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Abstract

Background: Although schools have been identified as significant settings in the response to the HIV/AIDS
pandemic, limited research is available on how they can accommodate Youth Living with HIV/AIDS (YLWHA),
especially in resource limited countries. In this study, we explored strategies by school stakeholders (school staff,
parents/caretakers, and students) in western Uganda to care for and support YLWHA in their schools.

Methods: The article utilizes data collected between May and October, 2019 from a qualitative inquiry based on
focus group discussions and interviews with 88 school stakeholders purposively selected from 3 secondary schools
in western Uganda. Textual data was analyzed thematically involving both inductive and deductive coding.

Results: We identified 7 overarching interrelated themes in which participants reported strategies to care for and
support YLWHA: counselling and guidance; social support networks and linkages; knowledge and skills; anti-stigma
and anti-discrimination measures; disclosure of HIV status; treatment and management of HIV/AIDS; and affirmative
actions for YLWHA. Stakeholders’ strategies often differed regarding what was considered appropriate, the approach
and who to take lead in supporting YLWHA.

Conclusions: Despite the limited care and support strategies specific for YLWHA currently available in schools, our
study points to optimism and high potential given stakeholders’ identified avenues for improvement. We posit that
promoting HIV/AIDS-care and support in schools is a gradual process requiring each school to develop a strong
knowledge base about HIV/AIDS and support needs of YLWHA, develop a coherent and school-wide approach, and
collaborate extensively with external stakeholders who are significant in supporting YLWHA.
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Background
Schools ought to be inclusive spaces where all students
can participate and belong irrespective of physical, cog-
nitive, social, and emotional differences [1]. In order to
attain inclusion for Youth Living with HIV/AIDS
(YLWHA), a comprehensive education response involv-
ing the entire school structure (management, staff, stu-
dents, and parents) is necessary [2]. The school staff also
need to go beyond their academic role and take up pas-
toral and supportive care [2]. Such a response has been
found to enhance resilience processes [3] and quality of
life [4] in students living with HIV. While major chal-
lenges in terms of access to quality education for
YLWHA and school staffs’ resources to address special
needs are being observed in Sub-Saharan Africa (SSA)
[5-7], studies position schools as effective support cen-
tres [8, 9]. Similarly, the Ugandan Ministry of Education
and Sports’ national policy guidelines on HIV/AIDS pro-
mote inclusion of YLWHA in formal schooling and ad-
vocate for a multisectoral and multilevel approach to
supporting the special needs of such students [10]. Sup-
porting YLWHA in schools is particularly relevant as the
prevalence of HIV continues to rise among youth in
Uganda and other countries of sub-Saharan Africa [11]
due to high infection rates during adolescence [12] and
the scaling up of access to Antiretroviral Therapies
(ART) [13]. Both perinatally and behaviorally infected
young people are now growing into adulthood [14], ne-
cessitating a critical assessment of the HIV/AIDS re-
sponse strategies of schools where this growing number
of YLWHA is expected to spend most of the time [15].
Research on Ugandan secondary schools has shown
that YLWHA are particularly vulnerable to HIV-related
stigma, abuse, poor nutrition, mental and physical health
difficulties, and poverty [6, 16-21]. Additionally,
YLWHA often come from households that are econom-
ically challenged due to a high burden of healthcare-
related costs and loss of income due to ill or deceased
adult members [17]. As a consequence of the above, de-
cline in school enrollment, attendance, and academic
progress have been conspicuous effects of HIV among
YLWHA, with significant consequences on other life do-
mains too [17, 18, 22]. The contextual and multidimen-
sional nature of the challenges outlined above requires a
localized involvement of the key school stakeholders to
spur support around such vulnerable students.
School-based HIV/AIDS interventions in countries of
SSA have been systematically skewed towards primary
prevention and are increasingly criticized for ignoring
care and support (secondary and tertiary prevention) of
the youth already infected [23]. This is similarly so with
interventions by the Ministry of Education and Sports in
Uganda, such as peer education clubs [24], drama and
mass media campaigns [25], and the Presidential
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Initiative on AIDS Strategy for Communication to Youth
programs [26]. Care and support initiatives for YLWHA
have been mainly provided in environs external to
schools, dominated by government, non-governmental
organizations, and donor implementing partners, yet the
bulk of the burden is borne by the immediate communi-
ties wherein YLWHA spend their daily lives [27]. The
role of the schools in providing care and support to
YLWHA as well as supporting externally driven inter-
ventions and policies has received little attention despite
its potential for good outcomes [16].

