding
scheme including a main theme, sub-themes and exemplary
quotes was developed, and this was expanded as new themes
emerged from the data during the transcript recode. MM and
JB met weekly to compare themes and meaning in order to
ensure uniformity in interpretation of codes. Codes were



Downloaded by University of Michigan e-journal package from online.liebertpub.com at 12/08/17. For persona use only.

88

TABLE 1. DESCRIPTIVE CHARACTERISTICS
OF RESPONDENTS

Percentage (count)

Age
Mean (SD) 16.9 (3.4)
Sex
Females 52.6 (20)
Males 47.4 (18)
Currently enrolled in school
Yes 82 (31)
No 18 (7)
Orphanhood status
Both parents alive 18.4 (7)
Lost one parent 42.1 (16)
Lost both parents 39.5 (15)
Type of caregiver
Biological parent 44.7 (16)
Uncles or aunties 15.8 (6)
Grandparents 21.1 (8)
Siblings 7.9 (3)
Other (e.g., group homes, 13.2 (5)
good Samaritans)
Average age at disclosure
Mean (SD) 13.0 (3.3)
Average duration (years)
since disclosure
Mean (SD) 4(2.1)

Average duration (years)
on anti-retroviral therapy

Mean (SD) 4 years (2.2)

reviewed and evaluated to ensure inter-coder reliability, and
any discrepancy was resolved through a team discussion.

In analyzing these data, we found that certain stigma and
disclosure dominate the experiences of all respondents and
impel most of the reported challenges; as such, the results are
presented in order of the most dominant to least dominant
themes to provide a logical narrative to respondents’ experi-
ences and avoid privileging experiences of the majority.
Consistent with the stress and coping theory, we sought to
identify problem-focused and emotion-focused coping strate-
gies. During data analysis, we found that some efforts could be
utilized as both problem-focused and emotion-focused coping
strategies. For this reason, coping strategies are presented
without distinction between problem-focused or emotion-
focused efforts, even though the stress and coping theory
conceptualizes these strategies as distinct functions.

Results
Demographics

A total of 38 adolescents participated in this study; 53%
were female. The average age of the participants was 16.9
years and 31 (82%) participants were attending school. Other
summary statistics are described in Table 1.

Psychosocial challenges

HIV stigma. Internalized stigma, anticipated stigma, and
experienced stigma emerged as the main stressors described
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by participants. Several respondents reported feeling differ-
ent from their peers due to their HIV status because of their
illness and they also had to take medications to survive, and
they had internalized negative stereotypes about HIV:

Up to now, I feel different from other children. Someone who
looks miserable without HIV is far better than a person who
looks healthy with HIV. [Who told you?] It’s how I know it and
1 believe it’s true (Female, 17 yrs)

All respondents expressed concern and fear of gossiping,
ridicule, teasing, and loss of friendships if their HIV status
were to be known. Several participants reported experiencing
discrimination in both school and home environments. At
school, stigma was perpetuated by peers and teachers:

I don’t want them [friends] fo pity me and gossip about me
(Female, 18 yrs)

At first, when I took those medications 1 was in boarding
school. I was coughing all the time and children were
laughing at me and I felt bad...I don’t know how the matron
got to know but she knew and told them...they back-bitted
[gossiped] me whenever I passed (Female, 18 yrs)

At home, acts of discrimination included separation of
plates, utensils, and shower basins, as well as taunts about
their status. A few respondents reported unequal treatment
such as enrollment in inferior schools compared to non-HIV-
infected children in the household and not being allowed to
play with non-HIV-infected siblings. Respondents attributed
this stigma and discrimination to lack of knowledge and
misconceptions about HIV transmission.

