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Interventions for reducing self-stigma in people with
mental illnesses: a systematic review of randomized

controlled trials

Interventionen zur Reduktion der Selbststigmatisierung von Menschen
mit psychischen Erkrankungen: eine systematische Ubersicht von

randomisiert-kontrollierten Studien

Abstract

Background: Self-stigma occurs when people with mental ilinesses in-
ternalize negative stereotypes and prejudices about their condition. It
can reduce help-seeking behaviour and treatment adherence. The ef-
fectiveness of interventions aimed at reducing self-stigma in people
with mental illness is systematically reviewed. Results are discussed in
the context of a logic model of the broader social context of mental ill-
ness stigma.

Methods: Medline, Embase, PsycINFO, ERIC, and CENTRAL were
searched for randomized controlled trials in November 2013. Studies
were assessed with the Cochrane risk of bias tool.

Results: Five trials were eligible for inclusion, four of which provided
data for statistical analyses. Four studies had a high risk of bias. The
quality of evidence was very low for each set of interventions and out-
comes. The interventions studied included various group based anti-
stigma interventions and an anti-stigma booklet. The intensity and fidelity
of most interventions was high. Two studies were considered to be
sufficiently homogeneous to be pooled for the outcome self-stigma. The
meta-analysis did not find a statistically significant effect (SMD [95% Cl]
at 3 months: -0.26 [-0.64, 0.12], I’=0%, n=108). None of the individual
studies found sustainable effects on other outcomes, including recovery,
help-seeking behaviour and self-stigma.

Conclusions: The effectiveness of interventions against self-stigma is
uncertain. Previous studies lacked statistical power, used questionable
outcome measures and had a high risk of bias. Future studies should
be based on robust methods and consider practical implications regard-
ing intervention development (relevance, implementability, and place-
ment in routine services).

Keywords: stigma, mental iliness, systematic review, anti-stigma
interventions, anti-stigma booklet

Zusammenfassung

Hintergrund: Von Selbststigmatisierung spricht man, wenn Menschen
mit psychischen Erkrankungen negative Stereotypen und Vorurteile
gegenuUber ihrer eigenen Erkrankung verinnerlichen. Mogliche Folgen
sind eine reduzierte Inanspruchnahme von Behandlungs- und Unterstit-
zungsleistungen und eine niedrigere Behandlungsadharenz. In dieser
Arbeit wird die Wirksamkeit von Interventionen analysiert, die eine
Senkung der Selbststigmatisierung zum Ziel haben. Die Ergebnisse
werden anhand eines Logic Models in einen breiteren sozialen und
gesellschaftlichen Kontext eingebettet und im Rahmen dessen disku-
tiert.
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Methoden: Es wurde eine Literaturrecherche nach randomisierten
Studien in Medline, Embase, PsycINFO, ERIC und CENTRAL im November
2013 durchgefuhrt. Das Verzerrungspotential der eingeschlossenen
Studien wurde anhand des Cochrane risk of bias Tools bewertet.
Ergebnisse: Finf Studien erflllten die Einschlusskriterien. Es wurden
verschiedene in Gruppen durchgefuhrte Anti-Stigma-Interventionen
sowie eine Broschure untersucht. Die Intensitat und Gite der Durchfiih-
rung der meisten Interventionen war hoch. Vier Studien lieferten ausrei-
chende Daten fiir eine statistische Analyse und zwei Studien wurden
als ausreichend homogen bewertet, um sie fur den Endpunkt
LSelbststigma“ in einer Meta-Analyse zusammenzufassen. Die Meta-
Analyse fand keinen signifikanten Effekt (standardisierte Mittelwertsdif-
fererenz [95%-Konfidenzintervall] nach 3 Monaten: -0.26 [-0.64, 0.12],
[>=0%, n=108). Vier von Fiinf Studien hatten ein hohes Verzerrungspo-
tential. Die Qualitat der Evidenz fur die Interventionen und Endpunkte
war sehr niedrig. Keine der Studien fand einen nachhaltigen Effekt fir
einen der untersuchten Endpunkte, einschlieflich Genesung, Hilfesuch-
verhalten und Selbststigma.

Schlussfolgerungen: Die Wirksamkeit von Interventionen zur Reduktion
von Selbststigmatisierung ist ungewiss. Bisherige Studien haben ein
hohes Verzerrungspotential, verfligen nicht Uber eine ausreichende
statistische Macht und verwenden Endpunkte, deren Eignung fir die
Evaluation solcher MaBnahmen teilweise fraglich ist. ZukUnftige Studien
sollten robuste Methoden verwenden und bei der Entwicklung der
MaBnahmen auch praktischen Implikationen berucksichtigen wie die
Relevanz, Implementierbarkeit und Verortung in der Routineversorgung.

Schlusselworter: Stigma, psychische Erkrankung, systematischer Review,

Anti-Stigma-Interventionen, Anti-Stigma-Broschure

Introduction

Reducing the stigmatisation towards people with mental
illnesses is one of the major goals of the World Health
Organization’s Mental Health Action Plan [1]. Stigma oc-
curs when “elements of labelling, stereotyping, separ-
ation, status loss, and discrimination occur together in a
power situation that allows them” [2]. The negative con-
sequences are far-reaching. Self-stigma can diminish
people’s self-esteem and self-efficacy and negatively af-
fect emotional well-being and personal relationships [3],
[4]. It can have a negative impact on help-seeking be-
haviour, treatment adherence, and recovery [5], [6], [7].
The number of people who report some degree of self-
stigma is significant. A recent systematic review of self-
stigma in people with schizophrenia spectrum disorders
found a self-stigma prevalence rate of 49%, highlighting
the importance of the issue [8]. Another study estimated
that self-stigma occurs in about 22% of people with bi-
polar disorder or depression [9].