In this study, employed and potential care and support
strategies for YLWHA were explored with school stake-
holders to identify advantageous avenues for promoting
HIV/AIDS competent schools. Campbell and colleagues
[27-29] define HIV/AIDS competent communities as
social settings in which people are more likely to work
collaboratively to prevent new HIV infections and to
optimize care and support for those living with HIV/
AIDS. Rooted in the socio-ecological perspective [30]
and the concept of social capital [31] in health promo-
tion, HIV/AIDS competence emphasizes interrelatedness
and interdependence of individuals and their social en-
vironment for better health outcomes [32]. The HIV/
AIDS competence framework is typified by six psycho-
social resources whose presence or absence facilitates or
hinders competence: knowledge and skills, safe social
spaces, ownership and responsibility, confidence in local
strength, solidarity, and bridging partnerships [28]. This
framework provides for social settings to make right
choices as intrinsic components of a durable and sus-
tainable HIV/AIDS strategy [33]. While building HIV/
AIDS competence is a long term process prone to
hinderances such as HIV stigma [18], community ten-
sions [34] as well as lack of knowledge, skills, and re-
sources [35], evidence is available to suggest that HIV/
AIDS competence yields positive results such as more
care and support and improved quality of life of those
afflicted [27]. We theorized that schools which deliber-
ately develop care and support strategies for YLWHA
have high potential of becoming HIV/AIDS-care and
support competent schools .

Little is known about the current and probable future
care and support strategies for YLWHA in Ugandan sec-
ondary schools. This study was motivated by the coun-
try’s aspirations of promoting inclusive education as a
fulcrum for socio-economic development against the
backdrop of schooling challenges for YLWHA
expounded in the literature. We investigated what
school stakeholders — i.e. key actors in the school sup-
portive social structures- in secondary schools of west-
ern Uganda considered as advantageous strategies to
care for and support YLWHA in their schools and how
care and support could further be developed to realize
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inclusive education for YLWHA. The study was guided
by the question ‘what do stakeholders (school staff, par-
ents and students) consider as strategies to care for and
support YLWHA in the schools?

Methods

Study design, settings and participants

We conducted a qualitative exploratory inquiry using
Focus Group Discussions (FGDs) and interviews, which
were conducted in one district of western Uganda from
May to October, 2019. FGDs were conducted in second-
ary schools and involved homogeneously composed
school stakeholder groups (school staff, students and
parents). We purposively selected three secondary
schools that were accommodating both male and female
students. We included one school from the urban, peri-
urban, and rural settings respectively, with the anticipa-
tion that care and support strategies for YLWHA in
these settings would differ due to differences in access to
resources such as space, required number and categories
of school staff, and finances. For each school, FGDs were
conducted with representatives of each of the 3 stake-
holder groups (student leaders, school staff with differ-
ent leadership roles, and parents’ committee members).
We purposively choose to engage these representatives
because by virtue of their positions, they had a good
view on the current and possible future strategies in
their schools to care for and support YLWHA. Addition-
ally, they are in a privileged position to rally and cham-
pion change within the schools. FGDs were also held
with YLWHA aged 12-19 years selected from one ART
clinic in a peri-urban setting. This group was selected
from prior research contacts at this health facility and
included members of a peer support group who were at-
tending secondary school at that time though we were
blinded to which school they were attending. After the
FGDs with YLWHA, we sought the availability of their
parents/caretakers to participate. Due to diversity in lo-
cation of these parents/caretakers and lack of represen-
tation, we could not organize a focus group. We instead
conducted individual interviews with these parents/care-
takers. We reached these parents/caretakers by phone
calls using contacts provided by YLWHA. One individ-
ual interview was conducted for each parent/caretaker at
their homes or ART clinic as they preferred. We chose
to engage YLWHA and their caretakers outside the
school settings due to concerns of unintended HIV-
status disclosure and stigma.

Data collection

FGDs were conducted with 10 groups and involved a
total of 83 participants with an average of 8 participants
per group. At each school, we sought permission from
the headteachers, who then selected a contact staff
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member to support the identification of potential partici-
pants. The staff member linked the research team with
the heads of the different school stakeholder groups.
After explaining the purpose and procedure of the study
to these heads and obtaining their permission, they con-
vened a group of their members with various leadership
roles. All the 10 groups were involved in 2 consecutive
sessions of FGDs with an interval of 1 or 2 days. In the
first session, we explored the concern/challenges and re-
sources/supports for YLWHA in school from the per-
spectives of these stakeholders. The stakeholders were
also engaged in participatory ranking [36] to identify the
hierarchy/priority of these challenges and supports. In
the second session, participants were probed to reflect
on what an ideal caring and supportive school environ-
ment would be for vulnerable students including those
with HIV/AIDS and how their schools could be im-
proved to accommodate the special needs of YLWHA.
The identified strategies were also ranked and stake-
holders were further supported to plan the future imple-
mentation of these strategies. Additional individual
interviews reached data saturation with 5 parents/care-
takers of school-going YLWHA. The interviews were
based on the same topics as the FGDs.

Two researchers conducted the FGDs and interviews
in quiet private places, using the same semi-structured
guide, included as additional file 1. The researchers’
prior research experience in the schools and with
YLWHA in these settings eased the process of reaching
and engaging participants. No participant turned down
the request to participate due to the trust that had been
built. Each session of FGD lasted for averagely 110 min
while interviews took about 75min. FGDs and inter-
views were audio recorded with consent from partici-
pants. Note taking was also done to capture main ideas
that arose as well as the non-verbal information. FGDs
with students and school staff were conducted in Eng-
lish, an official language and medium of instruction in
Ugandan schools. To avoid interrupting the learning and
teaching, extracurricular time was utilized. FGDs with
YLWHA were organized during school holiday and par-
ticipants were encouraged to use a language of their
choice. Interviews with parents and parents/caretakers of
YLWHA were done on their ideal days and in the local
language.

Ethics

Ethical approval was obtained from Uganda National
Council of Science and Technology (reference No. SS
4587) and the Institutional Review Boards of The AIDS
Support Organization in Uganda (TASOREC/009/18-
UG-REC-009) and Vrije Universiteit Brussel in Belgium
(B.UN 143,201,835,870). Informed written consent/
assent was sought from YLWHA as well as the parents/
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caretakers of minors among YLWHA. All other partici-
pants provided verbal consent. Data were anonymized in
the transcripts and reporting and were also confiden-
tially kept. Parents/caretakers, school staff, and YLWHA
were reimbursed for transport with the equivalent of 7
USD while all schools received games and sports mate-
rials as appreciation for participation of students.

Data management and analysis

Data in audio files were transcribed verbatim by post-
graduate students fluent in the languages used. FGDs
and interviews conducted in local languages were trans-
lated to English and all transcripts were checked against
the original audio recordings by the main researcher for
accuracy. Thematic data analysis [37] was conducted in-
volving inductive coding. The initial analysis involved a
group of 5 authors: EK, SV, DR, AE and JD who inde-
pendently read through 8 FGD and 2 interview tran-
scripts to get familiar with the data and develop initial
ideas to code. They then converged to discuss and
harmonize these potential codes. The developed code-
book was then used by EK to code all the transcripts in
conformity with the research question, while remaining

Table 1 Themes derived from the analysis

Page 4 of 13

open to new emerging codes. Coding was done using
the software NVivo version 10. Next, the codes together
with all extracts of data that had been coded in respect
to them, were collated into potential themes and over-
arching themes, most of which were deductively derived
from the HIV/AIDS competence framework described in
the introduction. EK and SV reviewed and refined the
themes in an iterative way that led to collapsing, reor-
dering, deletion and creation of themes. This ensured
that data within themes was coherently meaningful, dis-
tinct from that in other themes and that the entire data
breadth had been covered. Finally, we named the over-
arching themes, determined their essence, mapped their
boundaries and established the intra-theme and inter-
theme relationships to complete the analysis. Table 1
shows the overarching themes derived from the analysis.

Findings

Care and support strategies for YLWHA in schools were
located in 7 interrelated overarching themes that were
derived through the analysis: counselling and guidance;
social support networks and linkages; knowledge and
skills; anti-stigma and anti-discrimination measures;

Themes

Main themes

Peer counselling and guidance

General counselling and guidance by teachers
Professional counselling

Spiritual counselling

Sexuality and reproductive health counselling

Peer friendships

Clubs, games, and sports

In-school mentors (‘guardian teachers’)
Liaison with community resourceful people
Liaison with nearby healthcare centres

Access to information

Appropriate information about HIV/AIDS
Sensitization of all school stakeholders
Skills development

Future prospects with schooling

Non-discriminatory school policies

Child protection policy

Changing HIV/AIDS messages

Attitude to normalize HIV/AIDS

Rules and regulation against stigmatizing acts

Value of disclosure

Partial disclosure
Confidentiality and privacy
Trust for disclosure
Encouraging disclosure

School nurses

Essential medicines/first aid
Sickbay

Medication adherence support
Referrals to healthcare centres

Special meals for YLWHA
Remedial classes
Financial support

Counselling and guidance

Social support networks and linkages

Knowledge and skills

Anti-stigma and anti-discrimination measures

Disclosure of HIV status

Treatment and management of HIV

Affirmative action for YLWHA
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disclosure of HIV status in school; treatment and man-
agement of HIV/AIDS; and affirmative actions for
YLWHA. Since the current and proposed strategies were
reported under the same themes, they are concurrently
presented in the findings to minimize overlap and un-
necessary repetitions.

Counselling and guidance

In the Ugandan context, counselling and guidance is any
form of advice given to a person with recognized or ex-
pected challenges to enable them surmount such chal-
lenges. A diagnosis of HIV creates a huge emotional
load on YLWHA and as such, counselling and guidance
is necessary.

Students reported providing peer counselling to those
who disclosed to them on a friendship level. The school
staff (teachers, school nurses, and matrons) provided
general guidance and counselling to all students focusing
on career growth, life skills, personal hygiene, general
health, and Sexuality and Reproductive Health (SRH)
noting that it was important to all students including
YLWHA. They reported doing this periodically during
school assemblies, in class, during extracurricular activ-
ities, and seldomly to support-seeking students. Only
two school staff reported instances were YLWHA sought
counselling from them.

In the urban school, teachers and students reported
presence of a fulltime professional counsellor who was
not part of the teaching staff and they stated that this
allowed students with sensitive issues like HIV/AIDS to
be counselled in privacy. In other schools, counselling
was a duty of all school staff as quoted below;

“Such  students [YLWHA] get guidance and
counseling from teachers. They learn how to live
with HIV/AIDS, they also learn how to live with
other people. We have many male and female
teachers and they [students] are free to talk to any
of their choice. So, you cannot say that you failed to
get someone to talk to” (female student, urban
school).

Although this availed students opportunities to talk to
a staff member of their choice, YLWHA cited non-
confidentiality among teachers that often resulted into
unintended disclosure. The school staff also noted that
they had insufficient knowledge about HIV/AIDS and
they lacked skills in HIV counselling as quoted below;

“The school should have some counselors who can
give the correct information to our children

whenever it is necessary. For us teaches we can
provide some counseling but we may not
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have the right messages to pass on to these youth
[YLWHA]. It would also be necessary if health
workers can visit teachers and train them on the
right information for these youth [YLWHA] and how
to give it. So, a supportive school environment should
be one where every teacher is equipped to handle
these unique cases that can occur in school” (Deputy
headteacher, rural school).

Students and school staff in all schools also deemed
spiritual counselling supportive to YLWHA. Spiritual
counselling emphasizes the role of God in providing div-
ine strength and power for one to navigate challenges. It
was reportedly provided by religious groups that occa-
sionally visit the schools and also listen to concerns from
individual students in a private arrangement.

One caretaker of a YLWHA reported providing SRH
counselling to her daughter, stressing that such youth
are highly vulnerable to sex abuse by men, which can
lead to school dropout. All the other parents shied away
from discussing SRH issues with their children, remark-
ing that teachers were in the best position to do so.

In the rural school, the parents offered to support the
school-based counselling programs by linking the school
to their workmates and colleagues who are experts in
HIV/AIDS counseling.

Social support networks and linkages
Complex chronic health conditions like HIV/AIDS require
support involving multiple individuals at different levels in
society. Care and support strategies from social networks
and linkages were prominently reported by participants.
All the stakeholders noted that their schools have di-
verse people from which YLWHA can make friends.
Students and caretakers of YLWHA viewed friends of
YLWHA as those who compassionately look out for
them. Such friends were reported to provide material
support, reminders to take medicines, and encourage-
ment to YLWHA to stay in school. The two quotes
below illustrate this support;

“When I told my friends, they are the ones that now
remind me to take my drugs. Sometimes they even
bring drugs to me because they know where I keep it
in my suitcase. They can even buy for me something
to eat and say that ‘you need something to eat before
taking your drugs’

They even make sure that I eat my food” (18-year-
old female YLWHA).

“They [YLWHA] can make good friends at school.
Some students are not rude, for example I know one
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of them who is very supportive to my daughter. She
comes to visit her here and bring notes to her for the
lessons she misses when sick. Also, the school nurse
and matron have supported my daughter especially
when she gets sick, they quickly tell me” (female
caretaker of a YLWHA).

As implied in the first quote, this support was realized
when YLWHA disclosed their HIV status to the friends.
As a way of promoting this support, most caretakers
proposed to welcome friends of their HIV-positive youth
in their homes and to treat them like their own children.

All stakeholder groups upheld the role of school clubs
such as scripture union, peer education clubs, and inter-
act clubs together with games and sports as avenues for
YLWHA to make friends, interact, and share ideas. Add-
itionally, clubs and games were reported to offer sub-
stantial distractions that prevent YLWHA from worrying
about their status as quoted below;

“Also, at school, they [YLWHA] get engaged in
different activities like classwork, games, sports, clubs
and they are always busy. Therefore, there is little
time for them to keep worrying about their problems.
They can even forget that they have that disease
[HIV]” (male student, urban school).

As a way of enhancing such distractive activities, stu-
dents proposed formation of other supportive clubs for
vulnerable students in which they would discuss their
concerns. However, YLWHA in this study were against
such clubs since they would evoke stigma but instead
supported the idea of introducing various games, sports,
and drama activities to encourage participation of all
students. School staff and students proposed including
indoor games like chess for students like YLWHA who
they considered to be weak and unable to engage in field
activities.

In the urban school, students alluded to presence of
mentors. These were reportedly school staff designated
to support students with unique challenges.

“Okay, when you have a problem, at least everyone
has a mentor. So, you can look for your mentor and
talk to him or her. She can help you with your
problem or connect you to the school administration
in case where the administration has to come in”
(Female student, urban school).

However, YLWHA did not report benefiting from any
mentorship program for their HIV/AIDS-related needs
but for academic purposes. Students additionally sug-
gested that introducing the ‘family’ concept at school
would be beneficial to YLWHA. In such an arrangement,
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the school staff can take up the role of guardians to a
group of students. In that ‘family’, challenges of individ-
ual members would be discussed and solutions sought.
On the contrary, the other stakeholders were instead in
support of promoting good linkages amongst themselves
to create a network in which vital information can be
shared to support YLWHA.

Beyond the immediate school stakeholders, other sup-
portive linkages took the form of external counsellors
that visited the schools as reported by YLWHA and
caretakers of YLWHA. Parents also reported that the co-
operation their schools had with community-based HIV/
AIDS organizations was necessary for awareness talks
and counselling in school. Although YLWHA preferred
such external counsellors as already discussed, they were
reviled for visiting schools in vehicles and attires that re-
vealed them as people involved in HIV/AIDS care and
support. YLWHA alluded to the involuntarily disclosure
that this often caused. Students additionally proposed in-
viting community members who have lived with HIV/
AIDS to share their experiences and encourage YLWH
A.

In the peri-urban school, supportive linkages were cre-
ated with the nearby healthcare centre. The quote below
illustrates the kind of support this offers to YLWHA;

“Another advantage we have is that we are near the
health center 1V and it is always open to us. We
keep encouraging them [students] that if you have a
health problem that you feel you do not want to
disclose to us, then come and get permission and be
escorted by the senior man or senior woman teacher
to see a doctor at the healthcare centre. So, we take
advantage of the health centre which is near the
school” (Male teacher, peri-urban school).

Knowledge and skills

This theme presents participants’ views about their
schools as sources of HIV/AIDS knowledge and a plat-
form for socio-economic empowerment of YLWHA.

All students and school staff groups advocated for
their schools as providing a good platform for YLWHA
to learn more about their health condition. For instance,
how to live longer, how to feed on a balanced diet and
how to protect others. This is depicted in the quote
below;

“We also have a library which has a lot of materials.
The school buys newspapers, we have

books on health which can be a source of
information for these people [YLWHA] We also
have a television set in the school that they can
watch. Sometimes there are talks on health on the
TV” (Female teacher, rural school).
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YLWHA also emphasized that watching television at
school availed them a lot of information about how to
live with HIV through life stories.

All participants suggested that sensitization of all
school stakeholders was necessary to raise knowledge
about HIV/AIDS and for everyone to know their role in
care and support for YLWHA. They further stated that
through sensitization, appropriate information about
HIV and those living with it can be provided, so that in-
school support can be better tailored to the needs of
YLWHA.

The students and school staff further reported that
some messages in the school compound and those pro-
vided by teachers about HIV/AIDS were obsolete and
needed to be changed. They gave examples of messages
like, ‘HIV kills’, ‘avoid sex and avoid HIV’ which have
been overtaken by current knowledge about HIV as
quoted below;

“The posters, okay that one is two-sided. I can say
that they're useful and sometimes they’re not.
They’re useful to us who are not suffering from the
disease [HIV/AIDS). Of course, they’re trying to help
you and to inform you that you should protect
yourself so as not to get the disease [HIV]. And
another thing, it’s bad to those who have the disease.
Of course, they will be telling you that AIDS cannot
be cured. Of course, you will neglect yourself, you'll
have that feeling that can even lead you to commit
suicide” (female student, urban school).

Anti-stigma and anti-discrimination measures

In this theme, we report participants’ current and sug-
gested strategies to deal with HIV-related stigma and
discrimination in their schools.

The school staff, students and parents stated that their
schools do not discriminate those with HIV and hence
all children are admitted and taught together despite
their HIV status as illustrated in the quote below;

“Teachers here, they always treat students equally.
Because I have not yet seen any teacher

chasing out anyone suffering from HIV from class.
Even on admission, they cannot say we are not going
to admit you because you have HIV. So, they treat
us equally” (Female student, urban school).

In the rural school, the school staff referred to their
child protection policy that caters for the rights of all
students including YLWHA.

As reported in preceding themes, regular counselling
and activities for social interaction were also anti-stigma

Page 7 of 13

measure currently in schools that limit negative feelings
in YLWHA.

Students and school staff in all schools suggested re-
placement of all stigmatizing messages in their school
compound by more informative and empowering ones.
Proposed alternatives messages were; “HIV is not the
end of life”, “HIV should never determine one’s future”,
“you can live a normal life with HIV”, and “HIV is a dis-
ease not a curse”, to tackle prevailing views of HIV/AIDS
and the youth living with it. Together with the parents,
students also suggested that stigmatizing language
around HIV/AIDS should be avoided. They suggested
that words like “HIV victims”, “people with the virus”,
and “people on drugs” commonly used by fellow stu-
dents and some school staff should be avoided. In the
same vein, caretakers of YLWHA and YLWHA proposed
that teachers should desist from using known and sus-
pected YLWHA as examples in class while talking about
HIV/AIDS.

All participants proposed instituting punitive measures
for those who stigmatize and discriminate YLWHA.
Rules and regulations against laughing at, abusing, teas-
ing, mistreating, and unwarranted disclosing of YLWHA
were proposed as illustrated bellow;

“For me I think, there should be strict laws in school
against abusing those who have HIV or

laughing at them in school and when others see that
those who do it are punished, then that

habit can change. We can then motivate these
students [with HIV] to work hard and be one of

the best in school. Therefore, others will look at them
at the same level. Because if they are

performing very well then there will be no difference
between them and other students” (female student,
rural school).

School staff additionally suggested that HIV stigma in
the whole society should be addressed since what hap-
pens in schools is influenced by society in which school
actors reside.

Disclosure of HIV status in school
Revealing the status of people living with HIV voluntar-
ily to others around them is encouraged by the HIV test-
ing service policy for Uganda and it has been found to
arouse support. In this theme, we report participants’
strategies to promote HIV-status disclosure and their
views on benefits to YLWHA accruing from HIV-status
disclosure.

Majority of the participants reported disclosure of
YLWHA in school as necessary to provide adequate sup-
port as also reported in previous themes. Only two



Kimera et al. BMC Public Health (2021) 21:63

YLWHA in the study had disclosed their status and one
caretaker of a YLWHA had disclosed the status of her
child. The excerpt below illustrate the support that those
who disclosed received;

“The nurse keeps her medicine and reminds her
every day to take it. You know my girl is very

careless. So, to ensure that her medicine is safe, she
keeps it with the nurse. They [nurse and matron]
also inform me when she is very sick and I have to
pick her from school. Sometimes I just call them
[nurse and matron] to ask how she is doing
especially when she has been sick. They even look for
her around school and I talk to her” (female care-
taker of a YLWHA).

The above quote further illustrates existing supportive
social networks already discussed in the previous
themes.

All participants proposed to promote partial disclosure
but they differed regarding who YLWHA should disclose
to. School staff and parents suggested disclosure to
school administrators, perceiving them to be in a better
supportive position as the quote below illustrates while
students felt that it would be important for YLWHA to
disclose to their peers.

“We can encourage fellow parents with such students
[YLWHA] in our parents meetings that if they have
children who may need special attention then they
should inform the school administration which can
see how to support such children” (Male parent,
urban school).

YLWHA preferred to disclose to trustworthy people.
One YLWHA even proposed that it would be better to
disclose only to others like them [other YLWHA] since
these have similar experiences and can provide the ne-
cessary support while maintaining secrecy.

To avoid involuntary disclosure which seemed detri-
mental to YLWHA, it was suggested that confidentiality
and privacy should always be ensured. In the rural
school, the school staff planned to develop a policy that
would guide them on how to handle sensitive informa-
tion about students in a confidential manner. Addition-
ally, some YLWHA proposed that schools should
provide a private room in which YLWHA can keep and
take their medicine at school. The school staff and
YLWHA suggested that teachers should check their suit-
cases and bags on reporting day at school in privacy in-
stead of publicly as now often occurring, to prevent
exposure of their ARV-drugs as typified in the quote
below;
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“Also, during the checking of our school luggage when
we go back to school, it should be done in privacy. 1
know they check everyone and we would not want to
be checked in a separate place but everyone should
be checked in privacy. When a teacher finds drugs in
your case, he should not throw them around asking
‘what are these for?” when everyone is there. Students
should be checked one by one alone and not in a
group. The teacher should not ask what are these?
They should know how ARVs look like” (16-year-old
male YLWHA).

In the urban school, school staff suggested that
teachers ought to create a conducive atmosphere that
would encourage YLWHA to disclose by being more ap-
proachable, loving, caring and knowledgeable about
HIV/AIDS.

Treatment and management of HIV/AIDS

Living with HIV/AIDS requires lifelong treatment with
ARVs in order to manage the HIV infection and prevent
it from progressing to AIDS or to reverse AIDS. This
however poses challenges for YLWHA within school. In
this theme we explore strategies currently in schools and
in future to support YLWHA to adhere to their treat-
ment and rightly manage HIV/AIDS.

Some school staff, parents and caretakers of YLWHA
stated that their schools had a designated staff such as a
school nurse or a matron who was responsible for keep-
ing and encouraging students to take their drugs as illus-
trated in the following quote;

“Nurses have been able to seek HIV drugs for HIV
victims [YLWHA]. Some students are shy to go there
and get their drugs. So, nurses have been helping
them to do that and we have a nurse who takes
responsibility of those students in terms of getting
drugs for them and encouraging them to take their
drugs” (school staff, rural school).

However, YLWHA noted that such individuals require
training on the medical needs of YLWHA such as timely
medication. One YLWHA stated that he always had to
wait for the nurse at the time he was supposed to take
his ARVs. Another, reported that the nurse was very
rude and did not respect his privacy when giving him
the drugs as this was often done in the presence of other
students.

In other schools where nurses were not present, par-
ticipants suggested that such essential staff should be in-
cluded among school staff and they [nurses] should be
adequately trained to handle unique medical conditions
of students.



Kimera et al. BMC Public Health (2021) 21:63

Some school staff, students and parents reported pres-
ence of essential drugs for common ailments such as
cough, flue, headaches, fevers and stomach upsets in
their schools. These were given as first aid to all students
including YLWHA who they noted to be prone to such
ailments. They suggested that this could be further im-
proved if their schools put in place a well-equipped sick-
bay (a designated room for treatment of students)
manned by a competent school nurse in which drugs
can be kept and where the sick can take a rest while re-
covering. The sickbay was additionally foreseen to ad-
dress the problem of privacy for students with HIV/
AIDS to take drugs.

Parents and school staff in a rural school also sug-
gested that more drugs such as ARVs could be added to
the list of essential drugs that can be dispensed by
nurses within the sickbay. The above concerns are illus-
trated in the quote below;

“There should be a school nurse who is trained to
cater for all students who may be HIV positive and
others who may have other health conditions. Those
who have problems should be able to access that
nurse. In addition schools should have a well-
equipped sick bay in which sick students can be
taken care of by the nurse” (school staff, rural
school).

In the urban school, the school staff and one caretaker
of a YLWHA reported presence of a school van that
transports sick students to the hospital for treatment.
They noted that such an arrangement is available to
YLWHA who often need to go for drug refills if they re-
quested for it.

Treatment and management of HIV/AIDS was also re-
portedly supported by linkages and networks as already
discussed. For instance, parents and teachers in the peri-
urban school stated that their school refers students with
health conditions they cannot manage to the nearby
healthcare centre.

Affirmative action for YLWHA
Given that HIV/AIDS imposes unique needs and chal-
lenges for those living with it and their families, in this
theme we report strategies in schools that meet the
unique academic and material needs of YLWHA.

In the peri-urban school, the school staff stated that
they provide remedial classes for the students who miss
class with genuine stated reasons as illustrated bellow;

“We cater for individual differences. We cater for
unique challenges that are communicated to us. For
instance when a child stays away for a term because
they are sick and the parent tells us, we allow that
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child back to school and we give them some remedial
classes to catch up with the rest even when the
parent has not told us what the child was suffering
from” (Female school staff, peri urban school).

The students supported this and further suggested that
examinations and tests could also be given to known
YLWHA if they miss them.

To address the financial hardships that YLWHA are
prone to, school staff in the peri-urban school reported
offering part-time jobs at school during holiday for those
students who expressed their financial needs and were
willing to work. However, all student groups proposed
provision of bursaries and fee waivers for known stu-
dents with HIV as presented in the quote below;

“But bursaries are given to the best performing
Students who at time do not need any support
because their parents may be providing enough for
them. Me I think that instead of giving

bursaries to the best performers, they should give
them to such children [YLWHA] so that they can
also be able to attain education. Because you may
find that in their families, they are not able to cater
for themselves” (male student, peri-urban school).

Some school staff reported exempting known students
with HIV/AIDS from strenuous activities such as clean-
ing and sports but YLWHA felt that this was
discriminatory.

YLWHA proposed that schools should provide a bal-
anced diet that includes vitamins and minerals necessary
for YLWHA to build stronger defenses against the virus.
Likewise, students suggested that school staff could link
with parents of YLWHA to provide them with special
meals at school but this was not supported by YLWHA
due to the unintended disclosure it would cause.

Discussion

We examined care and support strategies for YLWHA
in Ugandan secondary schools from the perspectives of
school stakeholders. We further sought their suggestions
on how this care and support would further be devel-
oped in order to promote HIV/AIDS competent schools.
Our findings are highly nuanced and defy simple
summarization. They also show diversity in current and
possible future strategies of various stakeholder groups
and across settings. However, the findings portray lim-
ited current care and support specific for YLWHA but
high potential in the different themes that we elaborated.
Although different stakeholders reported and suggested
several strategies, they often differed regarding the apt-
ness, approach and leadership in such measures. We also
found that some of the available and suggested strategies
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were counterproductive or unfeasible. From our find-
ings, it appears that not only HIV-specific strategies pro-
vide care and support to YLWHA but also well executed
general strategies that provide a safety net for all vulner-
able students. Such strategies were reported across all
the theme and include among others; first aid, school
nurses and sickbays, fee waivers, nutritious meals, dis-
tractive activities, anti-discrimination measures, general
counselling and friendships. Three features of HIV/AIDS
competence [28] were most relevant to our findings:
knowledge about HIV/AIDS and support needs of
YLWHA; solidarity and common purpose in addressing
needs of YLWHA; linkages with external supportive in-
dividuals and groupings. We examine each of these as-
pects in light of our findings and we provide
recommendations.

Facilitating HIV/AIDS-care and support competence
in schools requires a clear understanding of HIV/AIDS
and the special needs of YLWHA. Severally, participants
alluded to schools as the right settings in which such
knowledge would be built. However, we found that
school staff lacked adequate knowledge about HIV/AIDS
care and support and as such felt incapable of delivering
it to students. Quite often, the school staff blamed their
laxity on non-disclosure, claiming that they cannot plan
for a group whose existence is undercover. They instead
located support for these students in settings external to
school environs such as ART clinics and other
community-based organizations. Considering the com-
munity readiness model [38], we hold that school com-
munities by default need to be ready to receive and
support YLWHA rather than instituting supportive mea-
sures following in-school disclosures. Since HIV is
prevalent in this locality [6] and it is a highly stigmatized
condition [18], schools should be at a high level of readi-
ness regardless of any disclosures. Regrettably, our find-
ings seem to place these schools at the level of vague
awareness [39] in which they are concerned about the
health issues — in this case care and support needs for
YLWHA - but the motivation to address them is low.
Most strategies that participants suggested would spur
support and thus competence bordered on increasing
knowledge about HIV/AIDS-care and support through
training of teachers in HIV/AIDS counselling, reducing
HIV stigma through regulations and changing language
around HIV/AIDS to reflect current facts in HIV/AIDS-
care and support. We view such strategies as significant
in raising motivation and propelling the schools into
next phases of action on the readiness continuum for
building HIV/AIDS-care and support competence. As
suggested by other scholars, schools should have factual
knowledge of HIV/AIDS and sound awareness of all
drivers of HIV-related stigma in their locality [40]. The
knowledge would then enable them to gradually
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normalize and demystify HIV/AIDS [35]. Although we
do not downplay the value of disclosure in determining
the support provided or withheld from YLWHA, we
hold a view that HIV/AIDS-care and support competent
schools would discern such support needs a priori and
create a welcoming environment wherein disclosure can
easily occur. We thus recommend partial disclosure as
YLWHA and their caretakers find it fit.

Due to their privileged social and technical position
within schools that school staff (mainly teachers) possess
[41], they were often placed at the frontline and ex-
pected to take a lead in caring for and supporting
YLWHA. Although such leadership is necessary, highly
competent communities bank on solidarity (mutual sup-
port) involving all stakeholders to build bonding social
capital [42]. Our findings present individual labors of
support by school staff, students and parents with less
coordination and disharmony on what should be done
and who should do it. As a result, some existing and
suggested strategies seemed redundant, counterproduct-
ive or unattainable with regards to supporting YLWHA.
For instance, students in one school proposed that
YLWHA need to form a club in which issues affecting
them can be discussed but YLWHA perceived this to
elicit stigma. Also, school staff reported exempting
known and suspected YLWHA from engaging in strenu-
ous activities as a way of safeguarding their wellbeing
but the beneficiaries viewed this as discriminatory.
Building solidarity requires regular interface among the
key players not only to discuss eminent and likely needs
of YLWHA as they evolve but also how to jointly ad-
dress them. It also involves apportioning responsibility
as individual members are able to bear. For instance,
teachers can develop local policies and guidelines against
discrimination of YLWHA but student leaders can
sensitize fellow students about discrimination and en-
force the guidelines. In that case, ownership and respon-
sibility, an essential aspect of HIV/AIDS competence is
achieved.

The involvement of persons and agencies external to
the school settings in support was extensively reported.
Participants referred to visiting counsellors, visiting
health workers and referrals to nearby health centers.
Within the socioecological tenets [43], building HIV/
AIDS-care and support competence entails strengthen-
ing such relationships with political, economic and tech-
nical power to facilitate effective school level response
[29]. Such linking social capital [44] is foreseen to en-
hance bonding social capital described above through
building knowledge, skills and confidence. For instance,
farmers in the community can support the creation of
vegetable gardens [45] to improve feeding in schools
which several participants decried. The external counsel-
lors that students and school staff clamored for can
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provide specialized training in HIV/AIDS counselling to
teachers and address concerns of confidentiality and
privacy so that students can receive adequate profes-
sional care as also proposed by Bhana and Morell [46].
Oftentimes, external agencies run out of resources since
they rely on donor funds which are constrained by an
array of societal needs and competing health priorities.
In such instances, HIV/AIDS-care and support compe-
tent schools need to be effective support centres for
YLWHA.

Lastly, since schools operate in a wider society within
the policy and regulatory frameworks, the Ministry of
Education should proactively support schools to build
competence. As noted by Ainscow and colleagues [47],
HIV/AIDS-specific supportive strategies require teachers
to innovate ways of working. The remedial classes, pri-
vate counselling sessions and sensitization of the wider
community suggested by participants in this study are
extra workloads requiring additional resources and new
skills from teachers. If such strategies are not institution-
alized or recognized, they remain to be implemented at
the discretion of individual teachers and may not be sus-
tained. While studying school response to child hard-
ships in Kenya, Zimbabwe and Malawi, Kendall and
O’Gara [48] found that teachers were overwhelmed and
ill-equipped to deal with the emotional and psychosocial
needs of children and thus recommended strategic in-
vestments by governments. We therefore propose an
intersectoral approach in supporting the development of
HIV/AIDS-care and support competent schools. Future
research aimed at advancing HIV-care and support com-
petent schools should also explore practicalities and po-
tential challenges in the Ugandan context.

Study strengths and limitations

Our findings are based on only responses from partici-
pants and therefore prone to selective reporting and re-
call biases. An ethnographic approach would have
produced more credible data. However, we involved a
wide range of participants that constitute school stake-
holders together with schooling YLWHA and their par-
ents. This enabled us to corroborate our finding and
achieve reliability. We also did not involve policy makers
such as local and national school governing authorities
who are responsible for funding, supervising and ap-
praising school performance. We believe that what oc-
curs in schools is widely influenced by these bodies. We
therefore recommend further research to explore those
missed perspectives.

Conclusions

Despite the limited care and support strategies specific
for YLWHA currently available in schools, our study
points to optimism and high potential. The findings
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challenge the assumption that schools are intrinsically
well-placed to respond to extraordinary complex and
multifaceted challenges in children. We argue that build-
ing HIV/AIDS-care and support competent schools is a
gradual deliberate process requiring each school to de-
velop a strong knowledge base about HIV/AIDS and
support needs of YLWHA, rally solidarity within the
school stakeholders to design a holistic approach since
the strategies seem to be interdependent, and collaborate
extensively with significant persons and organizations
external to the school community. It also requires hu-
man and financial resources that are generated from
within and without the settings.
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