Disclosure. Stigma also manifested as fear of uninten-
tional disclosure of HIV status. This challenge was most
frequently reported by adolescents attending boarding
schools, where the lack of privacy in school dormitories and
perceptions of lack of confidentiality among school staff
heightened the risk of such unwanted disclosure. Adolescents
went to great lengths to avoid acts that could arouse suspi-
cions about their status, for example, by avoiding the use of
noisy pill bottles, by not taking medications in the presence of
their peers, or frequenting the school clinic, and by not as-
sociating with known HIV-positive peers, etc. Fear of dis-
closure was not limited to the school setting: several
participants reported limited disclosure of their HIV status at
home, and this secrecy was most often enforced at the request
of the parent or caregiver. A few adolescents opted not to
disclose their status to family members out of fear of possible
discrimination, loss of information control, and a desire to
avoid pity:

Even at home the children don’t know. They see me and ask
but mum tells them I have malaria and they don’t care. Mum
tells me not to tell them...maybe in the future. (Female, 18 yrs)

A majority of respondents reported difficulty of disclosing
their HIV status to peers and sexual partners as these could
result in loss of friendships and lead to further stigmatization;
others simply want to avoid pity or gossip:

1t’s very hard to tell people you are positive, you may even lose
your friends. They may not live with people who are positive
because they think they may get infected. Like at school, they
give me some things and I also give them so they may fear to
get infected. (Male, 14 yrs)
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I don’t want them [friends] to pity me and gossip about me.
(Female, 18 yrs)

The lack of disclosure reinforced adolescents’ sense of
isolation from both siblings and peers, heightened their
emotional distress, and undermined their ability to adhere to
their medications and seek social support, particularly when
the lack of disclosure occurred within the family:

I have HIV and others don’t have it especially at home. [How
does that make you feel?] I feel bad a little. (Male, 19 yrs)

It’s only my mother who knows and she is not at home all the
time. (Male, 18 yrs)

Fear of transmitting HIV to their sexual partners was also
expressed in their narratives. Only three (all female) of the
eleven respondents in a relationship had disclosed to their
partner. The outcomes of these disclosures were all positive:
two respondents had HIV-negative partners who chose to
continue the relationship; the other respondent was not
aware of her partner’s status since he was afraid of testing.
Other respondents in relationships also wished to disclose to
their partners but they were afraid of abandonment or dis-
closure of their status to other people. However, these re-
spondents were concerned about transmitting HIV to their
partners:

[Do you have a boyfriend?] Yes. [Does he know your sta-
tus?] No...someday I will look for ways because I have to
tell him my status. [Do you know his status?] Yes, he tested
and told me and he told me to also go and test but I pre-
tended. [Are you planning to have sex with him?] No, 1
don’t want to give him the disease. They say that people
who had AIDS they keep quiet and give it to others but |
don’t want to give my boyfriend the disease; I want to first
tell him [when do you plan to tell him?] I don’t know but
not now. (Female, 17 yrs)

Adherence. Medication-related stressors also emerged as
a common theme. A majority of respondents reported that it
was burdensome to take medications every day, swallow big
tablets, and experience medication side effects. These chal-
lenges were augmented by the fear of HIV-related stigma and
lack of disclosure, which created an enormous obstacle to
adolescents’ medication adherence. Adolescents avoided
taking medications in the presence of their peers to avoid
questions about their health status. Several respondents re-
ported intentionally missing or postponing doses, or even
throwing away medications:

They [drugs] make me feel lazy. I get a feeling of like they are
stuck in my throat even if they are not actually stuck there and
then also I feel like vomiting. (Female, 18 yrs)

I cannot tell my friends about my status and to me that means 1
am not normal. 1 am also not free to take my drugs when
everyone is watching. (Female, 18 yrs)

You know you take them when everyone is looking especially
in boarding school. I used to just throw them away. [Why?] 1
was scared for people to know I was infected...they would
laugh at me. (Male, 18 yrs)

Respondents’ narratives also highlighted institutional
barriers to adherence among school-going adolescents, with
clear distinctions between adolescents attending day school
and boarding school. For adolescents attending day school,
adherence challenges were related to their daily routines such

as waking up late or returning home late contributed to
missed doses:

I have to take the medicine every morning then go to school
but sometimes I am late so I forget. (Female, 14 yrs)

Adolescents attending boarding schools faced challenges
related to school structures and organization, including a lack
of privacy in dormitories due to overcrowding, and school
routines such as early morning classes that were also dis-
ruptive to adolescents’ medication regimens, particularly if
drug dosing times were later in the day. A few respondents in
boarding school reported keeping their medications with
nurses at the school clinic as a way of circumventing the lack
of privacy in the dormitory, but these medications were oc-
casionally inaccessible if the clinic was locked or the nurse
was away. Other respondents were opposed to keeping their
medication with the nurses for fear that the frequent visits to
the clinic would arouse questions about their health status,
leading to suspicions about HIV, or expressed concern that
the nurses would reveal their HIV status to other people:

You know at school they chase us out of the dorms very early
for preps and sometimes I leave my medicine behind when 1
can’t go back and get it. (Female, 16 yrs)

We have a hospital at school where I keep it so when the time
reaches I go there and take it...sometimes the nurses are not
there and the rooms where I keep it are locked so I have to wait
there. [Why don’t you take it in your room?] It’s not safe
there; first of all, we are many in the room. (Male, 18 yrs).

Coping strategies

Social comparison and rationalization. Some adolescents
reported finding comfort in the knowledge that they were not
the only persons living with HIV. This was particularly
common among respondents whose parents/caregivers or
siblings were also living with HIV, as they also provided
support with medication adherence and information on pos-
itive living:

I am not the first and last person to have HIV. (Female, 15 yrs)

I have my sister who is also on a lot of drugs and she is there at
home. So she takes hers and I also take mine. (Female, 18 yrs)

Comparison to both HIV-negative and HIV-positive peers
was also common, particularly in relation to dealing with the
hassles of taking medications every day, high pill burden, and
even accepting their HIV status:

There are those who say that they are not infected but I look
healthier than they are. (Female, 16 yrs)

In fact I am happy with the drugs because some children take
more than that. (Female, 17 yrs)

1 am happy with it because there are some diseases which are
bigger than this disease like cancer. (Female, 18 yrs)

Treatment confidence. Anti-retroviral treatment (ART)
emerged as an important accessory to coping with HIV.
Treatment-related confidence was very high among respon-
dents, as they were keenly aware of the importance of ART in
reducing the risk of death, preventing recurrent illness, and
prolonging their lives. ART was central to adolescent’s
strategy to avoiding stigma and discrimination as it reduced
or eliminated any physical signs of HIV-infection, particu-
larly skin lesions which could arouse suspicion about their
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HIV status, allowing respondents to blend in with their un-
infected peers:

Taking my drugs because it gives me confidence that I will
live. (Male, 19 yrs)

I remember what they told me that I will be fine if I took my
medicine. (Male, 18 yrs)

You know at school there is a student in the same situation like

me [HIV positive] and for them they have scars even. (Female,
15 yrs)

For the majority of respondents, taking medications had
become a matter of routine, having successfully integrated
this task into their daily routine:

1 have a clock but even if I don’t look at it, I just know its time.
(Female, 16 yrs)

Since I began some years back, I am used to the time to take it
so it is difficult to forget. (Male, 17 yrs)

Respondents also provided specific examples of techniques
used to manage their medications and ensure adherence. Re-
spondents in day schools relied on reminders including phone
alarms and verbal reminders from parents/caregivers. Adoles-
cents in boarding schools had developed specific strategies to
deal with their unique circumstances, and these included: setting
discrete phone alarms, carrying pills in their school bag, using
pill bottles, keeping medications at the school clinic or seeking
permission from school authorities to return to the dormitories
during class time in order to take their medications:

Actually I have a bed rest permit so at 7 o’clock when others
are in class, I go to the warden and he gives me the key to the
dorm. So I pretend I am going to rest and I take my medicine. [
told the warden I have problems with my heart. (Male, 16 yrs)

In a few instances, respondents reported receiving re-
minders from teachers and significant others, while others
had disclosed to a trusted friend(s) to avoid hiding when
taking their medications in the dormitory. Only one respon-
dent had disclosed to a trusted teacher who could remind her
to take their medications:

One time, they [friends| asked me why I have to take tablets all
the time and I told them I have a heart problem but I told one of
them the truth. I just felt like it. At school, we have this nurse
who tells us to keep our drugs and not show them to anyone but
since I am used, I just take them openly. (Female, 18 yrs)

