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Abstract

Young people living with HIV (YPLHIV) in sub-Saharan Africa (SSA) are at high risk of having a poor quality of life.
Addressing wellbeing explicitly within HIV/AIDS policies could assist mitigation efforts. However, guidance on
wellbeing measures to evaluate policies for YPLHIV is scarce. The aims of this mixed-methods review were to
identify: i) key dimensions of wellbeing and i) wellbeing measures that align to these dimensions among YPLHIV
(15-24 years) in SSA. We searched six social science and medical databases, including grey literature. We included
studies that examined correlates and lived experiences of wellbeing, among YPLHIV in SSA, from January 2000 to
May 2019. Two reviewers independently screened abstracts and full texts and assessed methodological quality of
included articles. We analysed quantitative and qualitative data using descriptive and meta-ethnographic
approaches, respectively. Thereafter, we integrated findings using a framework approach. We identified 6527
citations. Of these, 10 quantitative and 30 qualitative studies were included. Being male, higher educational status,
less stigma and more social support were likely correlates of wellbeing. Themes that shaped experiences suggestive
of wellbeing were: 1) acceptance and belonging— stigma, social support; 2) coping; 3) standard of living. Our final
synthesis found that the following dimensions potentially characterise wellbeing: self-acceptance, belonging,
autonomy; positive relations, environmental mastery, purpose in life. Wellbeing for YPLHIV is multi-dimensional and
relational. Relevant measures include the Personal Wellbeing Index, Ryff's Psychological Wellbeing Scale and Mental
Health Continuum Short Form. However, psychometric evaluations of these scales among YPLHIV in SSA are
needed.
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Introduction

Adolescence and young adulthood are critical periods
for wellbeing, an indicator of the quality of life. This life
stage is important for building human and social capital,
resources that can sustain wellbeing in adulthood [1-3].
For young people living with HIV (YPLHIV), who be-
cause of greater access to anti-retroviral therapy (ART),
can expect to reach adulthood, building and sustaining
wellbeing as they grow older is crucial. In sub-Saharan
Africa (SSA) there are an estimated 2.8 million YPLHIV
aged 15—24 years [4]. Many YPLHIV in SSA are at high
risk for HIV-related mortality, morbidity [5] and poor
quality of life due to the sub-optimal access to treatment
and psycho-social services, including exposure to mul-
tiple stigmas [6-9]. According to the United Nations
[10], the number of YPLHIV in Africa is projected to in-
crease by 44% between 2015 and 2030. Models predict
that investment in the quality of life among the growing
youth population in SSA, particularly via addressing
health needs, could increase labour productivity and re-
sultantly accelerate economic growth [11]. If long-run
economic growth is to be achieved, then public health
policies need to also promote the wellbeing among YPL-
HIV, a vulnerable and growing population in this region.

In social psychology, wellbeing denotes a sense of
thriving in multiple life domains such as family, career
and health [12]. Two constructs of wellbeing exist, sub-
jective wellbeing (SWB) which focuses on people’s emo-
tional and cognitive evaluations of their lives [13] and
psychological wellbeing (PWB) which emphasise positive
functioning, relationships and human potential [14, 15].
The wellbeing of YPLHIV in SSA is likely to be compro-
mised given the impact HIV/AIDS has on key
dimensions of wellbeing such as finding meaning, self-
acceptance and maintenance of positive caregiver and
peer relationships [16]. Importantly, emerging empirical
evidence has shown that YPLHIV in this setting are at
high risk for depression and anxiety [17-19] and suicidal
ideation [20]. Negative mental health functioning is one
of the strongest predictors of wellbeing [21], and if expe-
rienced during adolescence may lead to reduced well-
being in adulthood [2, 22], and subsequently
unfavourable labour-market outcomes such as low earn-
ings [23-25]. The risk of lowered wellbeing among YPL-
HIV is of major concern as econometric evidence has
shown that the stocks and intergenerational transfer of
human capital to young people in this region has already
been eroded by the HIV/AIDS epidemic [26, 27].

In line with Sustainable Development Goal (SDG) 3
(“Ensure healthy lives and promote well-being for all at
all ages”), wellbeing has emerged as a major policy out-
come [28, 29]. Substantial investment and progress has
been made in reducing the HIV epidemic among young
people (SDG 3.3) via scale-up of HIV testing and access
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to treatment [30, 31]. Yet, promoting mental health and
wellbeing (SDG 3.4) among young people has received
very little attention. There is growing recognition for the
need to include quality of life as an HIV/AIDS
programme target [32, 33]. Current multi-sectoral HIV
programmes are focused on reducing new HIV-
infections among adolescent girls and young women via
improving access to health and social services, including
economic opportunities [34]. However, monitoring and
evaluation frameworks of these programmes do not ex-
plicitly include wellbeing as an outcome, a recom-
mended measure in the field of economics for
measuring social progress [35]. Valuing only narrow
health outcomes in health economic analyses may fail to
capture the broader impacts of the multi-sectoral initia-
tives that go beyond health [36, 37]. From a public
health financing perspective, understanding the impact
of HIV policies on wellbeing could provide a range of
ways to direct and strengthen investments for YPLHIV.

Wellbeing measures are used in economic policy eval-
uations as empirical approximations of individual wel-
fare (i.e. the satisfaction (utility) gained from consuming
a good or service) [38]. Of the few health-related eco-
nomic studies that have examined wellbeing among chil-
dren and adolescents, most have used uni-dimensional
life satisfaction measures [39, 40]. However, several
multi-dimensional wellbeing measures developed for
young people in the Global North exist in the field of so-
cial psychology, these include multi-dimensional SWB
scales (i.e. Student Life Satisfaction Scale [41], Personal
Wellbeing Index [42]), and PWB measures (Ryff Scale of
PWB [43], Mental Health Continuum Short-Form [44]).
In the field of HIV/AIDS epidemiology, health-related
quality of life measures that encompass some wellbeing
dimensions such as emotional and social functioning
have been recommended [45] and applied among ado-
lescents living with HIV, these include the Paediatric
Quality of Life Inventory [46], KIDSCREEN [47], WHO
Quality of Life [48]. However, there is a lack of guidance
on which wellbeing measures, underpinned by wellbeing
theory, are appropriate for health economic surveys
seeking to evaluate the impact of HIV policies on the
wellbeing of YPLHIV.

