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The impact of HIV-related stigma on the psychological
well-being of children who have been orphaned by AIDS
Zeenat Yassin and Charlene Jennifer Erasmus

Department of Child and Family Studies, Social Work, University of the Western Cape, Bellville, Cape Town,
South Africa

ABSTRACT
This study aimed to evaluate and report on the effects of HIV-
related stigma on the psychological health of AIDS orphans. The
study used a systematic review methodology to search electronic
databases, including Academic Search Complete, SA
ePublications, MEDLINE, PubMed, BioMed Central, CINHAHL and
PsychARTICLES from January 2004 to September 2015. Inclusion
criteria included: studies of a qualitative, quantitative or mixed
methodology which focused on the effects HIV-related stigma of
the psychological well-being of AIDS orphans, studies were
required to be open access, peer reviewed, full text articles in
English medium. The study extracted findings four systematic
steps: (1) identification; (2) screening; (3) eligibility; (4) inclusion.
The study used a meta-synthesis for the extraction and amalga-
mation of findings. Nine studies were included in the final review
and showed consistent evidence of HIV-related stigma contribut-
ing to the increased level of psychological distress and poor
mental functioning among AIDS orphans. This study was limited
by low levels of disclosure among AIDS orphans and the omis-
sion of grey literature. However, it does shed light on the effects
of HIV-related stigma on the psychological well-being of AIDS
orphans.
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Background

Since the inception of the human immunodeficiency virus and acquired immunodefi-
ciency syndrome (HIV/AIDS), millions of individuals, including children have been
affected of whom more than 32 million have died (Tran & Mwanri, 2013). A large
population have lost one or both parents to HIV/AIDS, resulting in a substantial
increase in orphanhood worldwide (Boyes & Cluver, 2013; UNICEF, 2006). 17 million
children are believed to be orphaned by AIDS-related causes in 2010, with an expected
to increase of 40 million orphans by the year 2020 (Chi & Li, 2013). AIDS orphans are
regarded as a vulnerable population who have been overlooked as much research has
been placed on the adult population and the transmission and treatment of HIV/AIDS
(Boyes & Cluver, 2013; Delva et al., 2009). However, AIDS orphans are critically
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affected by parental HIV/AIDS. Recent literature has indicated that AIDS orphans
often present with poor psychological well-being and elevated levels of distress
(Cluver, Gardner, & Operario, 2007; Thupayagale-Tshweneagae & Benedict, 2011).
This may be the result of innumerable risk factors associated with AIDS orphan-
hood. Though, when compared with other orphaned youth, AIDS orphans display
elevated levels of psychological distress and poor mental functioning (Thupayagale-
Tshweneagae & Benedict, 2011; Zhao et al., 2009). As AIDS orphans are associated
with a highly stigmatised disease, HIV-related stigma resulting from parental HIV
infection and death has been identified as a risk factor affecting the psychological
well-being of AIDS orphans (Boyes & Cluver, 2013; Pomeroy, Rubin, & Walker,
1995). Only a few existing studies (Adejuwon & Oki, 2011; Bogart et al., 2008; Boyes
& Cluver, 2013; de Witt & Lessing, 2010; Kheswa & Duncan, 2011; Louw, Mokhosi,
& van den Berg, 2012; Zhao et al., 2009) have set out to examine the effects of HIV-
related stigma on the psychological health of AIDS orphans. There is an apparent
need for the investigation of the role of associative stigma in the formation of
psychological distress for AIDS orphans (Deacon, 2006). Together with insufficient
information and much uncertainty, one cannot adequately understand or address
the manner in which HIV-related stigma has contributed to the evaluated levels of
psychological distress and poor psychological functioning displayed by AIDS
orphans (Cluver et al., 2007; Lin et al., 2010). An initial search of studies revealed
that this is the first systematic review to be conducted on this topic. The present
study aimed to examine and report on the effects of HIV-related stigma on the
psychological well-being of AIDS orphans through the amalgamation of existing
evidence. It provides a base of pragmatic information needed to address the identi-
fied issue. Suck knowledge shall contribute to the psychological well-being of AIDS
orphans, allow for the restructuring and development of lasting interventions aimed
to bring about a reduction in HIV-related stigma and may inform future research
studies.

Methods

Study design

A systematic review methodology was used to determine the effects of HIV-related
stigma on the psychological well-being of AIDS orphans who have lost one or both of
their parents to HIV/AIDS.

Inclusion criteria

Included studies were required to: (1) be published between 2004–2015; (2) embody
a qualitative, quantitative or mixed-method methodology; (3) be published in
English Medium; (4) are full text and peer reviewed; (5) study HIV-negative
children between 6–18 years of age and (6) examine and report on the effects of
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associative stigma on the psychological health of AIDS orphans. Studies were
excluded if they had not been published between the designated time period, if
they were not open access or available in the selected databases and are not present
within the public domain. Studies were further excluded if they were not peer
reviewed or full text. Studies failing to report on the relationship between HIV-
related stigma and the psychological health of AIDS orphans were excluded.
Intervention studies and reviews were excluded, as the study aimed to examine
the effects of HIV-related stigma on the psychological well-being of AIDS orphans
rather than effective ways in which HIVs-related stigma may be reduced or how the
psychological well-being of AIDS orphans may be improved.

Search strategy

The search strategy was adapted from the Preferred Reporting Items for Systematic
Reviews and Meta-Analysis (PRISMA) (Moher, Liberati, Ttzlaff, & Altman, & The
PRISMA Group, 2009). The primary researcher conducted searches of electronic
databases: Academic Search Complete, MEDLINE, PubMed, BioMED Central, SA
ePublications, CINAHL and PsychARTICLES from 2004 to 2015. A comprehensive
search was conducted using Boolean strings of suitable keywords and search terms.
Currency (2004–2015) and language (English medium), peer reviewed and full-text
limiters were applied.

Search terms

The following Boolean strings of search terms and keywords were entered into respec-
tive databases:

(1) ‘HIV’ AND ‘stigma’ AND ‘orphans’
(2) ‘HIV’ AND ‘stigma’ AND ‘orphans’ AND ‘distress’
(3) ‘AIDS orphans’ AND ‘stigma’
(4) ‘HIV’ AND ‘children’ AND ‘stigma’
(5) ‘mental health’ AND ‘stigma’ AND ‘orphans’ AND ‘HIV’
(6) ‘AIDS related stigma’ AND ‘orphans’ AND ‘distress’
(7) ‘discrimination’ AND ‘HIV’ AND ‘orphans’

Method of review

Titles and abstracts of prospective studies were screened by the primary researcher.
Full texts of abstracts deemed pertinent to the purpose if the study was retrieved.
Full-text studies were critically appraised for eligibility for inclusion by two inde-
pendent researchers. All disagreements were discussed until a consensus was
reached.
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Study quality

The Critical Appraisal Skill Program (CASP, 2014) was adjusted along the guidelines
proposed by Law et al. (1998) for the evaluation of methodological rigor and
suitability of prospective qualitative and quantitative studies such as study purpose,
study design, methods of analysis and ethical considerations. The Evaluative Tool
for Mixed Method Studies (Long, 2005) was similarly adapted for the assessment of
mixed-method studies. Rating scale rubrics were adjusted to provide a composite
score resulting in an overall percentage representing the quality of studies under
review (Law et al., 1998; Tierney & Marielle, 2004).

Data extraction and analysis

The primary researcher extracted data from all included studies using a self-con-
structed data extraction sheet. The data extraction sheet was constructed along the
guidelines outlined in the Cochrane Data Extraction and Assessment Form (Higgins
& Green, 2011). The following information was extracted from each study: the aim,
problem statement, target population, geographical location, study design, theoretical
underpinnings, sampling method, sample size, data collection methods and instru-
ments, methods of data analysis, findings and author’s conclusions. The data extrac-
tion sheet was piloted by the primary researcher to reduce bias. The study uses a
meta-synthesis to critically discuss the various themes that emerged from the findings
of included studies. The meta-synthesis was divided into two parts, a descriptive
meta-synthesis and theory explication.

Ethical considerations

Permission to conduct the current study was obtained from the Senate Research
Committee at the University of the Western Cape. All published studies were consid-
ered to be available in the public domain to ensure transparency. The study remained
sensitive to the ethical shortfalls of systematic reviews identified by Vergnes, Marchal-
Sixou, Nabet, Maret, and Hamel (2010) increasing the trustworthiness and reliability of
all findings and data analysis.

Process of results

The initial search yielded a total of 5473 prospective titles. After the removal of
duplications 5207 titles were screened for relevance to the current study resulting in
the exclusion of 5111 titles. The abstracts of the remaining 96 titles were screened
for eligibility. From the 96 studies, 37 studies were deemed eligible for the purpose
of this study. The full text of these studies were retrieved and subjected to critical
appraisal conducted by the primary researcher and the first reviewer. Twenty-eight
(n = 28) studies were excluded from the final review as they failed to meet the
predetermined threshold score for inclusion (n = 14), report on the psychological
outcomes of HIV-related stigma for AIDS orphans (n = 9) and utilised inappropri-
ate study designs (n = 3) and target populations (n = 2). The remaining nine (n = 9)
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studies (Boyes & Cluver, 2015; Chi, Li, Zhao, & Zhao, 2014; Cluver & Gardner,
2007; Cluver, Gardner, & Operario, 2008; Cluver & Orkin, 2009; Harms, Jack,
Ssebunnya, & Kizza, 2010; Mo, Lau, Yu, & Gu, 2015; Xu et al., 2009; Zhao, Li,
Zhao, Zhang, & Stanton, 2012) have met the inclusion and quality criteria resulting
in their inclusion in the final review. Figure 1 provides a detailed summary of the
screening process conducted at each level of review.

Figure 1. Levels of review and results.
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General description of studies reviewed

The nine included studies constituted a quantitative (6) or qualitative (3) methodology.
The geographical locations of included studies were divided across South Africa (4),
Uganda (1) and China (4). Unvaryingly, all included studies have aimed to explore,
determine and understand the effects of HIV-related stigma and AIDS orphanhood on
children either directly or indirectly. A general description, the methodological aspects
and findings of included studies are depicted in Tables 1–3, respectively.

HIV-related stigma among AIDS orphans

All included studies have indicated the presence of HIV-related stigma among AIDS
orphans as a result of their association with parental HIV/AIDS rather than socio-
economic and demographic factors associated with orphanhood. There is considerable
evidence indicating higher levels of stigmatisation and discrimination among AIDS
orphans than children orphaned by other causes and non-orphaned youth (Cluver
et al., 2008; Boyes & Cluver, 2015; Cluver & Orkin, 2009; Zhao et al., 2012). One study
(Xu et al., 2009) found that despite the presence of HIV-related stigma, AIDS orphans
did not experience significant amounts of HIV-related stigma. Xu et al. (2009) reported
that over 60% of their sample population indicated a culture of non-discrimination
within extended family structures and the general community. Included studies pre-
sented different measures of HIV-related stigma experienced by AIDS orphans. Enacted
stigma being the most reported measure of HIV-related stigma among AIDS orphans
was found in all included studies (Boyes & Cluver, 2015; Chi et al., 2014; Cluver &
Gardner, 2007; Cluver et al., 2008; Cluver & Orkin, 2009; Harms et al., 2010; Mo et al.,
2015; Xu et al., 2009; Zhao et al., 2012). The study conducted by Cluver and Gardner
(2007) found the presence of vicarious stigma while several studies (Cluver et al., 2008;
Harms et al., 2010; Mo et al., 2015; Xu et al., 2009) reported high levels of felt stigma
among AIDS orphans. Internalised stigma was unanimously reported by three included
studies (Chi et al., 2014; Mo et al., 2015; Xu et al., 2009).

HIV-related stigma & psychological distress

Three studies (Chi et al., 2014; Cluver & Orkin, 2009; Zhao et al., 2012) reported a direct
relationship between HIV-related stigma and anxiety disorders and depressive symptoms
among AIDS orphans. Xu et al. (2009) found that AIDS orphans experience of HIV-related
stigma led to a direct increase in the development of emotional and internalising problems.
HIV-related stigma has also been identified to indirectly result in psychological distress for
AIDS orphans by mediating bullying victimisation, low self-esteem and low levels of
optimism (Boyes & Cluver, 2015; Cluver &Gardner, 2007;Mo et al., 2015). Across included
studies, AIDS orphans apparent experience of HIV-related stigma was associated with
increased levels of depression, anxiety, post-traumatic stress and conduct and delinquency
problems (Boyes & Cluver, 2015; Chi et al., 2014; Cluver & Gardner, 2007; Cluver et al.,
2008; Cluver & Orkin, 2009; Harms et al., 2010; Mo et al., 2015; Xu et al., 2009; Zhao et al.,
2012). The study conducted by Zhao et al. (2012) has indicated that the various measures of
HIV-related stigma functions differently in the development of psychological distress for
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AIDS orphans. For instance, felt stigma may contribute to the arousal of psychological
distress. However, in the presence of enacted stigma felt stigma loses it predictive power as
enacted stigma is a greater predictor and risk for the development of psychological distress
among AIDS orphans (Chi et al., 2014). Similarly, several included studies concluded that
manifestations of enacted stigma – bullying victimisation, rejection and abandonment by
extended family, peers and members of the community, social abuse, sexual and verbal
abuse and exploitation – played a dominant role in the development of psychological
distress for AIDS orphans (Boyes & Cluver, 2015; Chi et al., 2014; Cluver & Gardner, 2007;
Cluver et al., 2008; Cluver & Orkin, 2009; Harms et al., 2010; Mo et al., 2015; Xu et al.,
2009).

Discussion

The aim of this study was to examine and report on the effects of HIV-related stigma
on the psychological well-being of AIDS orphans who have lost one or both of their
parents to HIV/AIDS. Included studies (Boyes & Cluver, 2015; Chi et al., 2014; Cluver
& Gardner, 2007; Cluver et al., 2008; Cluver & Orkin, 2009; Harms et al., 2010; Mo
et al., 2015; Xu et al., 2009; Zhao et al., 2012) have identified the presence of HIV-
related stigma in the lives of AIDS orphans and acknowledged its contribution to their
experiences of psychological distress. Enacted stigma plays a crucial role in the devel-
opment of psychological distress in AIDS orphans. It acts to inhibit the psychological
adjustment of AIDS orphans as they remain focused on the negative aspects of their
lives originating from parental HIV/AIDS such as isolation, discrimination, social
exclusion, devaluation and rejection. These negative aspects caused by manifestations
of enacted stigma and leads to an increase in psychological distress (Chi et al., 2014;
Harms et al., 2010). This is largely because of the limitation of social, financial and
mental health support offered to devalued and socially excluded individuals, thus
limiting AIDS orphans’ access to opportunities needed to meet their basic needs and
for their mental well-being (Kheswa & Duncan, 2011; Louw et al., 2012). Vicarious
stigma has led to an increase in psychological distress in orphans by increasing their
perceptions about the norms and prevalence of enacted stigma. The anticipation of
enacted stigma has resulted in AIDS orphans feeling anxious and fearful about experi-
ences of hostility, rejection and discrimination (Cluver & Gardner, 2007; Steward et al.,
2008). Felt stigma’s contribution to psychological distress operates through AIDS
orphans’ use of disclosure avoidance mechanisms (Steward et al., 2008). Although the
disclosure regarding the nature of parental illness and death may result in experiences
of enacted stigma, the culture of silence employed by AIDS orphans acts to increase
psychological distress by placing them beyond the reach of social, psychological and
medical support (Burris, 1997; Chi et al., 2014; Gupta, 2013; Harms et al., 2010; Steward
et al., 2008; Xu et al., 2009). AIDS orphans’ internalisation of felt stigma contributes to
their experience of psychological distress (Steward et al., 2008). Feelings of self-hatred,
shame, embarrassment, inferiority and disgrace are held by AIDS orphans as a con-
sequence of their belief that they are tainted and devalued (Chi et al., 2014; Mo et al.,
2015; Xu et al., 2009). These negative feelings represent the psychological suffering of
AIDS orphans caused by HIV-related stigma. HIV-related stigma has adversely affected
the psychological health of AIDS orphans and is, therefore, recognised as a risk factor
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for the development of psychological distress among AIDS orphans (Mo et al., 2015).
Significant experiences of HIV/AIDS-associated stigmatisation and discrimination were
not reported by AIDS orphans and are inconsistent with the findings of previous
studies (Bogart et al., 2008; de Witt & Lessing, 2010; Ishikawa, Pridmore, Carr-Hill,
& Chaimuangdee, 2010; Kheswa & Duncan, 2011; Louw et al., 2012). AIDS orphans
received more assistance from extended family members, neighbours and peers. Xu
et al. (2009) justified these findings by claiming that there has been an increase in
empathy towards AIDS orphans within their community.

Additionally, the low prevalence of HIV-related stigma may be the result of non-
disclosure of the cause of parental illness and death (Xu et al., 2009). Consistent with
these findings, Harms et al. (2010, p. 8) stated that the ‘[c]inderella myth’ which refers
to the exploitation of AIDS orphans in their adopted homes is yet to be empirically
validated. HIV-related stigma remains the chief distinction between AIDS orphans and
children or youth orphaned by other causes of parental death.

Although this study sheds light on the role of HIV-related stigma in the lives of
AIDS orphans, it is not without limitation. The study failed to evaluate grey literature
and was limited to studies which were open access and in the public domain, thus,
omitting unpublished studies and limiting the pool of included studies. However, this
ensured that all studies included were peer reviewed and of a high methodological
standard. Low levels of disclosure among AIDS orphans and caregivers acted to limit
the current study as failure to distinguish the HIV status of AIDS orphans resulted in
the exclusion of the study under review. The studies included in the review were mainly
conducted in Africa and China. Consequently, the findings are not generalizable. This
may be the result of high prevalence rates of HIV/AIDS reported in Africa and China
and highlights a gap in the current body of literature.

Conclusion

This review has identified the manner in which HIV-related stigma contributes to
increased levels of distress and poor psychological functioning among AIDS orphans.
Future research need to make use of adequate control groups to produce insightful
findings explaining the true nature of psychological distress experienced by AIDS
orphans as a result of HIV-related stigma. Support structures and programmes need
to assist AIDS orphans in addressing their experiences of HIV-related stigma and its
potential consequences. Cognitive behavioural therapy may be used to address the
psychological needs of AIDS orphans by reinforcing positive attitudes and increasing
levels of self-esteem and optimism among AIDS orphans. The lack of the following
services, quality care arrangements, mental health services, education, legal protection
and stable support, may be implemented to minimise distress among AIDS orphans.
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