Avoidance and distraction. Respondents reported that
health providers had counseled them to avoid worrying about
their HIV status as it would lead to poor health outcomes such
as poor drug response and early death. Majority of respon-
dents engaged various techniques to “‘try and forget about
being HIV positive,”” and also ‘‘to avoid worry.”” Distraction
techniques included burying embedding oneself in work
(academic or house chores), chatting with friends, listening
to music, playing sports etc. The frequency of using avoid-
ance and distraction techniques was highest among younger
(12—-14 years) and female respondents:

Sometimes you have to forget those things and live like others
but in my heart I cannot forget. (Male, 14 yrs)

Secrecy. Another frequently utilized coping strategy was
concealment of HIV status, either through non-disclosure,
limited disclosure to a few trusted persons, or both. A few
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respondents resorted to social isolation in a bid to stem off
questions about their illness.

1 used to isolate myself from my friends. 1 felt like I was alone
who had that disease and as I continued my studies, my friends
told me about their situations and I could not tell them about
mine because I was embarrassed. 1 felt good though and very
close to them. (Male, 13 yrs)

Non-disclosure was utilized to avoid stigma and its conse-
quences such as loss of friendships, gossip, or discrimination.
Respondents who had not disclosed their status generally at-
tributed their frequent illnesses or medication use to more
socially acceptable diseases such as heart disease or sickle cell
anemia.

1 take my drugs and trust no body with my status. (Male,
17 yrs)

They don’t know I take this medicine. I always tell them I have
some heart problems and you see I am not a talkative person at
school so not many ask me. (Male, 18 yrs)

Social support. Limited disclosure occurred in the con-
text of trusting relationships with peers, partners, teachers,
health workers, and religious leaders. It was utilized to mo-
bilize practical support (e.g., adherence support) and emo-
tional support. HIV-related social support included help with
remembering to take their medication, informational support
about HIV, and emotional support to deal with the isolation or
distress related to HIV:

1 didn’t find any problem [with the drugs] because my mum
used to encourage me to take it a lot. She was also on drugs so
whenever she took hers, I also took mine. (Female, 15 yrs)

1 am lucky that my aunt gives me a lot of company. Even if you
are seated alone, she does not let you. She takes me for a walk
and we chat. (Male, 18 yrs)

1 get advice from my counselors and my mum, and there is also
a good friend of mine I told and she told me I will be fine I took
my medicine. (Female, 17 yrs)

Respondents also utilized limited disclosure to enhance
bonding in personal relationships, for example, to remove any
secrets between themselves and their peers or partners, yet
only a minority of respondents reported seeking social support
from peers and partners, and only if they had disclosed to these
persons.

Spirituality and religiosity. Praying emerged as another
important coping strategy. Respondents reported praying to
God to give them the strength to persevere through chal-
lenges, and achieve their life aspirations. However, none of
the respondents reported relying on prayer alone; as indicated
in the exemplary quotes below, this mechanism was used in
tandem with other coping mechanism:

My trust is in God and the fact that 1 take my medication.
(Female, 16 yrs)

1 pray to God to give me the strength not to give up. (Female,
14 yrs)

Discussion

Numerous studies have enumerated the HIV-related
stressors and coping strategies of ALH in developed
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countries,7’8’37413 but only a few studies have been conducted
in resource-limited settings.**"***¢ Our study builds on
this literature by providing a contextualized description of
psychosocial challenges and coping strategies of ALH in a
resource-limited setting. Similar to prior studies,*' 34748
HIV stigma within home and school contexts and medication
difficulties remain pertinent issues for ALH in Uganda. The
ubiquity of stigma in ALH’s narrative is consistent with re-
sults of the HIV Stigma Index, which found that HIV-related
stigma is still common is Uganda.*® ALH attributed stigma to
the lack of knowledge or misconceptions about HIV. Indeed,
results of household surveys in Uganda indicate low levels of
comprehensive HIV knowledge among young people.”’*!
Among persons living with HIV, stigma constrains access to
social support within their networks, and increases risky
health behaviors non-adherence to ART and unprotected
sexual intercourse.***3* However, the effects of HIV stigma
extend beyond the needs of persons living with HIV: stigma
has been shown to impact utilization of health services
including HIV testing and treatment***>3 and discour-
age positive health behaviors such as disclosure to sexual
partners.S(’_58