Wellbeing may be conceptualised, experienced, and
valued differently across cultures. A better understand-
ing of the correlates and local experiences of wellbeing
among YPLHIV in SSA and how these relate to inter-
national conceptualisations of wellbeing is required in
the selection of culturally sensitive, yet generalisable,
measures of wellbeing for SSA. While several studies
have explored wellbeing among young people in this
sub-region [49, 50], to the best of our knowledge, no
study has systematically reviewed the evidence on what
constitutes wellbeing among YPLHIV on the continent.
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The objectives of this mixed-methods review are to
identify and critically assess: 1) quantitative evidence on
the correlates of wellbeing among YPLHIV; 2) qualita-
tive evidence on the lived experiences of wellbeing
among YPLHIV; 3) integrate these two strands of evi-
dence and identify appropriate measures of wellbeing
based on key dimensions of wellbeing relevant to
YPLHIV.

The main reason for using quantitative and qualitative
evidence in this review is to provide a broad perspective
in order to gain a detailed and thorough understanding
of the indicators of wellbeing and potential mechanisms
by which factors influence wellbeing [51-53]. The find-
ings from this review could guide the selection of well-
being measures for policy evaluations focused on
YPLHIV.

Methods

The quantitative review was prepared in accordance with
Preferred Reporting Items for Systematic Reviews and
Meta-analysis (PRISMA) checklist [54] (Additional file
1). Whereas the qualitative review adhered to the Enhan-
cing transparency in reporting the synthesis of qualita-
tive research (ENTREQ) statement [55] (Additional file
2). Reporting of this review was informed by mixed-
method review guidelines [56].

Epistemological perspective and study design

We adopted a relational wellbeing perspective as in-
creasing research from the fields of social psychology,
anthropology and international development have
highlighted that relationships are central to the experi-
ences of wellbeing in low- and middle-income countries,
particularly studies from SSA [57-59]. We drew on the
relationality meaning model as proposed by Wissing [60]
as relationships and connections have been shown to be
central to formation of wellbeing among young people
[61-65]. According to the relationality meaning model,
relationships, with self (intrapersonal) and others (inter-
personal) are at the centre of a meaningful life, and play
an important role in the connections between people
and context (i.e. social, cultural, ecological, physical,
spiritual) [60]. This model has a strong PWB orientation
and emphasises three key elements: 1. meaning of life
(experienced in the connectedness to something larger
than life and the realisation of values); 2. meaning in life
(experienced in the belongingness and relatedness to
other people); and 3. meaning to life (expressed via ac-
tions such as expressions of affection, longing for be-
longingness, building relationships). This model
hypothesises that meaning of life facilitates the construc-
tion of meaning in life which in turn directs activities to
provide meaning to life [60]. We specifically applied ele-
ments of this model to understand the pathways to
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wellbeing in order to elucidate dimensions that are rele-
vant in capturing the wellbeing among YPLHIV.

The mixed-methods approach used was a segregated
(convergent) design [66]. We selected this design be-
cause we regarded quantitative and qualitative research
as complementary. However, we conducted the quantita-
tive and qualitative review separately as different ap-
proaches were used and the review criteria differed. For
the quantitative review, we followed systematic review
methods wused in evidenced-based medicine [67].
Whereas for the qualitative review, we used a flexible
meta-ethnography design [68]. Quantitative and qualita-
tive studies were retrieved, analysed and synthesised sep-
arately, prior to the final synthesis [66].

Eligibility
The criteria for inclusion of studies are summarised in
Table 1.

Studies

We included published and non-published quantitative
and qualitative studies. We selected observational quan-
titative studies reporting on primary or secondary data
analysis from cohort or cross-sectional datasets. We
deemed any qualitative study design, data collection
technique (e.g. group interviews, in-depth interviews,
participant observations) or analytical approach (e.g. the-
matic analysis, framework analysis) eligible for the quali-
tative arm of this review. Furthermore, we included
mixed-method studies that satisfied corresponding in-
clusion and exclusion criteria, separately determining eli-
gibility for quantitative and qualitative components. In
addition, we scanned the bibliographies of relevant
quantitative or qualitative reviews to identify potentially
eligible primary studies not yielded by the primary
search.

Participants

We selected studies focused on young people, defined as
older adolescents and young adults between the ages of
15-24 years, who were living with HIV [69]. We focused
on this condition only as HIV/AIDS remains the leading
cause of mortality among young people in this region
[70, 71]. We included studies if at least the average age
of the sample was within our age-range or results could
be extractable for the age-range.

Outcome measures

Drawing from the field of social psychology, we con-
ceptualised wellbeing as subjective and psychological.
Thus, our outcome measures included any dimension
of these two constructs: 1) subjective- positive and
negative affect (mood states, emotions), life satisfac-
tion [13]; 2) psychological- self-acceptance, positive
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Table 1 Eligibility criteria for quantitative and qualitative studies

(2020) 18:120

Page 4 of 34

Inclusion

Exclusion

Quantitative studies

Population - Young people living with HIV (aged 15-24 years)

« Studies were < 50% of the population is between the ages of
15-24 years

- Studies that focus on specific population groups (i.e. orphans,
LGBTQI, pregnant or post-partum women, sex workers, home-
less youth, patients with co-morbidity)

Study design

- Observational research study designs or standard of care arm

from a trial

- Studies that statistically examined factors associated with

subjective or psychological wellbeing or any of its dimensions
using regression techniques

- Studies that statistically examined factors associated with

- Letters, opinion pieces, editorials, reviews, qualitative studies
« Psychometric evaluations
- Studies were the sample size is n < 50

mental health (i.e. mental illness- depression, anxiety) using

regression techniques

Outcomes
wellbeing or mental health

Other
ference abstracts, dissertations, working papers)
+ English and non-English studies
- Studies conducted between January 2000-May 2019

Qualitative studies

- Predictors of any dimension of subjective or psychological

Outcomes related to physical functioning
- Outcomes related to objective measures of quality of life (i.e.
birth rate, school completion, mortality)

« Peer-reviewed journal articles and non-published studies (con-

- Studies that focus on specific population groups (i.e. orphans,
LGBTQ!, pregnant or post-partum women, sex workers, home-
less youth, patients with co-morbidity)

- Studies examining objective measures of quality of life

- Studies with YPLHIV in the intervention arm of a trial

- Reviews, editorials, letters, essays, theoretical and opinion
papers

- Studies evaluating a specific policy, programme or intervention

« Narrow focus on physical functioning, ART adherence,
disclosure challenges, sexual reproductive health needs

- Quantitative studies

Sample + Young people living with HIV (aged 15-24 years)
- Caregivers of young people aged 15-24 years, healthcare
workers, educators, other family members
Phenomenon - Subjective and psychological wellbeing, mental health
of interest
Design - Studies incorporating any form of qualitative study design, data
collection method or analytical technique
- Cross-sectional or longitudinal
Evaluation - Studies aimed at understanding the lived experiences of
wellbeing or experiences related to any dimension of wellbeing
or mental health
Research - Qualitative or mixed-methods
type
Other + Peer-reviewed journal articles and non-published studies (con-

ference abstracts, dissertations, working papers)
« English and non-English studies
« Studies conducted between January 2000-May 2019

relations, environmental mastery, autonomy, purpose
in life, personal growth [43, 72]. Given the strong
correlation between mental health and wellbeing [21,
72, 73], we included mental health as one of our out-
come measures. We applied a biomedical definition of
mental health (i.e. the absence or presence of symp-
toms of mental illness) [74, 75].

We included: quantitative studies that assessed factors as-
sociated with any dimension of wellbeing or mental health
using statistical regression techniques; qualitative studies
that explored lived experiences of wellbeing or experiences
related to dimensions of wellbeing or mental health.

Study setting
We included studies conducted in any setting (e.g.
household, clinic, school) in a country within the sub-

Saharan African region, as per the World Bank country
classification [76]. We chose to focus on SSA only as this
region accounts for the highest number of YPLHIV [77].
Furthermore, young people living in this region have the
highest risk of HIV acquisition [78].

Time and language

We restricted the search to studies conducted between
01 January 2000 and 11 May 2019. This timeline covers
the key post-ART periods in SSA: 1) ART introduction
(2000-2007); 2) expanded ART (2008-2010); and 3)
scaled-up ART (2011-2019) [79]. We considered the
post-ART period more relevant to the current inter-
national HIV policy landscape as treatment for all HIV-
positive individuals is now the recommended approach
[80]. No language restrictions were placed on the search.
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Information sources

Aiming for a broad interdisciplinary approach, we
searched published and grey literature on multiple elec-
tronic platforms. We searched 6 electronic databases for
eligible peer-reviewed journal articles: Medline, Web of
Science, PsychINFO, Econlit, Africa-Wide Information,
International Bibliography of the Social Sciences. For
grey literature, we searched the dissertation databases
(Dissertations and Theses- A&I, World Cat), and the
International AIDS Society conference archives (2001-
2018). In addition, eligible working papers were identi-
fied by searching data repositories of the Organisation
for Economic Co-operation and Development, IDEAS
and the National Bureau of Economic Research.

Search strategy

We searched electronic databases using either com-
pound search strategies containing subject headings that
were supplemented with text terms (Additional files 3, 4,
5 and 6) and JEL codes (Additional file 5), or simple
Boolean logic search strategies with keywords (Add-
itional files 7, 8, 9 and 10). Our search terms were
aligned to dimensions of the subjective and psycho-
logical wellbeing constructs (e.g. negative and positive
affect, life satisfaction, self-acceptance, social relation-
ships) [13, 72], with a specific focus on relational dimen-
sions. In addition, our search included terms related to
the attitudes and symptoms of common mental disor-
ders (i.e. depression, anxiety) among YPLHIV [81].

Study records- data management, selection process, data

collection process

We imported search outputs into an EndNote (X 8) li-
brary and removed duplicate references. Thereafter, we
imported this library into an online systematic review
manager (Covidence systematic review software, Veritas
Health Innovation, Australia). DG and IDA dual
screened titles and abstracts independently, and 10% of
these were dual screened by GF. AW assisted DG with
the dual screening of grey literature. DG subsequently
resolved conflicts via discussion with the dual screener,
obtained the full text for all potentially eligible abstracts
and applied the inclusion criteria to these studies. GF,
JS, CM randomly checked all full texts. Less than 5% of
abstracts were non-English language studies. For these
specific studies, we obtained a translated electronic Eng-
lish version of the study.

Data items

Once consensus was reached on eligible studies, DG en-
tered relevant data from potentially eligible studies onto
electronic data extraction forms. The design of these
forms were informed by the Strengthening the Reporting
of Observational Studies in Epidemiology (STROBE)
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checklist [82] and Consolidated criteria for Reporting
Qualitative Research (COREQ) checklist [83], for quanti-
tative and qualitative studies, respectively.

We extracted information on the following variables
from each included study: author, year published, study
setting, country income classification [76], design, out-
come definition, analytical techniques, participant demo-
graphics, treatment status, disclosure status. For
quantitative studies, we specifically extracted data from
regression models (e.g. sample size, measures of associa-
tions, confidence intervals and p-values). For qualitative
studies, we extracted primary themes or first order con-
structs (i.e. participants’ understanding as reported in
the study via verbatim quotes or authors description),
and secondary themes or second order constructs (i.e.
authors’ interpretations of participants’ understandings).
Co-authors randomly checked data extractions.

Outcomes

a) Quantitative: explanatory variables associated with
wellbeing or mental health, and wellbeing and
mental health measures.

b) Qualitative: meanings and manifestations of
wellbeing, any dimension of wellbeing or mental
health

Quality appraisal

All potentially eligible studies were critically appraised
by assessing their methodological quality. For quanti-
tative studies, we applied a risk of bias tool, adapted
from the Cochrane guidance on assessing risk of bias
in non-randomised studies [67]. DG and GF selected
items for this tool based on their relevance to obser-
vational study designs in epidemiology and psych-
ology. Studies were categorised into three groups,
depending on the level of bias: low, medium or high
risk of bias. This was assessed by evaluating measures
applied to reduce the following biases: 1) selection
bias — random sampling techniques; 2) information
bias — training of interviewers in the administration
of the scale, translation of the scale to local language,
assessing the validity and reliability of scale for given
population; 3) confounding — adjustments for poten-
tial confounders. For qualitative studies, we applied a
quality assessment tool adapted from the COREQ
checklist [83] and key studies [84, 85]. DG and JS se-
lected the following indicators for this tool based on
its relevance to qualitative research design 1) rigor —
use of appropriate theoretical frameworks, sufficient
data collected; 2) sincerity — self-reflexivity, transpar-
ency about the methods and challenges; 3) credibility
— triangulation of data, inductive nature of derived
themes.
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Data analysis-synthesis

We conducted a simple descriptive analysis of key quan-
titative findings. We categorised studies by country in-
come classification and SSA sub-region as the quality of
life among YPLHIV may vary depending on the coun-
try’s healthcare resources and HIV-epidemic pattern
specific to that sub-region. For the qualitative studies,
we applied meta-ethnographic analytical methods [86],
as implemented by Atkins, Lewin [87]. We specifically
used the reciprocal translation analytical approach to de-
velop themes. This approach entailed analysing and syn-
thesising participant views (first-order construct) and
authors’ interpretation (second order constructs) to de-
velop third-order constructs. We implemented this ap-
proach by comparing first and second order constructs
across studies that were homogeneous in terms of design
elements (setting, population and period of ART roll-
out) and chronologically ordered studies based on publi-
cation date [87]. Subsequently, we matched themes
across papers ensuring the third order captured similar
themes from various studies. We then tabulated transla-
tions by highlighting key third order constructs derived
and supporting quotes and narratives. Finally, we inter-
preted the themes across studies to develop a line-of-
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argument synthesis describing how all themes interacted
to shape wellbeing. We evaluated the quality of the
qualitative evidence synthesis using the GRADE-
CERQual (Confidence in Evidence from Reviews of
Qualitative research) approach [88]. This approach in-
cludes an assessment of the methodological limitations,
coherence, relevance, and adequacy. Lastly, we inte-
grated the main quantitative and qualitative findings by
mapping key correlates and themes that emerged from
the data to subjective and psychological wellbeing di-
mensions [13, 72]. Thereafter, we interpreted our data
drawing on the relationality meaning model [60].

Results

Screening protocol

The electronic database search yielded a total of 7563 ci-
tations, and our grey literature and manual search
yielded 771 citations (Fig. 1). After removal of duplicate
entries, 6527 studies were evaluated using title and ab-
stracts; 5909 citations were excluded as these were based
on populations that were not in line with the reviews’
study population (i.e. caregivers, older adults, elderly,
pregnant women) or outcome (i.e. drug effectiveness, ac-
cess to education or sexual reproductive health services).

Additional records identified through other sources
(N=771)
Conferences (n=526), Manual search (n=26); Economic
working papers (n=128), Dissertations (n=91)

Quantitative review (n=346)
e No age-stratified regression data (n=202)

e |Irrelevant on basis of outcome and/or population

group (n=90)

On children < 15 years of age (n=30)
Duplicate data (n=7)

Unable to access (n=6)

Book, commentary, letter to the editor (n=4)
e Reviews (n=7)

Qualitative review (n=232)

e Irrelevant on basis of outcome and/or population
group (n=104)

On adults >24 years of age (n=71)

On children < 15 years of age (n=9)

No age-stratified quotes or narratives (n=26)

(N=40)
Quantitative (n =10), Qualitative (n=30)

= Records identified through database searching
2 (N=7563)
_g - Jan 2000-April 2018 (n=6985)
b May 2018-May 2019 (n=578)
]
. I |
Records after duplicates removed (N= 6527)
. !
‘c Records screened
o -
o (N=6527)
O
“w
Records excluded P R
(n =5909) °
L]
v .
Full-text articles assessed for eligibility :
z (N=618)
3 Quantitative (n=356), Qualitative (n=262)
)
w
Full-text articles
— — | excluded, with reasons
(N=578) .
L]
- .
7]
t L]
% Studies retained for synthesis
c

Review of book, correspondence, editorial, letter
to the editor, poster, online newspaper article
(n=6)

e Unable to access (n=8)

e Duplicate data (n=7)

Fig. 1 Selection process for the inclusion of studies

e Meta-ethnography (n=1)
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The remaining 618 potentially eligible studies were re-
trieved for full-text assessment (356 quantitative review,
262 qualitative review). Of the 356 citations identified
for the quantitative review, 10 studies were included,
and 346 studies excluded mainly due to the lack of age-
stratified analyses or focus on a biomedical outcome
measure. Of the 262 citations identified for the qualita-
tive review, 30 studies were included, and 232 studies
were excluded mainly because of: 1. a narrow focus on
barriers to disclosure or adherence; 2. examined out-
comes not related to subjective or psychological well-
being dimensions (e.g. feasibility and acceptability of a
biomedical intervention or health service programme); 3.
included adolescents or young adults in the sample but
did not provide quotes from participants that spanned
the age-range 1524 years.

Overall study characteristics

Tables 2 and 3 summarize the main characteristics of
the 40 studies (10 quantitative and 30 qualitative). These
studies were equally representative of the eastern and
southern sub-regions of SSA, with nearly 50% conducted
in low-income country settings (n=19). The majority
were conducted during the scaled-up ART phase. Partic-
ipants were mainly between 15 to 19 years of age and
sampled from urban public healthcare facilities. None of
the included studies defined wellbeing in terms of sub-
jective or psychological wellbeing as defined by Diener
and Ryan [89] and Ryff and Keyes [72], respectively.
However, these studies examined dimensions related to
these constructs such as mental health, relationships and
self-acceptance.

Quantitative studies-characteristics and data synthesis

Of the ten quantitative studies (Table 2), five were con-
ducted in southern Africa: South Africa [90, 91],
Namibia [92], Malawi [93], Zambia [94] (Table 3). The
remainder conducted in eastern Africa: Uganda (n =2)
[95, 96], Kenya (n=1) [97], Ethiopia (n=1) [98] and
Tanzania (n=1) [99]. All studies employed a cross-
sectional study design. Neither subjective nor psycho-
logical wellbeing were measured in any of these studies.
All studies measured mental health, specifically symp-
toms of depression, mainly using the Beck Depression
Inventory-II (n = 3), Patient Health Questionnaire-9 (n =
2), Strengths and Difficulties Questionnaire (n =2). The
key factors associated with mental health outcomes mea-
sured are detailed below (Table 4, Additional file 11).

i. Demographics
Being female was strongly correlated with poor mental

health functioning in four studies (note, the outcome
definition was different in each of the four studies) [92,
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93, 96, 99]. The largest gender effect was observed in
Malawi, with females almost eight times as likely com-
pared to males to exhibit higher depression-related
symptoms scores (f=2.13, 95% CI [0.82-3.43], p=
0.002) [93]. In two urban studies from low income
settings, there was between an 8 to 23% increase in de-
pression scores with age [93, 99].

ii. Standard of living

Educational attainment was found to have a protective
effect on mental health functioning in three low income
countries [93, 95, 99]. In the Ugandan study, those with
secondary school attainment were five times more likely
to have better mental health than those with no educa-
tion (adjusted odd ratio (aOR)=5.3, 95% CI [1.86—
15.41], p < 0.00) [95].

ili. Psycho-social

HIV-related stigma was strongly positively associated
with poor mental health functioning in six studies [91,
92, 94, 96, 98, 99]. Among these studies, the largest ef-
fect of stigma was documented in Zambia, which found
that the odds of having higher depressive symptom
scores was almost three times higher for YPLHIV who
experienced stigma than in those who did not (aOR =
2.99; 95% CI [1.07-8.41], p = 0.01) [94]. Having someone
to talk to or feeling satisfied with health services or the
social support received promoted positive mental health
functioning in four studies (Namibia (n = 1) [92], Uganda
(n=2) [95, 96], Zambia (n=1) [94]. In an Ethiopian
study, Abebe, Shumet [98] reported that those with low
social support were 2.74 times more likely to develop de-
pressive symptoms than those with strong social support
(95% CI [1.42-5.27], p = <0.01). Moreover, poor adher-
ence was positively correlated with depressive symptoms
in three studies [97-99].

Quality of studies

Five of the ten quantitative studies were judged as hav-
ing low quality as findings were subject to a high risk of
bias [90-92, 94, 99] (Table 5). The main quality con-
cerns in these studies were the lack of reporting on psy-
chometric properties of the scale and standardisation of
scale administration, including the inadequate reporting
and interpretation of statistical analyses. Only one study
psychometrically evaluated the chosen scale on a similar
study population and found it to have good validity and
reliability [93]. None of the studies reported information
on the cultural validity of the chosen scale/s. All studies
were subject to selection bias as samples were drawn
from healthcare facilities, primarily using non-random
sampling techniques.
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Table 5 Quality assessment of studies included in the quantitative synthesis (N = 10). These studies examined correlates of

wellbeing or mental health among YPLHIV in SSA °

Author year  Sampling (max score 4)  Measurement (max score 8) Reporting (max score 8) Total score  Quality
Generalisability Sample  Psychometric Scale Description  Reporting of Adjustment of  Maximum
size properties of administration of analysis  regression confounders score =20
scale analysis
(Abebe 1 2 1 3 1 3 1 12 Medium
et al, 2019)
(Dow etal, 1 2 1 2 1 1 0 8 Low
2016)
(Earnshaw 1 1 0 1 2 3 1 9 Low
et al, 2018)
(Gaitho 1 1 0 1 1 4 2 10 High
et al, 2018)
(Gentzetal, 1 0 1 2 0 1 2 7 Low
2017)
(Kim et al, 1 2 3 2 2 3 2 15 Medium
2015)
(Mbalinda 1 2 2 1 1 3 2 12 Medium
et al, 2015)
(Mutumba 1 2 2 2 1 3 1 12 Medium
et al, 2017)
(Okawa 1 2 1 0 1 1 1 7 Low
et al, 2018)
(Woollett 1 2 1 1 0 0 0 5 Low
et al, 2017)

$ =The quality assessment tool that was applied was adapted from the Cochrane guidance on assessing risk of bias in non-randomised studies (Higgins and

Green, 2011)

Qualitative studies- characteristics and data synthesis

Of the 30 qualitative studies (Table 3), most were under-
taken in the eastern sub-region (N =14): Uganda (n=
11), Kenya (n=2), Tanzania (n=1) and the southern
sub-region (N =14) (South Africa (n=9), Namibia (n =
1), Swaziland (n = 1), Zambia (1 =2), Zimbabwe (1 =1),
with one study conducted in both regions (Tanzania and
Botswana). The remaining study was conducted in West
Africa (Nigeria 7 = 1). Only six studies focused on a spe-
cific gender (females n =5, males # = 1). Whilst none of
the 30 studies specifically aimed to examine lived experi-
ences of subjective or psychological wellbeing they did,
however, explore experiences related to dimensions of
PWB or mental health. The aim of most of the studies
was to understand the psycho-social challenges experi-
enced among YPLHIV. Five studies examined broader
life experiences associated with wellbeing using ethno-
graphic methods. Data were collected mainly via focus-
group discussions and in-depth interviews. Several stud-
ies included perspectives from caregivers (n=9) and
healthcare workers (HCWs) (n =7), with only one study
that included perspectives from educators.

Specific analytical themes
Three key themes emerged across all studies: 1) accept-
ance and belonging, 2) coping; 3) standard of living

(Table 6, Fig. 2). These themes shaped experiences sug-
gestive of wellbeing as detailed below.

i. Acceptance and belonging

a) HIV-related stigma and discrimination

All the studies highlighted the role HIV-related stigma
and discrimination played in reinforcing social isolation
and poor mental health functioning among YPLHIV.
Perceived contributors included forms of internalised
stigma, characterised as fear of the rejection and isola-
tion if HIV status was accidentally disclosed to peers
[100], partners [101-104] or parents [103, 105, 106].
Hence, keeping one’s HIV status undisclosed was often
described as an everyday lived experience [107-110].
Studies described how internalised stigma impeded abil-
ity to build “healthy identities” [104, 108, 111] and access
social support [101]. Gendered social expectations ap-
peared to facilitate internalised stigma and consequently
limited disclosure. For example, in Uganda, a young
woman living with HIV feared loss of social value if her
intimate relationship was curtailed and hence opted for
non-disclosure of her HIV status [101]. Similarly, young
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a)Females

Fig. 2 Words and phrases in themes used by authors of studies included in the qualitative synthesis. These studies examined lived experiences
related to dimensions of wellbeing or mental health among YPLHIV in SSA. The text font size indicates frequency

b) Males

men living with HIV in Uganda felt unable to uphold
masculine socio-cultural identities and thus chose not to
disclose their HIV status to their parents in fear of the
“loss of rights” to endowments [105, 106]. Most studies
described the manifestations of HIV-related stigma in
terms of experienced stigma, which was encountered in
relationships with mothers [112, 113], family members
[101, 114], learners and educators (102Mutumba et al,,
2015, 107, 115), and HCWs [115] [113]. Authors also
described how stigma intersected with gendered atti-
tudes towards sexuality and self-acceptance among
young women [101, 115-117], including cultural norms
such as respect for elders [113, 118, 119].

b) Social support

The importance of relationships and social connec-
tions was expressed in several studies. Shabalala, De
Lannoy [114] notes that for YPLHIV in eSwatini
(formerly called Swaziland) strong relationships with
caregivers were linked with “being accepted, being
connected and welcomed”. Mutumba, Bauermeister
[102] describes how pill taking between HIV-positive
parents and YPLHIV in Uganda fostered bonding
“whenever she took hers, I also took mine”. In con-
trast, in three studies, young women expressed the
lack of support from caregivers [101, 112, 120].
Trusting relationships with family members were fre-
quently described as important [101, 102, 109, 121,
122]. In a Kenyan study, authors indicate that the
acceptance received from siblings served to “validate
the participant as a human being” [109]. Unsupport-
ive family networks were also described in the litera-
ture in the context of poor mental health
functioning and reduced wellbeing (i.e. lack of self-
acceptance) [101, 114].

Furthermore, studies described how YPLHIV drew on
their friendship networks to manage treatment adher-
ence, seek advice and feel accepted [104, 109, 123]. Sev-
eral participants  expressed gratitude for the
informational and emotional support received from
HCWs [107, 109, 119, 124]. Furthermore, in settings
were YPLHIV had access to support groups, feeling
“comforted” [103], “normal” [103] “welcomed” [114],
“open to share” [121], and “not alone” [111] were dom-
inant in the narratives. Caregivers in a South African
study highlighted their lack of social support and how it
hindered their ability to cope and subsequently support
their children [104]. In three studies, YPLHIV articulated
a deep longing for their deceased parents which authors
indicated signified the importance parents played in
nurturing belonging and its link with creating meaning
in life [104, 114, 117, 120]. Moreover, the yearning for
one’s father was interpreted as being underpinned by
“cultural expectations of being cared for and finding a
rightful place in their father’s home” [114].

ii. Coping

A key positive factor that YPLHIV utilised for coping
was religion and faith, especially when support was lim-
ited. Religion and faith were primarily expressed as “be-
lief in God” [100, 109, 111, 112, 116, 121, 123, 125].
Most authors perceived religion as bringing comfort and
hope, as well as meaning and purpose in their lives. In
addition, in a Namibian study, interpreting HIV acquisi-
tion as a “test or punishments from God” helped a
young woman to accept her HIV status [116]. Another
major positive coping strategy that YPLHIV applied was
future goal setting such as desire for marriage and chil-
dren [107, 119, 125, 126]. Educational aspirations were
perceived as bringing a sense of purpose or social value
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to participants’ lives [107, 122]. In contrast, YPLHIV also
utilised negative coping strategies such as social with-
drawal [107, 108, 111], self-blame [102, 123] and antici-
pation of death [103, 104, 117].

ili. Standard of living

Most YPLHIV resided in non-nuclear and skipped-
generation households that had encountered multiple
losses. These households were often described by au-
thors as lacking economic security and social protection.
In Kenya, Zimbabwe and South Africa, caregivers and
community HCWs reported how food insecurity chal-
lenged ART adherence and positive mental health func-
tioning among YPLHIV [104, 110, 111, 127]. Young men
living with HIV often reported difficulty in establishing
economic security as the sole reason for delaying sexual
debut, marriage and having children [100, 103, 126]. In
Uganda, two studies noted how young men had “shat-
tered dreams” [112] as household poverty traps pre-
vented young men from completing their schooling,
achieving their career aspirations and entering into the
formal labour market. A young man’s inability to con-
tribute to his household made him feel “unwanted” and
“hurt” [114].

Quality of studies
Twenty-seven out of 30 qualitative studies were of
medium (7 =19) to high quality (n=8) (Table 7). The
remaining three studies were of low quality largely due
to insufficient information on the methods and partici-
pant sample, including lack of description in the analysis.
For most studies included in this synthesis, findings were
presented clearly with concrete detail and discussed in
relation to other literature and theories.

Based on the CERQual assessment, we report moder-
ate confidence in most themes (Table 8).

Overall synthesis

Both our quantitative and qualitative evidence suggest
that social networks were at the core of wellbeing for
YPLHIV, which supports a relational construct of well-
being among YPLHIV. Drawing on the relationality
meaning model [60], our findings suggest that social re-
lationships were critical in fostering belongingness and
connectedness. This in turn contributed to a sense of
meaning in and to life, and ultimately wellbeing. In
addition, socio-cultural norms and values were import-
ant to the wellbeing of YPLHIV, as these helped realise
the meaning of and in life. In contrast, our synthesis also
revealed that in certain instances, social networks and
gender norms embedded within these networks compro-
mised wellbeing. Based on our evidence, dimensions that
potentially constitute wellbeing for YPLHIV can be

(2020) 18:120
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mapped onto the following PWB dimensions: 1) self-
acceptance — internalised stigma, externalised stigma,
social acceptance; 2) belonging — family connectedness;
3) autonomy — disclosure, sexual intercourse; 4) positive
relations — social support; 5) environmental mastery —
positive and negative coping; 6) purpose in life — reli-
gious activities, educational aspirations .

Discussion
Through this mixed method review we sought to iden-
tify key dimensions of wellbeing among YPLHIV in SSA
by synthesising the evidence on correlates and experi-
ences of wellbeing. The goal of this review was to inform
wellbeing measurement selection for health economic
surveys that seek to evaluate the impact of HIV policies
on wellbeing. Findings from our review indicate that key
dimensions which define wellbeing for this population
include social support, family belonging, self-acceptance,
coping and purpose. These results suggest that multi-
dimensional wellbeing measures with a strong focus on
social relationships may be appropriate for this setting.
Economic studies from high income settings have
found robust positive associations between social ties
(e.g. family, peers, neighbours) and SWB (life satisfac-
tion, happiness) [128]. However, our findings suggest
that social networks have both benefits and liabilities for
wellbeing among YPLHIV in this setting, which is con-
sistent with recent evidence that highlights the positive
and negative relational mechanisms of social networks
on SWB [129], particularly among adolescents [130].
Our quantitative synthesis showed a strong positive cor-
relation between HIV-related stigma and poor mental
functioning which may likely reduce overall wellbeing as
shown in previous studies among adults living with HIV
in SSA [131] and high income countries [132]. Drawing
on our qualitative review findings together with the rela-
tional meaning model [60] and Goffman’s accounts of
stigma [133], internalised stigma may reduce wellbeing
by lowering self-worth. In addition, externalised stigma
encountered within social networks may reduce con-
nectedness of self with family members and peers [102,
112, 134]. Together, these processes are likely to chal-
lenge self-acceptance. The effects of stigma on wellbeing
are likely be more pronounced for sexually HIV-positive
young women, who, due to the intersection of stigma
with sexual norms, may harbour heightened feelings of
shame and rejection [113, 116]. These findings suggest
that wellbeing measures which focus on self-acceptance
and self-worth may be appropriate for this population.
Our synthesis also highlighted the importance of social
relationships in bringing meaning to life for YPLHIV.
However, caregivers often limited the decision-making
of YPLHIV with regards to disclosure [102] and sexual
intercourse [119], which may have reduced the ability of
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Table 7 Quality appraisal * of full-text studies included in the qualitative synthesis (N = 30). These studies examined lived
experiences related to dimensions of wellbeing or mental health among YPLHIV in SSA

Quality ranking: Red=low, Yellow=medium, Green=high

First author and date of pub Domain 1-Research team Domain 2-Study design Domain 3-Analysis and .
L N Overall quality
and reflexivity findings
(Abubakar et al., 2016)
O
(Adegoke and Steyn, 2017)
High
(Bernays et al., 2017)
! High
(Campbell et al., 2012) .
High
(Dusabe-Richards et al., .
2016) Medium
Goudge et al., 2009
( g ) High
(Inzaule et al., 2016) .
Medium
(Jena, 2014) .
Medium
(Kajubi et al., 2016) .
High
(Knizek et al., 2017)
Medium
(Kyaddondo et al., 2013)
O
(Li et al., 2010) .
Medium
(Loos et al., 2013) i
Medium
Lypen et al., 2015
(typ ) Medium
(Mackworth-Young et al., .
2017) Medium
(Mattes, 2014) i
High
(Mathur et al., 2016) .
Medium
(Matovu et al., 2012) .
. Medium
(Mburu et al., 2014) .
Medium
(Midtbo et al., 2012)
Medium
(Mutumba et al., 2015) .
Medium
(Petersen et al., 2010) .
Medium
(Pienaar and Visser, 2012)
Medium
(Plattner and Meiring,
2006) . Low
(Rosenbaum, 2017) i
Medium
(Shabalala et al., 2016)
High
(Siu et al., 2012) .
. Medium
(vale et al., 2017) .
High
(Woollett et al., 2016) .
Medium
(Woollett et al., 2017) .
Medium

$= The quality appraisal tool was adapted from the COREQ checklist (Tong et al., 2007) and informed by studies in this area (Tracy, 2010; Mays and Pope,
2000)

$ =The quality appraisal tool was adapted from the COREQ checklist (Tong et al., 2007) and informed by studies in this area (Tracy, 2010; Mays and Pope, 2000).
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YPHIV to build relationships and reciprocate affection.
In addition, the absence of relationships, particularly
with fathers, may have reduced belongingness [114].
Family belonging has been shown to mediate pathways
to SWB [135] and PWB [136] among adolescents in de-
veloped settings, possibly via promotion of meaning in
life [137]. Overall, these findings highlight the relevance
of selecting wellbeing measures with dimensions de-
signed to capture family belongingness and autonomy.

Our review revealed a link between strong social sup-
port networks and positive mental health among YPL-
HIV. It is plausible that these strong social networks also
promote PWB as shown in a previous adolescent study
from Brazil [138]. Accounts from our qualitative synthe-
sis suggest that YPLHIV drew on the emotional support
from family, peers and HCWs members during challen-
ging life events (i.e. disclosure, adherence challenges, re-
jection) which may have helped maintain positive
mental health and potentially PWB [102, 103, 109].
However, in instances where supportive social networks
were limited, we found that YPLHIV drew on negative
coping mechanisms (e.g. social withdrawal, self-blame)
[104], which likely reduced their PWB [139]. Our find-
ings suggest that social support positively impacts PWB
by adding meaning to life, specifically on an intra-
personal level such as improving one’s sense of environ-
mental mastery (e.g. ART adherence), a dimension of
PWB. Our findings suggest that wellbeing measures
should also encompass dimensions related to positive re-
lations and environmental mastery.

Our review showed that socio-cultural values, norms
and beliefs were critical for creating purpose in life
among YPLHIV, which is also considered important for
positive youth development [140]. Results from our
qualitative synthesis suggest that religious beliefs, values
and practices, helped YPLHIV understand the meaning
of life, particularly in relation to their HIV status [116],
which is agreement with previous adolescent studies
[100, 125, 141, 142]. Educational and employment aspi-
rations were commonly reported in our qualitative evi-
dence [107, 122, 126], and may have helped promote
wellbeing by creating a sense of purpose in life [43]. In
addition, the desire for economic security among males
[103, 114, 126] also suggests that their wellbeing may be
rooted in their ability to fulfil socio-cultural roles such
as breadwinners, and thereby add purpose to their lives.
These findings suggest that wellbeing measures that con-
sider domains such religion living standards or dimen-
sions such as purpose in life might be valuable for this
population.

Overall, our findings support the use of multi-
dimensional relational wellbeing scales aligned to life
domains which are important to YPLHIV (i.e. family, re-
ligion, education, living standards). Subjective wellbeing
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scales that consider these domains include the Personal
Wellbeing Index [42] and the Student Life Satisfaction
Scale [41]. The Personal Wellbeing Index has been ap-
plied in South Africa’s national social attitudes survey of
individuals aged 16 years and older [143]. The Personal
Wellbeing Index has exhibited good scale reliability
among adolescents in developing countries [144]
whereas the Student Life Satisfaction Scale has shown
favourable psychometric properties among children in
South Africa [145]. Broader wellbeing scales such as
Ryffs PWB scale and the Mental Health Continuum
Short- Form have shown strong alignment with themes
that emerged in our synthesis (i.e. social support, be-
longing, purpose in life, self-acceptance). These PWB
scales have shown good validity among adolescent popu-
lations in the North [146]. In addition, the Mental
Health Continuum Short- Form has shown strong align-
ment with conceptualisation of a good life among ado-
lescents in South Africa [65]. Further studies are needed
to validate these wellbeing measures among YPLHIV in
SSA, paying careful attention to translational issues [147,
148]. These proposed scales are relatively brief and can
be either self- or interviewer- administered in national
economic or HIV surveys, including programme evalua-
tions. In addition, key dimensions of wellbeing in this
setting (e.g. positive relations, acceptance, coping) could
be used as key output measures in monitoring and
evaluation frameworks of multi-sectoral HIV policies
and programmes to indirectly assess wellbeing impacts.
Our findings also highlight the importance of including
social support, stigma, gender and living standards as ex-
planatory variables in econometric models examining
the wellbeing effects of HIV/AIDS policies among
YPLHIV.

Key strengths of this review include: 1) use of mixed-
methods, with qualitative data used to explain patterns
in the quantitative synthesis; 2) use of a search strategy
with a comprehensive definition of wellbeing that
allowed us to examine wellbeing literature from multiple
disciplines; 3) inclusion of both peer-reviewed articles
and grey literature; 4) quality appraisal of each included
study and quality assessment of the synthesised
evidence.

This review is subject to the following limitations:
1) key population groups such as LGTBQI, sex
workers and injecting drug users were excluded, as
their lived experiences are likely to be different
given the higher levels of stigma they possibly en-
counter relative to the general population of YPL-
HIV [149-151]; 2) several applicable regional
conferences lack online abstract and thus our review
may have missed potentially relevant material; 3)
our review focused only on YPLHIV in SSA and
thus findings may not be generalisable to other
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regions. However, results from recent studies sug-
gest that there are similarities between YPLHIV in
SSA and other developing nations within the South-
East Asia Region and Region of the Americas in
terms of correlates of mental illness [81, 152] and
adherence [153, 154]. Hence, results could be rele-
vant to settings with similar disease and socio-
economic profiles. Several gaps in our evidence base
were identified. First, no study directly assessed cor-
relates of wellbeing (using a wellbeing scale) or
evaluated experiences of subjective or psychological
wellbeing. Second, there were no data from Central
Africa, with only one study from West Africa.
Third, our evidence is not generalisable to YPLHIV
in the community given that most studies sampled
individuals from healthcare facilities. Fourth, vari-
ability in outcome definition and scale choice made
it difficult to compare between quantitative studies
and did not allow for a meta-analysis. Fifth, the lack
of age-stratified data limited our ability to compare
correlates and wellbeing by relevant age-bands (15—
19 vs. 20-24yrs.). Sixth, weaknesses in the study
design and analytical techniques used in the quanti-
tative evidence limited out ability to draw out any
causal interpretations. Lastly, for the qualitative re-
view, data saturation among 20-24-year-olds and
YPLHIV in rural settings was not reached, leaving
gaps in our understanding of how these factors may
have shaped wellbeing.

Conclusion

The aim of this mixed-methods review was to identify di-
mensions of wellbeing among YPLHIV and measures that
align to these dimensions for application in HIV policy eval-
uations. Understanding the wellbeing effects of HIV/AIDS
policies could help steer policies in the direction that meets
the broader needs of YPLHIV. This review has shown that
social support was a key correlate of poor mental health and
that social relationships shaped positive lived experiences. In
view of the negative association between poor mental health
functioning and measures of wellbeing found in the litera-
ture, it is plausible to posit that in this population wellbeing
is multi-dimensional and that relational dimensions frame
wellbeing among YPLHIV. Multi-dimensional wellbeing
scales with a strong relational focus that could be applicable
for this group include the Personal Wellbeing Index, Ryff's
PWB and Mental Health Continuum Short-Form. Future
studies should go beyond the investigation of mental health
and examine wellbeing, based on definitions grounded in
theory, to provide more accurate data on the wellbeing ef-
fects of policies. However, psychometric evaluations of these
scales in this population in SSA are warranted, together with
validation of these scales against adolescents and young peo-
ple’s subjective experiences in SSA.
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