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Abstract

Stigma is a primary concern for people living with human immunodeficiency virus (HIV)/AIDS (PLWHA), and has great
impact on their and their family members’ health. While previous reviews have largely focused on the public stigma, this
systematic review aims to evaluate the impact of HIV/acquired immunodeficiency syndrome (AIDS)-related self-stigma
reduction interventions among PLWHA and their families. A literature search using eight databases found 23 studies meet-
ing the inclusion criteria. Five types of intervention approaches were identified: (1) psycho-educational intervention, (2)
supportive intervention for treatment adherence (antiretroviral therapy), (3) psychotherapy intervention, (4) narrative inter-
vention, and (5) community participation intervention. Overall, the reviewed articles suggested a general trend of promising
effectiveness of these interventions for PLWHA and their family members. Psycho-educational interventions were the main
approach. The results highlighted the need for more interventions targeting family members of PLWHA, and mixed-methods

intervention studies.
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Introduction

According to Erving Goffman (1963), stigma is “an undesir-
able or discrediting attribute that an individual possesses,
thus reducing that individual’s status in the eyes of society”
(p- 3) [1]. Stigma is a powerful social process that deeply
rooted in social, cultural, and historical contexts [1]. The
person who is stigmatized is a person “whose social iden-
tity calls his or her full humanity into question” (p. 349)
[2]. It is a mark of shame or disgrace and influences how
individuals perceive themselves and how they are perceived
by others [3]. It creates a power imbalance and social ine-
quality between the stigmatized and un-stigmatized groups.
The consequences of stigma can be devastating; the litera-
ture shows that stigma can lead to family discord, social
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rejection, social isolation, health inequalities, worse health
outcomes, and human rights violations [4-6].

Over 30 years ago, the first case of acquired immunodefi-
ciency syndrome (AIDS) was reported in the US in 1981 [7].
Advanced treatment of the human immunodeficiency virus
(HIV) with antiretroviral therapy (ART) has transformed
HIV infection from an acute fatal disease into a manage-
able chronic condition. However, HIV/AIDS-related stigma
remains prevalent among the general public worldwide [8,
9]. Due to ignorance, inaccurate information about HIV/
AIDS, fear of casual transmission, and moral judgments
of the behavior of those infected with HIV/AIDS [10-12],
the public stereotypes and discriminates against people liv-
ing with HIV/AIDS (PLWHA) or who are at a high risk of
contracting HIV/AIDS (i.e., men who have sex with men,
sex workers, intravenous drug users) [13]. Various types of
discriminatory behaviors have been widely reported, such
as gossip [14], blaming [14, 15], rejection [14, 15], social
isolation [14, 15], unemployment [16], verbal and physical
abuse [17], mistreatment or refusal of treatment by health
care providers [14], and violations of confidentiality [18].
Public stigma might result in negative physical, mental and
social well-being of PLWHA.
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Three types of self-stigma are most relevant to PLWHA:
(1) enacted/experienced stigma, (2) anticipated/perceived
stigma, and (3) internalized stigma [13, 19, 20]. Enacted/
experienced stigma refers to the actual occurrence of dis-
crimination or prejudice because of one’s HIV status [21].
Anticipated/perceived stigma refers to the expectation
that PLWHA will experience stigma and discrimination
from others [21]. Internalized stigma is the self-shame
and negative self-image felt by individuals who have been
diagnosed with HIV infection [21]. These types of stigma
adversely affect the behaviors, physical and psychologi-
cal health outcomes, and social functioning of PLWHA.
Enacted and anticipated stigma could deter PLWHA from
getting tested [22], from fear of revealing their HIV status
to others [23], and prevent accessing health and social
services [23, 24]. Subsequently, it could compromise
adherence to ART [25], and could undermine efforts to
prevent and control HIV epidemics. Internalized stigma
could lead to poor mental health outcomes, such as anxiety
[26], stress [27], depression [24], diminished self-efficacy
[27], low self-esteem [3, 28], lower levels of social sup-
port [26], hopelessness [26], and even suicidal ideation
[29]. Thus, in many circumstances, the consequences of
the self-stigma outweigh the burden of the disease itself.

Family members of PLWHA who are related by blood,
marriage, or other connections such as adoption, could
also experience HIV/AIDS-related stigma from their
association with a PLWHA, known as “courtesy stigma”
(p. 30) [1]. Gossip, rejection, verbal abuse, violence,
social isolation, and loss of identity have frequently been
reported in the literature [30-32]. The dual burden of car-
ing for a PLWHA, while at the same time managing stigma
and discrimination, could also lead to a deterioration in the
physical and mental health of family members [33, 34]. To
avoid anticipated stigma, some family members restrict the
disclosure of the PLWHA'’s HIV status [34], which sub-
sequently reduce the PLWHA'’s chances of seeking social
support and treatment.

Battling HIV/AIDS-related stigma is occurring glob-
ally [35-37]. Researchers have made significant efforts
in developing and delivering HIV/AIDS-related stigma
reduction interventions, and several reviews of HIV/AIDS-
related interventions aimed to reduce public stigma have
been published [38-41]. Given the significant impact
of stigma on the health outcomes and access to health
care of PLWHA and their family members, it is timely
to review interventions to reduce HIV-related self-stigma
among PLWHA and their family members. The expected
primary outcome of such a review is to inform current
best practice to reduce self-stigma related to HIV/AIDS,
and the enhancement of psychologically-related secondary
outcomes such as depression, stress, anxiety, self-efficacy,
and self-esteem.

@ Springer

Methods
Search Strategy

A literature search was conducted using eight databases,
including Medline, PubMed, Cochrane Library, Embase,
CINAHL, PsychINFO, Sociological Abstracts, and Pro-
Quest Dissertation and Theses from inception to May
2018. MeSH terms and/or keywords were used combing
the following: HIV/AIDS (“HIV” or “Acquired Immuno-
deficiency Syndrome” or “AIDS” or “people living with
HIV AIDS” or “PLWHA” or “sexually transmitted infec-
tion” or “sexually transmitted diseases”), self-stigma (e.g.,
anticipated stigma, internalized stigma, enacted stigma,
perceived stigma, self-esteem, social isolation), and inter-
vention (e.g., “intervention” or “program” or “evidence-
based” or “health education” or “train”* or “therapy”).
A manual search of studies published in key journals on
AIDS was conducted, including: AIDS, AIDS reviews,
AIDS Patient Care and STDs, AIDS Care-Psychological
and Socio-medical Aspects of AIDS/HIV, AIDS and Behav-
ior, International Journal of STD and AIDS, AIDS Edu-
cation and Prevention, and Journal of the International
AIDS Society. A manual search for additional literature
was also made from the reference list of all the retrieved
articles and bibliographies of existing review articles.
Details of the search strategies are presented in Supple-
mentary Appendix I. The search was not limited to any
year, as the first case of AIDS was diagnosed in 1981.

Inclusion/Exclusion Criteria

Studies fulfilling the following criteria were included: (1)
the study focused on PLWHA or their family members, (2)
the intervention study could either take a single approach
among PLWHA or their family members, or take a dyadic
approach between PLWHA and their family members, (3)
the intervention was psychosocially, cognitively, or behav-
iorally oriented, (4) the intervention included a component
on the reduction of HIV/AIDS-related self-stigma among
PLWHA or their family members, (5) the study design
was either experimental or quasi-experimental or pre—post
design, (6) the intervention included a clear description
of an HIV/AIDS-related self-stigma outcome measure or
other psychologically-related outcomes measures, and (7)
the study was published in English. Studies were excluded
if the intervention: (1) was not focused on PLWHA and/
or their family members, (2) was focused on reducing
HIV/AIDS-related public stigma, (3) did not include self-
stigma measurement, (4) was a conference abstract, or a
review article, or a cross-sectional study, or a study that
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did not use an experimental design, or qualitative studies
without any quantitative component, (5) was published in
a language other than English.

Appraisal of Quality of the Methodology

Methodological quality and the reporting of all trials were
assessed using the Downs and Black Quality Index Score, as
this allows for the assessment of both randomized controlled
trials (RCTs) and quasi-experimental trials [42]. The Downs
and Black Scale consists of 27 questions with a maximum
score of 28 [43], relating to the quality of the reporting in
the study, the external validity, internal validity (bias and
confounding), and statistical power of the study. The scale
has been shown to have high internal consistency concerning
the total score (Kuder—Richardson 20 test: 0.89). Each paper
was graded as “excellent” when rated 24 points or above,
“good” when rated 19-23 points, “fair” when rated 14—18
points, or “poor” when rated 13 points or below.

Data Synthesis

No formal statistical analysis was performed due to the het-
erogeneity of the various measurements used to measure
outcomes in the included studies. The characteristics of the
studies and critical findings were extracted and tabulated
according to author(s), year of publication, country where
the study was conducted, aims of the study, study design,
participants, intervention type and contents, theoretical basis
of the intervention, method of the intervention, dosage of the
intervention, measurement, and the main findings. The char-
acteristics and key findings of these studies are summarized
and categorized in Tables 1 and 2.

The sample size, mean, and standard deviation were
extracted for each study at the pre-test, post-test, and the
last follow-up time points. The short-term effect of the inter-
vention compared the measures prior to and at the end of the
intervention, and the long term effects compared the meas-
ures prior to intervention with at least 3-month follow-up
time point. The effect size was extracted where data was
provided in the studies. When unavailable, the effect size
of individual RCT study was calculated by the difference
between two mean values and the pooled standard deviation.
The effect size for the individual quasi-experiment study
with control groups was calculated by subtracting the mean
change score in a control group from the mean change score
in an intervention group, divided by the pooled standard
deviation of the pre-test score [44]. The effect size (Cohen’s
d) was defined as small, medium, and large when it was
rated 0.2, 0.5, and > 0.8, respectively [45]. A bias correction
component was used to correct for bias when the sample
size was smaller than 10 [44]. The effect sizes of one group
pre—post interventions were not calculated. Also, the effect

sizes were not presented for studies without sufficient data.
The formulas are summarized in Appendix II.

Results

A total of 8778 publications were identified from the elec-
tronic databases. A total of 2655 publications were removed
due to duplication, and the remaining 6123 abstracts were
screened. Of these, 6073 publications were excluded for
not meeting the criteria for inclusion. The full texts of the
remaining 50 articles were examined in detail, and another
30 studies were further excluded with reasons. Finally,
a total of 20 studies were considered eligible and were
included in this review. In addition, three relevant studies
were retrieved from a manual search of the reference lists
of the included studies. Hence, a total of 23 studies were
included in this review. A PRISMA flowchart on the process
of searching through the literature and selecting the relevant
studies is given in Fig. 1.

Quality of the Included Studies

Overall, the 23 studies that were included were considered
to be of moderate quality, with Downs and Black Quality
Index scores ranging from 11 to 24. Four studies were rated
poor, 14 were rated fair, four were rated good, and one was
rated excellent. The studies scored particularly poorly on
the following items: lack of reporting of adverse events
(22/23), unrepresentative of the subjects invited to partici-
pate in the study (20/23), failure to blind the subjects in
the study (19/23) and the outcome assessor (20/23), lack of
“data dredging” (23/23), failure to conceal the randomized
intervention assignment from both patients and healthcare
staff (20/23), and insufficient power to detect outcomes that
were clinically significant (20/23).

A decision was made to not exclude four studies that had
been rated as having poor methodology, due to their signifi-
cant contributions to knowledge in the specific area. One
study targeted HIV subgroups of gay and bisexual men [46].
Another study featured a health setting-based intervention
targeting healthcare professional on both stigma and self-
stigma [47]. The other two studies sought to replicate previ-
ous studies and explored the effectiveness of the intervention
[48, 49]. Details of the appraisal of the quality of these stud-
ies are given in Table 3.

Study Participants
Only three studies were published in the 1990s, and the
number increased from 7 in 2000-2009 to 13 in 2010-2017.

Most of the included studies were conducted in North Amer-
ica (n=12), followed by Africa (n=6), Asia (n=4), and
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Table 1 (continued)

Participants

Study

Author, year,
country

Sample size Loss to

Time since HIV
diagnosis [mean

(SD)]

Participants Age (years)

Study design

Settings

Aims of the study

follow-up

(%)

NS

=43),

84 [Nurse (n

One group pretest—  Nurse and PLWHA  Mean (SD) 37.9 NS

Hospitals

Uys et al., 2009, five To explore the effec-

African countries

41)]

posttest (8.8) PLWHA (n

tiveness of health

setting-based

(Lesotho, Malawi,

stigma interven-

South Africa, Swa-
ziland, Tanzania)

tion in five African

countries

HIV human immunodeficiency virus, AIDS acquired immunodeficiency syndrome, RCT randomized controlled trial, ART antiretroviral therapy, PLWHA PLWHA, NS not specified, SD standard

deviation, IQR interquartile range

South America (n=1). The number of participants varied
considerably in the included studies, from 5 in an investiga-
tion of an acceptance and compassion-based group interven-
tion among HIV-positive men who identified as gay or bisex-
ual [46] to 630 in an RCT that evaluated the effectiveness
of a community-based ART adherence support intervention
for adult PLWHA [50]. The participants were recruited from
clinics or hospitals that provide HIV/AIDS services, or com-
munity settings. One study focused on young people newly
diagnosed with HIV, two studies evaluated the effectiveness
of an intervention among youth with HIV/AIDS and their
caregivers, two studies were undertaken among family mem-
bers and the spouse of the PLWHA, one study evaluated the
effectiveness of the intervention on both health setting-based
stigma and self-stigma among the nurse and the PLWHA
as a team, one study involved PLWHA, their caregivers,
and other community members. The other studies targeted
adult PLWHA (n=16). Eight of those studies exclusively
recruited women, and one study only recruited men who
identified as gay or bisexual. Seven studies specified the
time since the HIV diagnosis. The loss to follow-up rate was
reported in 18 studies and ranged from 0.0 to 64.7%. Details
of the characteristics and key findings of these studies are
summarized in Table 1.

The Theoretical Basis of the Interventions

Among the 23 studies, only ten interventions were developed
with explicit theoretical foundations. Most studies used one
theory or model, only three studies used multiple theories
or models to inform the development of their intervention
[46, 51, 52]. The majority of studies adopted cognitive and
behavioral elements, including social learning theory [51,
53], social action theory [51], social cognitive theory [54],
acceptance and commitment therapy (ACT) incorporating
ideas from compassion-focused therapy (CFT) [46], cogni-
tive behavioral therapy [55], and empowerment principles
[51]. Four studies adopted existing frameworks, such as the
Maternal HIV Self-Care Symptoms management framework
[56], the Comprehensive Health Seeking and Coping Para-
digm (CHSCP) [57], the Freirian participatory education
framework [58], and the Thomas and Rothman integrative
framework [59]. Few studies provided detailed description
of the theories or frameworks.

Intervention Approaches

Of the 23 included studies (n=2211 participants), 10 were
RCTs, seven were quasi-experimental studies with control
group studies, and 6 were one group pre—post studies. The
majority of the interventions were delivered through face-
to-face methods, with the exception of three interventions,
which were delivered via IPod Touch [60], telephone [59],
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'
c Records identified through Additional records identified through
o .
= database searching hand search
S (n=8778) (n =3)
=
=)
[=
]
S
v
. Records after duplicates removed
(n=6123)
oo
=
c
o
(V] A 4
S
n Records screened Records excluded based on exclusion
(n=6123) criteria
(n=6073)
Full-text articles excluded, with
reasons (n =30)
2 A 4 1. Outcome without clear
S Full-text articles assessed for eligibility measurement (n=8)
2 =50 2. Outcome not measure HIV-
= (n=50)
related self-stigma (n=15)
3. Other language (n=1)
—_J 4. Pharmaceutical/food intervention
(n=2)
5. HIV negative participants (n=1)
6. Association of stigma and self
- efficacy (n=1)
§ 7. Non-experimental study
= design(n=2)
=
v y
Studies included in the review

(n=23)

Fig.1 PRISMA flow chart

and a radio program [58], respectively. Most of the studies
were facilitated by trained professionals, such as research
staff, social workers, or health care professionals, includ-
ing nurses, psychologists, therapists, public health practi-
tioners, and community healthcare workers. Five studies
involved HIV-positive peer facilitators [47, 49, 50, 52, 53],
and only one study was delivered by healthy lay women
[57].

A broad range of intervention types were identified in
the included studies, including psycho-educational interven-
tion, support group interventions for treatment adherence
(ART), psychotherapy intervention, narrative intervention,
and community participation intervention. The contents of
the interventions are presented in order of the popularity of
the intervention.

@ Springer

Psycho-educational Intervention

The most common type of intervention was the psycho-edu-
cational intervention (n=13), which adopted educational,
skill building, empowerment, and social support approaches.
The education focused particularly on providing informa-
tion related to HIV/AIDS, safe health behaviors, managing
negative feelings, coping with stigma, and building support
networks. Skill building programs were provided for build-
ing a variety of skills, such as stress reduction [61, 62], lei-
sure [62], relaxation [53], anger management [61], stigma
coping [53], and decision-making skills [52]. Empowerment
approach focused on enhancing participants’ self-esteem,
self-efficacy, autonomy, family function and social rela-
tionships, human rights and anti-discriminatory laws [51].
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Table 3 Quality appraisal with Downs and Black scale
Author, year 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15

Abel et al., 2004

Abel, 2007
Apinundecha, et al., 2007
Barroso et al., 2014
Bhana et al., 2014
Bhatta et al., 2017
Echenique et al., 2013
Smith Fawzi et al., 2012
Gordon et al., 2004
Hosek et al., 2011
Kaai et al., 2010
Masquillier et al., 2015
Miles et al., 2003
Muioz et al., 2009
Nambiar et al., 2011
Nyamathi et al., 2013
Pomeroy et al., 1995
Pomeroy et al., 1997
Rao et al., 2012
Rounds et al., 1995
Skinta et al., 2015
Tshabalala et al., 2011
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O o N GE U I R T e e T e e e e i =)

O O O O O O OO OO oo oOoO o000 o O == Oo OO0

O = O O O O O O O = O O = MmO === 0 O O
o O e e O b e e e e e e

O O O O O O O O OO0 OO0 O oo oo O O =
ool NeNeR-R=-R el =Nl loll e oo -2 =/

Uys et al., 2009 0
Author, year 16 17 18 19 20 21 22 23 24 25 26 27 Total score Quality level
Abel et al., 2004 0 1 1 1 1 1 1 1 0 0 1 0 18 Fair
Abel, 2007 0 1 1 0 1 1 1 0 0 0 0 0 13 Poor
Apinundecha, et al., 2007 0 1 1 0 1 0 1 0 0 0 0 0 14 Fair
Barroso et al., 2014 0 1 1 0 1 1 1 1 0 1 0 1 21 Good
Bhana et al., 2014 0 1 1 1 1 1 1 1 0 0 0 0 18 Fair
Bhatta et al., 2017 0 1 1 1 1 1 1 1 1 1 0 1 24 Excellent
Echenique et al., 2013 0 1 1 1 1 1 1 1 0 0 0 0 15 Fair
Smith Fawzi et al., 2012 0 1 1 0 1 1 1 0 0 1 0 0 16 Fair
Gordon et al., 2004 0 1 1 1 1 1 1 0 0 1 1 0 19 Fair
Hosek et al., 2011 0 1 1 0 1 1 1 0 0 0 0 0 15 Fair

Kaai et al., 2010 0 1 1 1 1 1 1 1 1 1 0 1 22 Good
Masquillier et al., 2015 0 1 1 0 1 1 1 1 1 1 1 0 18 Fair
Miles et al., 2003 0 1 1 0 1 1 1 1 0 1 0 0 17 Fair
Muiioz et al., 2009 0 1 1 0 1 1 1 0 0 1 0 0 16 Fair
Nambiar et al., 2011 0 1 1 1 1 0 0 0 0 1 0 0 14 Fair
Nyamathi et al., 2013 0 1 1 1 1 1 1 1 0 1 1 0 19 Good
Pomeroy et al., 1995 0 1 1 0 1 1 1 1 0 0 0 0 15 Fair
Pomeroy et al., 1997 0 1 1 0 0 1 1 0 0 0 0 0 13 Poor

Rao et al., 2012 0 1 1 0 1 1 1 0 0 0 1 0 16 Fair
Rounds et al., 1995 0 1 1 0 1 1 1 0 0 0 1 0 16 Fair
Skinta et al., 2015 0 1 0 0 1 1 1 0 0 0 0 0 11 Poor
Tshabalala et al., 2011 0 1 1 1 1 1 1 1 0 0 1 0 18 Fair

Uys et al., 2009 0 1 1 0 1 0 1 0 0 0 0 0 11 Poor

Quality levels: excellent (24-28), good (19-23), fair (14-18), and poor (less than 14)

Checklist for measuring the study quality

@ Springer
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Table 3 (continued)

Reporting
(1) Is the hypothesis/aim/objective of the study clearly described?

(2) Are the main outcomes to be measured clearly described in the Introduction or Methods section?

(3) Are the characteristics of the patients included in the study clearly described?

(4) Are the interventions of interest clearly described?

*(5) Are the distributions of principal confounders in each group of subjects to be compared clearly described?

(6) Are the main findings of the study clearly described?

(7) Does the study provide estimates of the random variability in the data for the main outcomes?

(8) Have all important adverse events that may be a consequence of the intervention been reported?

(9) Have the characteristics of patients lost to follow-up been described?

(10) Have actual probability values been reported?
External validity

(11) Were the subjects asked to participate in the study representative of the entire population from which they were recruited?

(12) Were those subjects who were prepared to participate representative of the entire population from which they were recruited?

(13) Were the staff, places, and facilities where the patients were treated, representative of the treatment the majority of patients receive?

Internal validity—Bias

(14) Was an attempt made to blind study subjects to the intervention they have received?

(15) Was an attempt made to blind those measuring the main outcomes of the intervention?

(16) If any of the results of the study were based on “data dredging”, was this made clear?

(17) In trials and cohort studies, do the analyses adjust for different lengths of follow-up of patients?

(18) Were the statistical tests used to assess the main outcomes appropriate?

(19) Was compliance with the interventions reliable?

(20) Were the main outcome measures used accurate (valid and reliable)?

Internal validity—Confounding (selection bias)

(21) Were the patients in different intervention groups (trials and cohort studies) recruited from the same population?

(22) Were study subjects in different intervention groups (trials and cohort studies) recruited over the same period of time?

(23) Were study subjects randomised to intervention groups?

(24) Was the randomised intervention assignment concealed from both patients and health care staff until recruitment was complete and irrevo-

cable?

(25) Was there adequate adjustment for confounding in the analyses from which the main findings were drawn?

(26) Were losses of patients to follow-up taken into account?

(27) Did the study have sufficient power to detect a clinically important effect?

Yes: 1, no: 0, unable to determine: 0

*Item 5: Yes: 2, partially: 1, no: 0

Social support programs focused on providing emotional
and informational support, such as establishing contact
with peers [48, 51, 52], family members [61, 62], health
care providers [47, 63], and on sharing experiences, emo-
tions, and stigma-coping strategies. Four studies used an
education-only approach [54, 58, 64, 65], and nine studies
adopted two or three approaches, including education, skill
building, empowerment, and social support [47, 48, 51-53,
56, 59, 61, 62].

Support Group Intervention for Treatment Adherence (ART)
Four studies evaluated the impact of a support group inter-
vention for treatment adherence (ART) on PLWHA in

resource-constrained settings [50, 57, 66, 67]. This type
of intervention primarily aimed at addressing barriers and

@ Springer

improving access to ART treatment adherence, and provid-
ing emotional, informational, nutritional and financial sup-
port. It assessed HIV/AIDS-related self-stigma as its sec-
ondary outcome. One study adopted a nurse-led ART, in
which a nurse was responsible for supervising the taking
of one dose of ART and providing individualized adher-
ence support twice weekly for 6 months [66]. In the other
three studies, the task of monitoring ART was shifted to
peer-adherence supporters and community health workers,
who had no professional qualifications but who had received
training in HIV and ART adherence [50, 57, 67].

Psychotherapy Intervention

Psychotherapy approaches to reduce HIV/AIDS-related
self-stigma were evaluated in four studies. Two studies used
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emotional writing disclosure to facilitate cognitive reorgani-
zation [49, 68]. The participants were asked to take 20 min
on three consecutive days to write about the most traumatic
events that they had experienced. One study assessed the
effect of eight weekly sessions of ACT-based group therapy
[46]. It emphasized defusion, acceptance, self-as-context,
and the value aspect of the ACT. The participants were
guided to reorganize feelings of shame and encouraged to
consider the negative experiences associated with an HIV
diagnosis, respond to those shame-based thoughts, and
achieve psychological flexibility. One study evaluated the
effect of eight weekly sessions of individual-based cognitive
behavioral therapy [55], where a positive reframing tech-
nique was adopted to provide the participants with alterna-
tive interpretations of HIV and to promote more realistic and
adaptive ways of thinking [55].

Narrative Intervention

One RCT inspired the HIV-positive women to overcome the
challenges of self-stigma through a weekly 45-min narra-
tive video titled “Maybe Someday: Voices of HIV-Positive
Women” [60]. HIV-positive women (actresses) in the video
shared their experiences of being HIV-infected women, their
fears, the struggles that they experienced with disclosing
their HIV status, the importance of communicating with
people whom they trust, and the positive effect of disclos-
ing their HIV status.

Community Participation Intervention

One community participation intervention empowered the
community through increasing interactions among PLWHA,
the PLWHA'’s family members, and other community mem-
bers; providing extensive information related to HIV/AIDS,
and overcoming resource constraints by combining the inter-
vention with a socioeconomic intervention [63].

The Dosage of the Intervention And Follow-Up Time
Frame

The frequency, duration, and follow-up time of the inter-
ventions varied widely. The frequency of the interventions
ranged from 2 to 22 sessions, with each session lasting from
60 min to 2 h. The support groups paid frequent home visits
in supporting PLWHA'’s ART adherence and their mental
health. The number of home visits ranged from approxi-
mately 7.6 visits per month to twice a day. The duration
of the interventions varied from two consecutive days to
approximately 1.5 years, and the period of the follow-up
varied from immediately post-intervention to 1 year after
the completion of the intervention (Table 2).

Measurements and Outcomes

The measurements and outcome of the interventions are
summarized in Table 2, and effect sizes for the primary and
secondary outcomes were presents in Tables 4 and 5, respec-
tively. The presentation of the following results will be in
the sequence of outcome measurements, significant findings,
and examples of successful interventions.

Self-Stigma

HIV/AIDS-related self-stigma was the primary outcome
of this review. Various measurements were used to assess
self-stigma. Most studies adopted or selected items from
existing instruments, and the instruments showed evidence
of reliability and validity (n=21). Berger HIV stigma scale
was the most commonly used measurements and was used
in six studies [50, 52, 54, 65-67].

The results from the 23 intervention studies were incon-
sistent. Fifteen studies reported positive effect in reducing
self-stigma in participants, seven did not achieve significant
improvement, and one study actually reported an increase
of self-stigma (Table 2). Twelve experimental studies (seven
RCTs, five non-RCTs) reported that participants in the
intervention groups experienced a significant decrease in
the self-stigma compared with those in the control group
immediately after the completion of the intervention [55,
57, 58, 63, 67] or at the final follow-up [49, 51, 56, 60,
62, 65, 66]. Four experimental studies (two RCTs, two non-
RCTs) did not show significant improvement in self-stigma
for participants in the intervention than those in the control
group [48, 61, 64, 68]. While one support group interven-
tion conducted in South Africa found that the self-stigma
level had increased at the approximately 1.5 year follow-up
[50]. Of the six one-group pre—post psychoeducation studies,
three studies reported a significant decrease in self-stigma
in participant at post-test [47, 59] and the 1-year follow up
[54]; three studies did not achieve significant improvement
in self-stigma at their follow up [46, 52, 53].

The effect sizes for self-stigma were extracted or calcu-
lated from 10 studies [52, 55-57, 60-62, 66—68], including
one pre—post study [52]. As shown in Table 4, the pre—post
effect sizes were small to large (d=(— 0.02) to 4.64) [52,
55,57, 61, 62, 67, 68], and the long term effect sizes were
small to large (d =(— 0.02) to 0.81) at 3—6 months follow-up
[52, 56, 60, 66].

Three studies presented large effect sizes from the inter-
vention group when compared to the control group imme-
diately after the completion of the intervention. Of the three
studies, one non-RCT study reported that family members
of PLWHA who had received eight weekly 90-min psycho-
educational and task-centered group intervention had a sig-
nificant reduction in self-stigma score compared to those

@ Springer
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in the control group (mean=6.00 vs. 8.80, p<0.001), and
resulted in a large effect size (d=1.10) [62]. However, this
type of intervention failed to replicate the positive effects
among PLWHA and their partners in another two studies
[48, 61].

One support group intervention for treatment adherence
delivered by the trained health lay-women demonstrated
promising effects related to the reduction in self-stigma [57].
It demonstrated a large effect size (d=4.64), indicated that
PLWHA in the intervention group reported less self-stigma
than controls after 6-month intervention (mean=1.11 vs.
3.43, p<0.001). The RCT of cognitive behavioral therapy
targeted HIV-positive women in South Africa had some
positive effects on HIV/AIDS-related self-stigma (d=2.01)
[55]. In comparison to the control group, the intervention
significantly lowered the internalized stigma [mean differ-
ence=(— 15.10) vs. (— 6.10), p<0.05]. It is worth noting
that there were only 20 participants in the study (interven-
tion group: n= 10, control group: n=10), and the results
should be interpreted with caution.

Two studies had a long-term effect (>3 month) on the
self-stigma of HIV-positive women. One RCT conducted
in the US tested the effectiveness of a weekly 45-min nar-
rative video of the voices of HIV-positive women [60]. The
results showed a treatment-by-time effect in decreasing
HIV/AIDS-related self-stigma at 4 and 12 weeks follow-
up and achieved a large effect size about reducing overall
stigma (d=0.81) at 3-month follow-up. Another HIV self-
care symptom management intervention was also success-
ful regarding the self-stigma outcome among low-income
African American mothers in South Africa. Nurses used
three modules to deliver HIV-related information, self-care
strategies, and mental health problems during their home
visits and offered emotional support through follow-up tele-
phone contacts [56]. Comparing the intervention and control
groups, the result showed a statistically significant reduction
in the self-stigma in the intervention group (mean=1.49 vs.
1.74, p<0.001) and achieved a large effect size (d=0.80) at
6-month follow-up.

Secondary Outcomes

PLWHA’s other aspects of psychological well-being were
measured and reported, including depression, self-efficacy,
self-esteem, anxiety and stress.

Depression

The most frequently measured secondary outcome was
depression, which was assessed in nine studies. The most
widely used measurement was the Beck depression inven-
tory (BDI) [48, 55, 61, 62, 66], followed by the Center for
Epidemiologic Studies depression scale (CES-D) [52, 56,
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57]. Of the nine studies, five experimental studies (two
RCTs, three non-RCTs) observed a significant improvement
in depression score among participants in the interventions
group than those in the control group [48, 54-56, 61, 62],
two experimental studies (one RCT, one non-RCT) reported
that no significant difference between the two groups [67,
68]. The other two were pre—post comparison studies, with
one achieved significant improvement in depression after
the intervention [54], and the other demonstrated small
effect without significance [52, 54]. As shown in Table 5,
the pre—post effect sizes were small to large (d =0.20-2.40)
[52, 55, 61, 62, 67], and the long-term effect sizes were
small (d=0.12-0.15) [52, 54, 56].

The effectiveness of psycho-educational group interven-
tion on depression was evaluated in three studies [48, 61,
62]. One study showed that participants in the intervention
group had lower depression score than those in the con-
trol group at post-intervention (all p < 0.05). The other two
pre—post intervention studies reported an improvement in
depression with effect size of 2.40 [62] and 0.30 respectively
[61].

It has been reported from the RCT of cognitive behavio-
ral therapy study that participants in the intervention group
experienced a significant decrease in depression score com-
pared to those in the control group after the intervention
[mean difference =(— 19.20) vs. (— 0.60), p<0.001], with
a large effect size (d=1.48) [55].

Self-Efficacy

Self-efficacy was measured in five intervention studies
with various outcome measurements [47, 52, 59, 60, 67].
Three studies demonstrated significant improvement in self-
efficacy after intervention [59, 67] and 12 weeks after the
completion of the intervention [60]. One study found no
significant change after intervention [47]. Another study
reported the effect size but without reporting the significant
levels [52]. As shown in Table 5, the pre—post short term
effect sizes were small to large (d =0.12-0.86) [52, 67], and
the long-term effect sizes were small (d=(— 0.02) to 0.22)
[52, 60].

Evaluation of a 12-session group-based behavioral inter-
vention among youth (16-24 years) newly diagnosed with
HIV yield a small improvement in self-efficacy related to
disclosure of HIV status after intervention (d=0.12) and at
3-month follow-up (d=0.06) [52]. Gender-specific analysis
showed that the intervention improved self-efficacy for dis-
cussion on sexual issues among women at post intervention
and three-mother follow-up (d=0.53 and 0.15), while a lit-
tle decrease at the 3-month follow-up for men [d=0.25 and
d=(— 0.17)]. Another community-based supportive inter-
vention for treatment adherence by healthcare workers found
significant improvement in self-efficacy in the intervention



AIDS and Behavior (2019) 23:707-741

737

group, in compare to the control group after intervention
(mean difference =25.40 vs. 10.70, p<0.01) [67], with large
effect size (d=0.86).

Self-Esteem

Self-esteem was assessed with the Rosenberg self-esteem
scale in four studies [47, 52, 55, 60]. Three studies have
yielded statistically significant results [47, 55, 60], and two
of them showed medium to large effect sizes: one narrative
intervention reported medium effect size at 12-week follow-
up (d=0.47) [60], another cognitive behavioral therapy
reported a large effect size at post-intervention (d=1.14)
[55]. Apart from the three studies, one pre—post group-
based behavioral intervention did not report improvement
in self-esteem as measured at post-intervention and 3-month
follow-up (d=(— 0.07) and (— 0.09)) [52].

Anxiety and Stress

Anxiety and stress were measured in four studies. Three
psycho-educational group interventions measured anxiety
and stress with the state-trait anxiety inventory (STAI) and
the impact of events scale (IES) [48, 61, 62]. The results
of these studies offered encouraging but inconclusive evi-
dence of effectiveness. Two studies showed a significant
difference in anxiety and stress between the participants in
the intervention and control group after completion of the
intervention [48, 62], and one of them showed substantial
effects (anxiety: d=2.10, stress: d=2.02) [62]. The third
psycho-educational group intervention reported a small
effect sizes in anxiety and stress of the family members of
PLWHASs (d=0.43 and 0.08, respectively), while no signifi-
cant difference was found in participants’ pre—post scores
[61]. Another self-care symptom management intervention
measured the anxiety and stress with the profile of mood
states (POMSs), achieved significant but small effect size at
1-month follow up after the completion of the intervention
(d=0.09) [56].

Discussion

To our knowledge, this is the first review to examine the
effectiveness of interventions to reduce HIV/AIDS-related
self-stigma among PLWHA and their family members.
Although there is no restriction on the year of publica-
tion, almost all the studies were published since 2000.
The increasing number of publications evidenced growing
attention to the psychological health of the PLWHA and
interventions to reduce their self-stigma over time. The
review has identified a variety of interventions, mainly
psychoeducational. These interventions have yielded

mixed results. The effect sizes ranged from small to large
for the self-stigma in the short-term and long-term fol-
low-up, and the effect size ranged from small to large for
the secondary outcomes at post-intervention, and small
at 3—6 months follow-up. The results suggested a trend
to promising effectiveness for some PLWHA and their
families. The common interventions demonstrating posi-
tive trends to reduce self-stigma and recommendation for
future studies are discussed below.

Intervention Approaches and Contents

The review identified five types of interventions: psycho-
educational intervention, supportive intervention for treat-
ment adherence (ART), psychotherapy intervention, narra-
tive intervention, and community participation intervention.
The heterogeneity of the study, coupled with insufficient
data for the measurement of effect size, constrained our abil-
ity to draw conclusions on the most effective interventions.
We examined the study characteristics and noticed that four
studies with large effect sizes focused exclusively on HIV-
positive women above 18 years old [55-57, 60]. Therefore,
the effectiveness of these interventions may not be general-
ized to men or children.

Similar to self-stigma reduction interventions on other
stigmatized conditions [69, 70], the psycho-educational
intervention was the predominant approach to reducing HIV/
AIDS-related self-stigma, with the perhaps the most popular
being those interventions that combined education, skills
building, and social support. The educational information
that was provided included three main elements: the medi-
cal aspects of HIV/AIDS, managing negative feelings and
coping with stigma, and building support networks. While
it is worth noting that an education-only approach was also
effective in reducing HIV/AIDS-related self-stigma [54, 58,
64, 65].

It is encouraging that the empowerment approach in inter-
ventions has improved both self-stigma and the psychologi-
cal well-being of people with people with HIV [51, 55, 60].
These studies empowered PLWHA through the sharing of
experience of being an HIV-positive person, their uncom-
fortable situations and struggles, building up their ability
in social and community areas, supporting their family and
social relationships, and providing information on stigma
and human rights issues. Empowerment is an essential in
establishing positive self-image and resilience against the
impact of HIV/AIDS-related self-stigma. The Joint United
Nations Programme on HIV/AIDS (UNAIDS) has called to
promote human rights and empower PLWHA in respond-
ing to stigma in the past few years [71]. It is concluded that
future studies are to empower PLWHA and their families
with similar approaches.
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Attrition Rate

Retention of study participants is essential to the success
of the intervention. The attrition rate of these interventions
ranged from 0.0 to 64.7% in included studies, and five of
them reached 29.6% or above, the high attrition rate war-
rants attention. As the participants may have dropped out
due to a flagging motivation to participate, the feasibility,
applicability, and acceptability of an intervention should
be considered in future studies. Also, the PLWHA are a
population hard-to-reach, fear of social stigma and con-
cerns about the possibility of breaching of confidentiality
might influence their willingness to participate or continue
participation in the study. Strategies, such as creating a
friendly-environment, establishing a rapport between the
researcher and the participants, acknowledge the sensitive
nature of the research topic before enrolment, and provid-
ing incentives may help to improve the recruitment and
attrition rate among PLWHA [72, 73].

Format of Delivery

Most of the included studies were delivered in a conven-
tional face-to-face group format. The advantages of this
approach are that it allows for the sharing of emotions and
experiences, increases peer/social support, and reduces
social isolation among PLWHA. Also, the literature
suggests that using low-cost technology (i.e., radio, tel-
ephone, video) is possible to disseminate interventions to
stigmatized populations and those living in remote areas.
Furthermore, such an approach may encourage participa-
tion, since the participants would be assured of greater
privacy and confidentiality than might be possible with
other approaches.

Unintended Negative Consequences
of the Interventions

When conducting stigma-reduction interventions, particu-
lar attention should be paid to unintended negative conse-
quences. Although shifting the task of antiretroviral delivery
from healthcare professionals to informal community health
workers has been recognized as an effective way of deliver-
ing quality care, especially in human resources challenged
areas [74], one of the support interventions targeting ART
adherence that was included in this review showed that peer
adherence support increased the perceived stigma among
PLWHA [50]. The fear of disclosure and feelings of shame
that were expressed by the participants in that intervention
could in part be attributed to the unfavorable outcome of that
intervention. Thus, supportive programs at the community
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level should be sensitive to the consequences of the disclo-
sure of identity.

Self-Stigma Reduction Interventions Among Family
Members of PLWHA

The evidence suggests that there is a lack of interventional
research targeting family members of PLWHA. Only four
interventions were implemented in reducing the HIV/
AIDS-related self-stigma of family members, through
either a dyadic approach or a single-target approach. Two
family-based psychosocial interventions that involved fam-
ily members—child dyads demonstrated positive effects [54,
64], while the two psycho-educational and task-centered
group interventions targeting family members only showed
mixed results [61, 62], and one showed no improvement in
HIV/AIDS-related self-stigma [61]. It is uncertain whether
interventions targeting family member—child dyads would be
more effective than interventions targeting family members
only. A recent systematic review that compared these two
approaches with regard to late-life depression tentatively
concluded that a dyadic approach might be more beneficial
than a single-target (i.e., patient only) approach since the
former promotes supportive behaviors from family members
[75]. In our review, the positive effects of dyadic approaches
might be explained by improved family members support
and family members—child communication. The effect of the
two approaches (individual versus patient—caregiver dyads)
on reducing HIV/AIDS-related self-stigma among family
members might be an interesting area for future exploration.

Recommendations for Future Research

This review identified two limitations in current studies
on HIV/AIDS-related self-stigma reduction interventions,
namely, the poor quality of the methodology, and the lack
of qualitative evaluations of the intervention.

First, despite the trend toward greater interest in the
reduction of HIV/AIDS-related self-stigma over the past
three decades, this systematic review identified a relatively
small number of interventions that focused on reducing HIV/
AIDS-related self-stigma as compared to interventions tar-
geting HIV/AIDS-related public stigma. Attention should
be given to the results of the methodological quality assess-
ment of the included studies. Over one third (10 of 23) of the
studies were either pilot studies or studies involved a small
sample size (<30 participants), and over half (13 of 23) of
the studies were quasi-experimental studies with or without
a control group, which constrained the generalizability of
the results. Future studies involving an RCT with a larger
sample size could be helpful in determining the effectiveness
of an HIV/AIDS-related self-stigma reduction intervention.
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Second, to expand our understanding of how best to
deliver the intervention, it is crucial to include the voices of
the participants in the evaluation of the intervention. A qual-
itative approach, such as one involving individual or group
interviews, or focus groups, could be essential to elicit the
participants’ experiences with the intervention and their per-
ceptions of it, and provide insights into the acceptability and
feasibility of the intervention, and how to further improve it.
It is unfortunate that only two of the studies included in the
review adopted a mixed-methods study design and collected
feedback from the participants. This highlights the potential
to add a qualitative element to studies to give voice to the
participants. Future studies with a mixed-methods design are
needed to develop and evaluate the intervention.

Limitations of the Review

There are several limitations in this review. Firstly, women
were over-represented in self-stigma reduction interventions:
over one third (8 of 23) of the included studies only recruited
women, future studies may benefit by considering other sub-
groups of PLWHA, such as men, young children, and older
people. Secondly, there was a great deal of heterogeneity in
the studies that were included in this review, including in
the types of intervention, participants, intensity of the inter-
ventions, length of the follow-ups, outcome measurements,
the inconsistency of the results, and varied quality of the
studies, which made it difficult to compare the results of the
interventions; thus, it was not possible to conduct a meta-
analysis. Thirdly, insufficient data precluded the calculation
of effect size in some studies. In addition, for studies with
small sample size (< 30), the effect size may be influenced
by the sampling error (i.e., by chance). Therefore, caution
must be taken when interpreting the effect sizes of small size
studies [76, 77].

Conclusion

This review identified five types of interventions to reduce
HIV/AIDS-related self-stigma among PLWHA and their
families. Psychoeducation is the most common approach,
while other approaches, such as support intervention tar-
geting ART adherence, psychotherapy, narrative interven-
tion, and community participation intervention were less
frequently adopted and replicated in the area of HIV/AIDS-
related self-stigma reduction intervention. The review sug-
gested a trend to promising effectiveness for some PLWHA
and their family members. However, stigma reduction
interventions among families of PLWHA are lacking, and
more research on interventions targeting family members/
caregivers of PLWHA are needed. Overall, the review was

constrained by the weakness of the methodological qual-
ity and the lack of qualitative evaluations of the interven-
tion. Mixed-methods studies combining an RCT with a
larger sample size with qualitative research that includes
the voices of the participants will be critical in determining
the effectiveness of HIV/AIDS-related self-stigma reduction
interventions in the future.
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