Respondents utilized a number of strategies to cope with
these challenges, including treatment optimism, secrecy,
avoidance and distraction, social support, social comparison
and rationalization, and spirituality/religiosity. These coping
strategies are consistent with the stress and coping literature
to the extent that they could be categorized as problem fo-
cused strategies (e.g., adherence skills, mobilizing social
support), or emotion-focused strategies (e.g., distraction and
avoidance, rationalization and social comparison, spiritu-
ality and religiosity).

The challenges and coping strategies highlighted in this
study have also been identified among persons living with
other concealable stigmatized identities.>'* We found that
experiences of enacted, anticipated, and internalized stigma
were common in ALH’s daily life experiences. Enacted stigma
was evident in respondents’ narrative of separation of house-
hold utensils, bullying and gossiping by peers, and limited
socialization within their homes and schools. These events
were often mentioned as leading to distress, concealment of
HIV status, and non-adherence to ART. Internalized stigma,
manifested in respondents’ endorsement of negative state-
ments and attributes about HIV-infected persons, affected
ALH’s self-worth and self-esteem. Anticipated stigma, in-
cluding fear of discrimination and fear of being ostracized due
to internalized stigma and the perceived inevitability of en-
acted stigma, was also discussed as influencing disclosure to
peers and sexual partners as well as non-adherence to ART.
The consequences of HIV-related stigma documented in this
study are consistent with reports from prior studies: emotional
distress,> 396! poor adherence to ART, %6264 5 disclo-
sure of HIV status to sexual partners,’>®> and constrained
access to social support;*>*®* all of these outcomes are se-
rious public health implications including poor virologic
suppression and immunologic responses to ART, leading to
drug resistance and accelerated progression to AIDS,*-60:63
and an increased risk of transmitting HIV .56

The home and school environments are the most salient
socio-ecological contexts for adolescent wellbeing and de-
velopment. Arguably, the presence of adversity within these
contexts undermines the well-being of all ALH. Adolescents

living with a chronic illness typically rely on their families for
social support.”®” In our study, ALH noted how they are un-
able to disclose their status and fear discrimination from family
members. ALH attributed the nondisclosure or limited social
disclosure of their HIV status to their parent/caregiver’s con-
cerns about potential discrimination within the home. Re-
spondents’ narratives on stigma and its consequent outcomes
including the limited social disclosure of HIV status within
their households and among peers highlight the delicate fra-
gility of ALH social support networks, which has several
implications for their health and wellbeing.

Among perinatally-infected ALH, there is often an in-
trinsic relationship between the parents’ and adolescent’s
HIV status—disclosure of the ALH’s status may inevitable
disclose the parent’s own status. Therefore, the lack or
limited disclosure of ALH’s status may reflect the parent’s
concern about revealing their own HIV status (if they have
not yet disclosed), fear of alerting other children in the
family of their potential HIV infection, or be attributed to
the parent or caregivers’ personal struggle with the man-
agement of HIV within the family system. Even for non-
HIV infected caregivers, concerns about the possibility of
associative stigma, that is, stigma resulting from their close
relation to a person living with HIV,"® may result in enacted
stigma toward ALH. Future research examining the role of
stigma on ALH’s family dynamics and social support pro-
vision is warranted. For example, it remains unclear whe-
ther the inconsistency in prior studies regarding the
relevance of social support to ALH’s wellbeing3°->3-%% could
be confounded by experiences of stigma within the family
system. By examining these complex relationships, re-
searchers and practitioners may be able to develop inter-
ventions to address family-based stigma and enhance the
provision of social support to ALH.

Our analysis found that stigma within schools represents a
serious challenge for ALH. In Uganda, adolescents attending
day schools spend more than 10 h a days in these contexts, or
live in boarding schools. The experience of enacted stigma
within this context even more distressing because ALH may
not have safe spaces to build community, disclose, or take
their medication. Further, adolescents’ narratives highlight
how some ALH felt that adults within the schools (e.g.,
teachers, school nurses) may not be particularly responsive to
their needs. The consequences of stigma within schools
should not be taken lightly as it has deleterious effects on
ALH’s well-being, including their adherence to ART and
school engagement. In this study, several respondents re-
ported the changing schools, being unable to concentrate in
class, and withdrawing from class participation following
involuntary public disclosure of their HIV status to peers.
Although the emphasis on ALH’s well-being tends to focus
on their health status, these findings also suggest that ALH’s
psychosocial development (e.g., academic achievement) may
be compromised due to stigma.

In Uganda, only two published interventions have at-
tempted to address HIV stigma,®®’° yet neither focused on
stigma within schools. Although HIV education is part of the
school curriculum in Uganda,”’72 the impact of what is
discussed and how it is delivered on HIV stigma is not clear.
For example, lessons often focus on imparting knowledge
about HIV transmission and prevention, rather than creating
contexts where youth may learn and question the social
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processes that produce or reinforce HIV-related stigma or
understand the effect of stigma on persons living with HIV.
An evaluation of the school based HIV and AIDS curriculum
in Uganda reinforces our concern, as the evaluation found
that the curriculum was not effective due to lack of classroom
time and fear of controversy among teachers.”> Therefore,
our study findings also suggest a need for future research to
identify strategies to reduce HIV-related stigma within
schools settings and to mobilize social support.

Our study findings highlight several challenges that are
unique to developmental stage of ALH including structural
barriers in the family and school setting. However, it is im-
portant to note that not all disclosures of HIV status had
negative outcomes. In this study, respondents who narrated
disclosing their HIV status to sexual partners reported posi-
tive outcomes from their disclosures. This finding is consis-
tent with results of prior studies conducted in Uganda.’’
Disclosure of HIV status is critical to preventing HIV trans-
mission among sero-discordant couples.”*”* Success stories
of positive outcomes following disclosure to sexual partners
could go along way in advancing stigma reduction messages,
and promoting disclosure among people living with HIV who
are reluctant or fearful of negative repercussions (e.g., vio-
lence, rejection). In order to build interventions that could
promote such positive outcomes, future research examin-
ing what qualities or attributes within these relationships
helped to promote disclosure and to mitigate potentially
negative outcomes is warranted. Our study findings suggest
that the psychosocial challenges of ALH globally do not
differ markedly, particularly when it comes to issues such as
medication adherence, stigma and discrimination, and men-
tal health disorders. As such, existing interventions such as
EVOLUTION"® have potential applications among ALH in
Uganda, if adapted to the local context.

Interpretation of our findings is subject to several limita-
tions. Our qualitative study recruited a convenience sample of
ALH who attend a large urban HIV treatment center. As such,
the respondents’ experiences may differ from adolescents
living in rural areas or who do not have access to a local
treatment center. Nevertheless, our study highlights several
opportunities to promote the well-being of ALH, including
interventions aimed at promoting disclosure within homes,
addressing parental attitudes towards disclosure,”*’® elimi-
nating stigma within schools, harnessing the potential support
of teachers and school clinic nurses in promoting adherence,
and providing social support to ALH. These findings provide
information that could facilitate comprehensive assessment
of ALH’s needs and inform also developing intervention
strategies. This is particularly noteworthy given the paucity of
evidence-based health interventions for ALH in resource
limited settings.

There is a need to develop and evaluate psychosocial in-
terventions for ALH in Uganda. Taken together, our results
underscore the need to intensify efforts to promote HIV and
AIDS knowledge, clarify misconceptions about HIV, and
reduce HIV stigma in Uganda. These effects will be helpful in
addressing stigma within homes and school settings. Edu-
cational programs about stigma have the potential to nor-
malize stigmatized identities and communicate the value of
persons living with HIV to ALH, their peers, and broader
communities. Lastly, addressing stigma may require enacting
policies to prevent discrimination of persons living with HIV.
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