Based on the aforementioned correlates of self-stigma,
it is suggested that interventions reducing self-stigma
may indirectly improve mental health related outcomes
by improving help-seeking and adherence and empower
people to attain their life goals. The following systematic
review aims to investigate the benefits and harms of in-
terventions for reducing or preventing self-stigma in
people with a diagnosis of any mental iliness treated in
the community or as inpatients.

Background

Stigma can present on three levels [10]: Public or social
stigma is defined as a negative reaction of the general
population towards the stigmatised group based on ste-
reotypes such as the belief that all people with mental
ilinesses are dangerous or incompetent. Structural or in-
stitutional stigma involves practices of private or public
institutions that restrict the rights of stigmatised groups
through rules, policies or processes. Self-stigma (also
referred to as internalized stigma) occurs when people
with mental ilinesses accept the public stigma and incorp-
orate it into their self-concept.

Interventions addressing self-stigma are usually complex
in nature. They are, furthermore, embedded in the wider
lives of people with mental illnesses and may interact
with these - after all, stigma is (to some extent at least)
socially constructed and resides in a larger context that
includes social relationships, personal finances, treat-
ments and other sources of support as well as patients’
educational, working and living environment, for example
[11]. Based on fundamental cause theory, Hatzenbuehler
and colleagues have argued that stigma may fulfil the
criteria for a fundamental social cause, i.e. a social factor
that remains associated with inequalities through the
repeated production of mechanisms that link it with
health [12].
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Phelan and colleagues argue that stigma can have three
functions: 1) domination (exploiting others and keeping
them down in order to maintain wealth and power);
2) enforcement of social norms (making people comply
with social norms); and 3) avoidance of disease (keeping
people away) [13].

Against this background, we developed a logic model in
order to grasp how self-stigma is embedded in the social
context of people with a mental illness and how it may
be addressed (Figure 1). This helped us to operationalize
the research question of this review, specify the inclusion
criteria and interpret the findings in context. For the pur-
pose of this review a simple approach was used by map-
ping essential intervention components into inputs, pro-
cesses and outcomes (included literature is provided in
the Attachment 1).

Material and methods

Inclusion criteria

We included randomised controlled trials (RCTs) of people
with a clinically verified diagnosis of mental illness accord-
ing to the DSM or ICD. We did not restrict studies by set-
ting. Any intervention with the aim of reducing or prevent-
ing self-stigma was considered. Candidate interventions
included psychoeducational interventions, cognitive be-
havioural therapy (CBT), mutual health programs (peer
support interventions) as well as specific programs such
as “coming out proud” and narrative enhancement and
cognitive therapy (NECT) (see Attachment 1). All types of
control interventions were allowed, including waiting list
controls, attention controls, no intervention controls, and
active controls.

Outcomes were drawn from the proposed logic model.
They were divided into treatment-related outcomes (e.g.
recovery, treatment adherence, quality of life); social
outcomes (e.g. vocational or educational success, experi-
enced stigma); personal (psychological) outcomes (e.g.
self-stigma, perceived stigma, self-efficacy, self-esteem),
life achievements (e.g. employment, education) and ad-
verse effects. Length of follow-up was categorized into
short-term (<3 months), medium-term (3-6 months) and
long-term (>6 months).

Search strategy and selection of studies

Medline, Embase, PsycINFO, ERIC, and the Cochrane
Controlled Trials Register were searched using a combin-
ation of search terms related to mental ilinesses and self-
stigma in combination with a validated filter for RCTs,
where available [14]. In addition, reference lists of in-
cluded studies and previous reviews were inspected for
further potentially relevant articles. The WHO International
Clinical Trials Registry Platform (ICTRP) and the NIH
clinical trial database (https://clinicaltrials.gov/) were
searched for ongoing studies. The search strategy was
developed using a conceptual approach [15]. A sample

search strategy for Medline is provided in the attachment.
Searches were conducted in November 2013. In May
2014 we checked whether any studies identified through
study registries had been published. We did not restrict
searches to specific languages.

Titles and abstracts of the initial search results were
screened for potentially relevant studies by the primary
reviewer (RB). A second reviewer (MM) screened a ran-
dom 20% sample of these as a means of quality assur-
ance. Full texts of potentially relevant studies were re-
trieved and assessed for eligibility independently by both
reviewers. Disagreements were resolved through discus-
sion.

Data extraction and assessment of
included studies

Individual study data were extracted into standardized
sheets using Covidence web software and included in-
formation on study ID, patient and intervention character-
istics, outcome data and risk of bias items. Statistical
data and information on risk of bias items were extracted
by one reviewer (RB) and checked for accuracy by a
second reviewer (MM). Disagreements were resolved
through consensus. The extracted data were exported
into Review Manager 5.2 for statistical analysis. Risk of
bias was assessed in accordance with the Cochrane risk
of bias tool [14]. