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ABSTRACT

Young adults living with perinatally acquired HIV (PAH) face many stressors. Sharing one’s
status may help with coping with these challenges but there are no rigorously evaluated
interventions to support HIV status sharing in this population. The aim of this study was to
explore the experiences of participants in a novel HIV status-sharing intervention guided by
motivational interviewing. We used a cross-sectional, qualitative design. Ten young adults
from Uganda (20-25 years; 6 female), nine from the UK (19-29 years; 7 female) and five
therapists (2 UK; 3 Uganda) participated in individual semi-structured interviews. The data
were analysed using thematic analysis. Seven theoretical themes were identified.
Participants reported positive experiences of the intervention, a desire for more support and
the importance of peer interaction. This study provides evidence for the acceptability of a
novel HIV-sharing intervention for young adults with PAH. The intervention could inform
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Introduction

Approximately, three and half million young people
globally, aged between 15 and 24 years, are living
with HIV, and a significant proportion of these have
perinatally acquired HIV (PAH) (UNAIDS, 2021).
There are an estimated 170,000 15-24-year-olds
(regardless of route of infection) living with HIV in
Uganda (Uganda AIDS Commission, 2022). Vertical
transmission accounts for 22-25% of all HIV infec-
tions in the country (Uganda AIDS Commission,
2022). In the UK, there is a relatively small number
of people living with PAH compared to Uganda
(CHARS, 2024).

Young people with PAH share some similar chal-
lenges to those who acquire HIV behaviourally, for
example, adhering to antiretroviral therapy and mana-
ging HIV stigma. Some stressors, however, relate
specifically to perinatal HIV. Firstly, longstanding
HIV infection acquired during infancy can cause

severe morbidity extending into adult life (Henderson
et al., 2024). Secondly, many young people with PAH
have experienced loss due to parental and/or sibling
illness or death (Mabasa et al., 2023; Mellins &
Malee, 2013).

One of the challenges for young people living with
HIV is sharing their status (onward HIV disclosure).
Many barriers to HIV status-sharing exist, including
the fear of rejection, humiliation and violence (Jopling
et al., 2024; Zgambo et al.,, 2021). Sharing one’s HIV
status is uniquely challenging for young people with
PAH because of concerns about revealing the HIV sta-
tus of members of their family, often in the context of
family secrecy (Hogwood et al., 2013).

There are several potential benefits to sharing one’s
HIV status. These include increased partner HIV test-
ing, enhanced social support, increases in antiretroviral
(ART) adherence and improved wellbeing (Bon-
darchuk et al., 2025; Nostlinger et al., 2015; Weintraub
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et al,, 2017). In some cases (where the person living
with HIV is not virally suppressed), HIV status sharing
may reduce the risk of onward HIV transmission. The
need to share with sexual partners, however, has les-
sened since the confirmation that ART-induced viral
suppression prevents the risk of viral transmission to
sexual partners (Rodger et al., 2019). Despite the poten-
tial benefits, globally, there are low rates of HIV status
sharing among young people with PAH (Mugo et al.,
2021; Weintraub et al., 2017).

Several multi-session HIV disclosure interventions
have been developed for people living with HIV. Ser-
ovich and colleagues (Serovich et al.,, 2020) carried
out an intervention in the United States that aimed
to help people living with HIV (men who have sex
with men, heterosexual men and women) with the
decision-making process in sharing their HIV status
with family members. Despite no significant inter-
vention effect, the researchers found that the inter-
vention improved wellbeing and decreased
condomless anal intercourse (CAI) (Serovich et al,
2020). The Mahugu intervention in South Africa
was developed to assist in HIV disclosure from
mothers living with HIV to their HIV-negative
infants exposed to HIV children (Rochat et al,
2017). The intervention was based in the home and
led by a lay counsellor. The intervention showed suc-
cess in increasing mothers’ confidence in their ability
to disclose, and increased disclosure rates compared
to baseline (Rochat et al., 2017).

Evidence suggests that young people with HIV
would like support in sharing their HIV status
(Thoth et al., 2014). To our knowledge, there is no
HIV status-sharing intervention specifically designed
for young people with PAH, with a lack of guidance
to support young people living with PAH (Evangeli
& Foster, 2014). The World Health Organisation has
called for work in this area, specifying the need for
interventions to help adolescents disclose decision-
making, support caregivers and train health-care pro-
viders (WHO, 2018).

We recently reported quantitative findings on HIV
Empowering Adults’ Decisions to Share - UK/Uganda
Project (HEADS-UP), a study that aimed to develop
and test the feasibility of a behavioural intervention
to support HIV sharing decision-making in young
people with PAH in Uganda and the UK (Evangeli,
Gnan et al., 2024). The decision to carry out the inter-
vention in both a high-income/low-prevalence setting
(UK) and a low-income/high-prevalence setting
(Uganda) was based on global evidence of low rates
of HIV status sharing in young people with perinatally
acquired HIV. Participants in the intervention

condition reported higher levels of well-being at the
six-month follow-up compared to those in the stan-
dard-of-care condition. In the current study, we report
the experiences of young people and therapists who
participated in HEADS-UP. This study aims to:

(1) Explore participants’ and therapists’ perceptions
of the HEADS-UP study and the intervention.

(2) Determine the perceived strengths and limitations
of the intervention.

(3) Generate recommendations for future HIV sta-
tus-sharing interventions in this population.

Methods
Design and sampling

This study used a cross-sectional qualitative design.
Inclusion criteria in both countries included partici-
pants from the HEADS-UP study who were living
with PAH, receiving HIV care at study sites, had knowl-
edge of their own HIV status and were aged 18-29 years
in the UK and 18-25 years in Uganda. Participants
were excluded if they had significant mental health
issues, moderate to severe learning disabilities or were
unable to communicate in English or Luganda. All
HEADS-UP therapists were sampled. Participants
from both the Intervention and Standard of Care
(SOC) conditions in both countries were sampled
using stratified random sampling (using Research Ran-
domizer: https://www.randomizer.org/). The strata
were condition (intervention and SOC) and time
point (post intervention and 6-month follow-up).

HEADS-UP study

The HEADS-UP study took place in the UK and
Uganda and has been described in full previously
(Evangeli, Foster et al.,, 2020; Evangeli, Gnan et al,
2024). In the UK, participants were recruited from
six inner-city NHS clinics in London, Birmingham
and Manchester, which provide services for young
people living with PAH, as well as from one UK-
based HIV charity. In Uganda, participants were
recruited from a not-for-profit organisation in
Kampala, the capital city.

The UK NHS sites and the Uganda site had dedi-
cated clinics for young people growing up with HIV
who have previously been in paediatric care, with
peer support and professional psychosocial support
available in the Uganda site and in the majority of
the UK NHS sites. In these clinics, young people
could discuss HIV sharing with their multidisciplinary


https://www.randomizer.org/

team, attend with their partner, and have access to a
range of other services (e.g. HIV testing, PrEP, family
planning, ART adherence support and condom pro-
vision). The standard of care in both countries, how-
ever, was for there to be no routine or structured
psychosocial intervention to facilitate HIV sharing
or sharing decision-making.

HEADS-UP used an individually randomised feasi-
bility design. Participants were randomised to either
the intervention or SOC arm. The follow-up was for
six months.

The intervention consisted of four sessions: three
group sessions, consisting of a maximum of eight par-
ticipants, and one individual session. The group ses-
sions were led by two therapists: one professional
(psychosocial counsellor, clinical nurse specialist or
social worker) and one peer worker (a young person
living with perinatally acquired HIV). The content of
the sessions was as follows:

e Session 1 - Engaging: ice breaker; intervention
aims; ground rules; living with HIV; what do I
need to know about HIV to be ready to share?
What is important to me (values clarification
exercise)?

e Session 2 - Focussing and Evoking: HIV sharing
quiz; what reasons are there for not sharing or shar-
ing an HIV status; anxiety about sharing; video —
experiences of sharing; personal guidelines about
sharing.

e Session 3 - Developing HIV Status Sharing Skills:
Dramatised video of HIV sharing; If you’ve decided
to share with a particular person — where, when and
how to share, and what to say; practising sharing;
after sharing.

e Session 4 - Goal Setting and Planning: Developing
a personal sharing plan: assessing goals including
reasons for goal and relationship between goal
and personal values; developing an action and cop-
ing plan. Participants were encouraged to keep a
copy of their plan to refer to in the future (Evangeli,
Gnan et al., 2024).

During the intervention sessions, videos and group
discussions were integrated with interactive exercises.
A workbook was provided to all participants in the
intervention group.

Data collection

Demographic information for HEADS-UP study par-
ticipants was self-reported using a questionnaire at
baseline with viral load measurements collected from
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clinical records. Semi-structured interview guides for
participants and therapists were drafted and devel-
oped by the research team, in consultation with pro-
ject advisory groups. The English interview guides
were translated into Luganda by a first-language
Luganda speaker. Topics that were covered in the par-
ticipant interviews included relationships with other
participants and therapists, perceived knowledge,
appropriateness and satisfaction with the intervention,
experiences of being in the SOC condition and HIV-
sharing experiences during the follow-up period.
Example participant questions include, “What effect
did the sessions have on you?”, “Is there anything else
you would have wanted to cover in the intervention
that you didn’t get a chance to?”, and “What did you
enjoy the most?”.

The therapists’ interview guides covered the follow-
ing areas: relationships with participants and thera-
pists; group cohesiveness; the perceived impact of
the intervention; acceptability, appropriateness and
satisfaction with the intervention; and experiences of
training, supervision and delivering the intervention.
Example therapist questions included, “How did you
find the intervention training?” and “Were there any
situations which were difficult for you to deal with
during the intervention?”

Face-to-face interviews were conducted in Uganda,
and both face-to-face and remote video interviews
were conducted in the UK, between March 2021
and April 2022. Interviews were conducted post-
intervention (immediately after the final intervention
session) for intervention condition participants and
at the 6-month follow-up (6 months from baseline)
for participants from both conditions. The UK Inter-
views were conducted in English. The Uganda inter-
views were conducted in English and Luganda,
according to participant preference, and all interviews
were recorded.

Interviews were carried out by HEADS-UP UK and
Uganda study coordinators. The UK study coordina-
tor was a female, doctoral-level researcher with con-
siderable experience in conducting qualitative
interviews. The Uganda study coordinator was a
female researcher with more limited qualitative inter-
view experience. Both interviewers had met the par-
ticipants as part of the HEADS-UP recruitment
process. They were both trained and supervised by
the final author, an experienced qualitative researcher
at the professorial level. Interviews conducted in
Luganda were translated into English. All interviews
were transcribed. Participants (aside from therapists)
were reimbursed for their involvement and for travel
expenses incurred.
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Data analysis

Qualitative data were analysed using line-by-line
coding by two master’s level students, who were
not the interviewers in this study. Thematic analysis
was conducted (Braun & Clarke, 2006). Responses
were read and reread to increase familiarity with
the data and initial codes were developed for every
sentence. When the English translation of phrases
was ambiguous for the Uganda transcripts, this
was checked with a first-language Luganda speaker.
Codes were written and scanned for patterns
which are reported as themes and subthemes. All
coding and consolidating of themes were carried
out by the final authors.

Ethics

The study was approved by ethics committees from
the UK NHS, collaborating institutions and the
Uganda National Council for Science and Technology.
Written, informed consent was sought from all
participants.

Quality

Quality was maintained by adhering to published
standards (Elliott et al., 1999). Participant demo-
graphic data served to situate the sample. Participant
demographic data served to situate the sample. Fre-
quent discussions between authors helped to maintain
reflexivity. Credibility checks of the first authors’ cod-
ing were used (by the final author). Finally, the analy-
sis was grounded in examples.

Table 1. Young person participant characteristics.

Results

A total of 24 interviews were analysed. There were ten
Uganda young people participants (6 interventions, 4
SOC conditions) and nine UK young people participants
(6 interventions, 3 SOC conditions) (Table 1). In
addition, there were five therapists (3 Uganda - 1 psycho-
social counsellor, 1 social worker, 1 peer worker; 2 UK - 1
clinical nurse specialist, 1 peer worker) interviewed.
Table 2 shows seven focussed and 15 theoretical codes.
These covered many experiences shared by participants
in both countries, with a minority being more evident
in one country. A small number of codes related specifi-
cally to the therapists” experiences of the intervention.

Benefits of peer support

Connecting participants with other young adults
living with HIV

Most participants in both countries spoke about the
benefits of peer support from other study participants.
Many enjoyed listening to others sharing their thoughts
and experiences about living with HIV and HIV shar-
ing. This was a safe space where they could reflect on
the fact that others were experiencing similar issues to
them. Some participants also gained a sense of normal-
ity or confidence from their fellow participants:

The intervention made me to realize that the situation
I was in, I wasn’t facing it alone. The intervention
gave me a chance to meet my fellow youth and we
shared about our problems and how the community
take us when we disclose. It relieved me from a bur-
den of thinking that I was passing through a situation
alone. [Uganda Intervention 1]

Uganda participants

Condition Number  Age at interview date (years) Gender Country of Birth Time point of interview* VL at baseline (copies)
Intervention 1 20 Male Uganda Post intervention <200
Intervention 2 22 Male Uganda 6 months <200
Intervention 3 22 Female  Uganda Post intervention >200
Intervention 4 25 Female Uganda Post intervention <200
Intervention 5 24 Female  Uganda 6 months <200
Intervention 6 24 Female Uganda 6 months <200
Standard of Care 1 23 Female  Uganda 6 months >200
Standard of Care 2 25 Female Uganda 6 months <200
Standard of Care 3 22 Male Uganda 6 months <200
Standard of Care 4 22 Male Uganda 6 months >200
UK participants

Condition Number Age (years) Gender Region of Birth  Time point of interview VL at baseline (copies)
Intervention 1 21 Female Southern Africa 6 months Unknown
Intervention 2 19 Female Europe Post intervention <200
Intervention 3 29 Male Europe Post intervention Unknown
Intervention 4 24 Female Europe Post intervention <200
Intervention 5 23 Female Southern Africa 6 months <200
Intervention 6 23 Female Southern Africa 6 months <200
Standard of Care 1 24 Male East Africa 6 months <200
Standard of Care 2 26 Female Southern Africa 6 months <200
Standard of Care 3 28 Female Southern Africa 6 months <200




Table 2. Table of themes.
Theoretical codes

Focused codes

Connecting participants with other
HIV-positive young adults.

Young adults learn from the
experiences of each other.

Learning new skills.

Gaining knowledge and
understanding about HIV.

Furthering career and working in
research (Therapist only).

The difficulty people face when
sharing.

Discussing sharing in and out of the
clinic.

What worked well.

What did not work.

Using the intervention skills outside
the study.

Participants experience of HIV sharing.

Working with the other therapist
during the sessions (Therapist only).

Working with the other therapist
outside the sessions (Therapist only).

Valuable experiences and confidence
building.

Difficulties with the training
programme.

Benefits of Peer Support.

Educational Impact.

Feelings Towards HIV Status
Sharing.

Feelings towards the study
process.

Application of Skills and
Knowledge After the
Intervention.

Working with Other Study
Therapists (Therapists Only).

Experience of the Study Training
(Therapists Only).

I used to see myself in another way but when I partici-
pated in the study, I saw different young people ... so ...
it made me to realize that I wasn’t different ... Now I feel
normal as any other person. [Uganda Intervention 5]

I was ... inspired by other peoples’ stories ... it made
me more comfortable in some way about my HIV ...
seeing how other people are just confidently live with
it and they confidently share with other people...1
think it just ... boosted my confidence a little ... and
just, sort of, like owning it. [UK Intervention 5]

Participants in both countries gained a sense of
belonging. The intervention offered an opportunity
to bond with peers and develop new friendships.
Several participants in both countries had a positive
change of attitude towards their HIV status. Some
said they no longer wished to live in isolation and
began networking with other young adults with
HIV:

I can say that I... feel good because these interven-
tions have changed my life. They have taught me
how to live without isolating myself and how to live
a peaceful, good, positive life... ... We formed a
WhatsApp group and many of us we are on that plat-
form. So, we communicate ... on a personal basis.
Some become my friends. [Uganda Intervention 1]

We have a group [social media app], so probably a
month ago that we were all active in the group chat.
It was just like a friendly chat. [UK Intervention 6]

In both the UK and Uganda, participants spoke about
the benefits of connecting with other young adults, par-
ticularly when this need was not being currently met:
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I have never got even a single chance to talk about
HIV sharing in the usual clinic... every person at
the clinic minds his or her own business. [Uganda
Intervention 5]

I also feel like as an adult everybody tends to stop giv-
ing you as much support when you reach adulthood.
When it’s, like, you’re 16 or you’re 18, now so “do it
by yourself you don’t need anybody to hold your
hand” ... it should be included in that bracket because
I don’t want someone to just feel on their own with it.
Especially when all these, like. mental health is, like, a
big problem. [UK Intervention 4]

Young people learning from the experiences of
each other

Several participants in both countries spoke about
learning from the experiences of their peers. Different
perspectives from peers helped participants reflect on
their own sharing journey and how to cope with shar-
ing in the future:

Listening and hearing all these other stories, it ...
opened my eyes ... and I was able to ask more ques-
tions and just find out more for my own sake about
if I do have to share again. [UK Intervention 6]

What I enjoyed most... was the interaction. Like,
people exchanging the ideas, listening from different
people, and hearing from their point of view how
they see things. [Uganda Intervention 3]

Study therapists also observed the positive effects of
learning from peers:

I think they really gained a lot of knowledge and
confidence ... what also really helped is that there
were loads of different experiences within the group.
[UK Therapist 2]

Educational impact

Learning new skills

Several participants mentioned different skills they
learned during the intervention and how this helped
them on their HIV-sharing journey. Participants felt
better able to communicate their status. They became
confident with planning how to share their status and
reflecting on their feelings and thoughts about sharing:

I learned quite a lot ... the thought process when it
comes to sharing... who are you going to share
with, where you going to do it, what are you going
to say ... something I actually never thought about.
[UK Intervention 5]

[T learned] When to disclose, how to disclose, where
have you disclosed from? Whom have you disclosed
to, and how ready are you. [Uganda Intervention 5]
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Gaining knowledge and understanding about HIV
Participants in both countries mentioned that the ses-
sions were very educational. They gained a lot of new
information about HIV. This helped them develop a
more positive outlook about HIV, with an increased
motivation to share:

What I liked most was the U=U campaign because I
was green about it and I usually asked myself many
questions about it, but I learnt it from the interven-
tion. [Uganda Intervention 5]

I feel like I've learned a lot ... . I learnt that apparently
now mothers with HIV ... can breastfeed their babies
and I didn’t know that ... so to hear that ... we’ve come
a long way in a couple of years. [UK Intervention 2]

Participants in the UK intervention arm spoke about
feelings of empowerment:

I would say it empowered me to move my timeline for-
ward ... it was more like “you can do this, you actually
have it in you, stop messing around, like there’s no
time like the present” ... ... The study can really actu-
ally start to tackle the social stigma that everybody
seems to want to talk about but we’re no closer, and
I think this is like a step in the right direction ... .I
think for me...is about refocusing and reclaiming
and being empowered. That you have the ability to
make sound decisions. [UK Intervention 3]

Furthering career and working in research
(Therapists only)

Therapists felt they could offer more support to young
people living with HIV after the intervention. The new
skills acquired during the intervention complimented
therapists’ usual practice. Therapists felt better able to
run group-based sessions or engage with different
kinds of research after the intervention:

[I applied for the role] to learn a little bit more about
research but particularly qualitative research and
develop skills, communication skills, those sorts of
things and focus on an area which I already find
incredibly important ... and understand how difficult
it is for people. [UK Therapist 1]

It was so great ... . I learnt many things that I didn’t
know about making and running groups. [Uganda
Therapist 2]

Feelings towards HIV status sharing

Difficulty people face when sharing

Many participants spoke about the difficulties they face
when sharing. Before the intervention, many said they
would never share. After the intervention, participants
mentioned that the study gave them the courage to

share their status with more people, gave them more
self-confidence and helpful strategies for sharing:

It had a really positive effect, and I even got the cour-
age to perform at the conference. That was something
that I was really dreading and scared about. But...
taking part in these studies and interventions helped
me become more confident. [UK Intervention 1]

What did I enjoy the most? ... the sharing plan...
because it was like personalised ... to me and my situ-
ation and what I would want to do. [UK Intervention 5]

Discussions of sharing in and out of the clinic
Most participants discussed the extent to which shar-
ing rarely comes up in their usual clinic appointments.
Even when young people did seek advice, clinicians
seemed unable to offer enough support in most
circumstances:

Um, it’s [sharing] not really ever discussed [at clinic]
to be honest. It’s not a topic that’s that comes up
unless ... I just want to let them know that ‘oh I've
told so and so’ ... that’s it. [UK Intervention 6]

I have never got a chance of finding such a discussion
[about sharing] in the clinic when I come to get my
drug refill. [Uganda Intervention 6]

It comes up a lot in clinic and it often feels like there’s
very little that you can really say or offer, often people
are asking for ideas about how they could do some-
thing. [UK Therapist 1]

In contrast to the intervention arm, no participants in
the standard of care condition mentioned sharing their
status after completing the study. Some participants
also expressed their unwillingness to ever share soon:

I haven’t told anybody ... I haven’t disclosed to any-
body new should I say. [UK SoC 2]

I don’t normally discuss my personal life with people
apart from my family. [Uganda SoC 4]

Feelings towards the study process

What worked well

The feedback from participants in both countries was
very positive. The participants mentioned getting on
very well with the study therapists. This created a com-
fortable space for participants to express their
thoughts, feelings and experiences about sharing:

The facilitators were knowledgeable about the inter-
vention ... at the end of the session we would have
understood it all. They were also free to answer ques-
tions about what we have not understood ... we got
on very well. [Uganda Intervention 1]



We were united ... every person had to give some-
thing meaningful. [Uganda Intervention 6]

I just suck at prioritising things so it’s great to be
reminded ... so even if I do double book I was like,
yes, this is happening on, put in my calendar, that’s
it. [UK Intervention 3]

Participants liked the balance between the structure and
flexibility of the sessions. They benefitted from discussing
topics and feelings most important to them at the time.
The variety of exercises delivered in the intervention
was appealing and enhanced the participants’ experience.
In many cases, participants said how a favourite session
had helped them in their sharing journey:

We made a lot of discussions; questions were many
and even we were taught about different ways of dis-
closing. But what I enjoyed most was the acting part
of the session [session 3 roleplay] ... you could ima-
gine yourself doing it. [Uganda Intervention 5]

I enjoyed session four [personalised sharing plan] ... I
think the questioning made me realise there were
somethings I hadn’t really ironed out ... session four
was probably one of my favourites but the journey
to get there ... the way the sessions were designed
... that we needed to go through one, two and three
to reach four...I had a better appreciation of it
because it, sessions one, two and three help me step
outside of myself. [UK Intervention 3]

What did not work

Participants in the UK reflected on the absence of
external support at the end of the intervention, despite
information offered about community organisations.
Many said that this would be useful going forward:

I think just an ongoing group would be something
that T would like ... it’s just a free space where you
feel like you can talk about anything and doesn’t
even have to be HIV related ... just brings a bit of
comfort, um ... where you just feel free, and you
can talk about anything. [UK Intervention 5]

I feel like it would be - I thought it would be good if there
was like ongoing support groups for people that felt like
they wanted to talk about anything like in relation to, for
example, the session or just general HIV in general, shar-
ing in general so yeah, I feel like it would be good at those,
I mean a support group. [UK Intervention 2]

Application of skills and knowledge after the
intervention

Using the intervention skills outside the study

Participants in both countries discussed how they had
(or intended to) use the skills and knowledge acquired
from the intervention. Many felt they could now
approach sharing their status more confidently with
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important people in their lives (friends, siblings and
partners):

Um well obviously we made that plan on the last one
(session) and that’s something that I'm going to fol-
low through on next weekend actually... that was
helpful because I don’t feel like I would have done
it ... if we hadn’t had that talk. [UK Intervention 4]

The U=U ... T told her everything ... she even cried
... but then at the end of it all she told me that the
good thing you have told me earlier ... as a person I
got peace of mind. [Uganda Intervention 2]

All therapists used the skills and knowledge acquired
from the intervention. Study therapists who also worked
as clinicians used the HEADS-UP material in clinical
settings, enhancing the support they offered at the clinic.

I'll bring it up every time with them. I'll ask them to
think about if there’s anyone they had ever thought
about they would want to tell, and that ... these are
conversations that we can have ... in clinic if that’s
something they want. [UK Therapist 1]

Currently I still refer to this information because on a
daily basis. I meet people born and not born with
HIV, but they have disclosure issues and I have
been able to help them. [Uganda Therapist 3]

Working with other study therapists

Working with the therapist during the sessions
(Therapist only)

All study therapists spoke highly of their colleagues,
valuing each other’s strengths and approaches. They
often looked to each other as a source of support
during the sessions.

I think I was kind of more like motivational; ‘oh it’s ok
we can do this. It’s fine, it will be alright, don’t worry
about it ... . she supported me as well when I had like
really difficult nights and stuft and really difficult situ-
ations [UK Therapist 2]

Where there was a mistake ... or going astray, another
could come in. So, there was that way of coordinating.
We thought that the bond was built [Uganda Thera-
pist 1]

Working with the therapists outside the sessions
(Therapists only)

Study therapists found it useful to prepare for the ses-
sion beforehand. This was used as an opportunity to
establish a good working relationship and motivate
one another.

Briefing with XX (other study therapist) was actually
really nice as well because we were able to ... like,
speak ... that was really good. Just having someone
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where you know that you can also like bounce off of,
yeah [UK therapist 2]

Therapists would debrief after each session. This was a
time to reflect on their own performance or discuss
challenges they faced and how to overcome them
next time. Having a peer to confide in seemed particu-
larly important to therapists.

You know XX (other therapist) and I would talk
about it, and sort debrief afterwards and talk things
through um ... and just yes, just think about things
a little bit together and I think that was really nice
being able to do that. She was great at kind of check-
ing in with me as well at the beginning and stuff you
know, there was a nice kind of mutual support. [UK
Therapist 1]

Particularly when it comes to XX (other study thera-
pist) we could have some ample time (umm) to dis-
cuss the way forward, we could have some time to
discuss about the session we had just completed
(umm) and even XX (other study therapist), well,
we could get some time and we discuss so that we
can avoid mistakes for the next sessions ahead of us.
[Uganda Therapist 2]

Experience in study training

Valuable experiences and confidence-building

The UK therapists liked the breadth of training they
received before running the intervention. They
acquired skills in basic counselling, active listening
and asking open questions, as well as practical skills
for running groups. The intervention manual was
also a good resource for therapists to revisit the train-
ing when needed.

Sometimes we did roleplays, which was good ...
because I like learning as I go so. Especially when it
came to, like, building empathy or like having skills.
That was great because we were able to actually put
it into real life [UK Therapist 2]

I would say that the manual was very extensive ... and
very helpful. [UK Therapist 1]

All the Uganda therapists spoke highly of the study
training but did not discuss the breadth of the train-
ing. In contrast to the UK therapists (discussed in
the next section), the Uganda therapists said they felt
prepared to deliver the intervention and felt supported
by the training.

By the time we meet these clients we were ... ready
and well equipped. [Uganda Therapist 1]

After the training I felt that am almost 90 percent that
I can deliver what I have been trained. [Uganda
Therapist 2]

We were lucky with the team that I was working with
because they had to first train us on what we were
supposed to do...background information, what
the study is about, what to expect and how we are sup-
posed to go about it. [Uganda Therapist 3]

Difficulties with the training

A key difficulty touched on by the UK therapists was
the amount of new information to learn during the
training.

Um, to be honest I found it quite intense sometimes.
Because it was a lot of like information to retain. Um,
and I think as well because it was like one - it was like
one day in the week, it was yes it was just thought it
was so much to retain in that space, in that time.
[UK Therapist 2]

I had made notes, there is a very extensive manual ... I
just had to go back over things myself and spend quite
alot of time doing that ... because ... I need that to be
able to you know ... to feel ready [UK Therapist 1]

Yes, so ... not very prepared but, I don’t know I think
... that is not quite true as well if I was to say, ‘not very
prepared’ that might - that might have been about
how confident do I feel about that I was ready to.
[UK Therapist 1]

Yes, to be honest I felt like pretty prepared ... I guess
the restart [referring to a gap between the main block
of training and the final element of training] was a little
bit — not necessarily rushed but it really did feel like ‘oh
right okay, were back to it’ ... so yeah it did kind of like
leave us a little bit unsure. [UK Therapist 2]

The UK therapists experienced some difficulty in com-
pleting the study training online rather than in person.
Cultural differences may have also made the interven-
tion material more challenging to engage with as the
training was conducted with therapists from both
countries.

I understand that it [The training] had to be with ...
the Ugandan people as well. I think that was a little bit
difficult. I think that there are ... different sort of ...
cultural issues if you like ... That made it a little bit
more complicated. [UK Therapist 1]

Discussion

This study investigated the experiences of a novel
HIV-sharing intervention among therapists and
young adults living with PAH in Uganda and the
UK. The qualitative findings suggest that the interven-
tion was experienced positively in both countries,
despite cultural differences. Participants who received
the intervention expressed feelings of empowerment, a
more positive attitude towards their HIV status,



increased HIV knowledge, and greater motivation to
and confidence in sharing their status after completing
the intervention. Five key themes were identified from
the qualitative interviews with the participants and the
therapists: the benefits of peer support, educational
impact, the study process, feelings towards HIV status
and the application of skills and knowledge after the
intervention. Two additional themes were specific to
therapists: working with other study therapists and
the experience of the study training.

The perceived benefit of peer support from other
HEADS-UP study participants was a central finding.
Participants enjoyed discussing ideas and sharing
experiences in a safe space with other young people
living with PAH. Many participants mentioned how
this reduced their feelings of loneliness and was an
opportunity for them to learn from other participant’s
experiences. This finding was consistent with studies
across a range of populations of people living with
HIV (Lut et al,, 2017; Magidson et al., 2019; Wogrin
et al., 2021).

Participants in the intervention group described the
sessions as highly educational, both in relation to HIV
sharing skills and regarding general information about
HIV. This included learning about U=U (Rodger et al.,
2019) in both countries. Gains in knowledge about
HIV sharing related to strategies to plan how to
share, and how to handle both positive and negative
responses when sharing with others. Disclosure inter-
ventions using educational techniques have been
shown to increase HIV sharing in other populations
of people living with HIV (Schulte et al., 2021). In
the current study, learning HIV sharing skills (e.g.
planning how to share) appeared to increase confi-
dence in being able to share, consistent with the inter-
vention’s conceptual model. This finding is in line
with a trend towards increased HIV pro-disclosure
cognitions and affect, and HIV disclosure intention
seen in the quantitative evaluation of HEADS-UP
(Evangeli, Gnan et al., 2024).

This study found that HIV sharing was rarely dis-
cussed in routine clinical care, indicating that the
intervention was not mirroring conversations with
professionals that were already occurring. In addition,
one therapist in this study noted that they had little to
offer when the issue arose prior to being trained on the
HEADS-UP intervention. This may be a consequence
of the absence of training and guidance for pro-
fessionals on how to support people living with HIV
around HIV status sharing. Guidelines for how to
offer HIV-sharing support should be developed.

One consistent finding was that participants felt
that they needed more ongoing psychosocial support,
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for example, through support groups. Many partici-
pants mentioned how speaking with others living
with PAH would reduce social isolation and mental
health problems. It is notable that the quantitative
HEADS-UP findings showed higher levels of well-
being in intervention participants than in those allo-
cated to the standard of care condition, despite the
intervention not being designed to be primarily
focused on wellbeing (Evangeli, Gnan et al., 2024).
This finding may be due to the intervention fulfilling
generic support needs, rather than needs specific to
HIV sharing. In addition, the qualitative findings
suggested that the intervention, for some, resulted in
a more positive attitude towards their HIV status.
The latter was one of the aims of the intervention
(i.e. reducing internalised HIV stigma) and is consist-
ent with the intervention’s conceptual model (Evan-
geli, Gnan et al., 2024).

Many participants said that they felt like they could
never share their status before taking part in the inter-
vention. The subjective difficulty in HIV sharing in
this population has been reported in many previous
studies (Gabbidon et al., 2020; Hogwood et al., 2013;
Zgambo et al,, 2021) and is consistent with the low
levels of HIV sharing reported in the quantitative
HEADS-UP analysis (Evangeli, Gnan et al., 2024).
The findings are also consistent with evidence that
young people living with HIV would like more sup-
port and guidance around HIV sharing (Bott & Ober-
meyer, 2013).

Regarding the strengths of the study, we aimed to
sample representatively, and the response rate was
good. Steps were taken to ensure rigour in the analysis.
The sample size was sufficient to suggest that the data
saturation may have been met for most of the themes.
The longitudinal nature of the data collection was an
additional strength. Limitations include the possibility
of recall bias, the absence of member checking, and the
fact that it is not known how transferable the findings
are to other populations of young people living with
perinatally acquired HIV. In addition, the fact that
the analysis was carried out by two English-speaking
researchers based in the UK may have meant that
some of the nuance inherent in the Uganda data
may have been missed.

The main practice implication from this study is
that more support should be provided to help young
adults living with PAH. This relates to both HIV shar-
ing-specific support (as this did not seem to occur in
standard care) and more generic psychosocial and
mental health support. Many participants mentioned
how the support offered reduces once they enter
adult care. It is essential to continue providing support
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services from adolescence into young adulthood for
individuals living with PAH. Peer support should be
part of this provision, given the clearly beneficial
effects seen in the current study and in other studies
(Aurpibul et al,, 2023). Reducing isolation and pre-
venting mental health difficulties are vitally important
goals, given that they are correlated with a range of
negative outcomes, for example, lower levels of ART
adherence (Evangeli, 2018).

There are also implications of this study for the
evaluation of HEADS-UP and other HIV-sharing
interventions. This study corroborated the findings
that the HEADS-UP intervention was feasible and
acceptable (Evangeli, Gnan et al., 2024). If HEADS-
UP proceeds to a full-powered RCT, then the qualitat-
ive findings suggest that additional support should be
offered to participants, for example, follow-up support
after difficult sessions and support groups for partici-
pants following the intervention. This study also
suggests that future research could develop and test
the intervention with younger people with PAH, per-
haps soon after HIV naming. In addition, many issues
associated with sharing an HIV status are similar
regardless of the population. Adapting the HEADS-
UP intervention for other populations of people living
with HIV could, therefore, be undertaken.
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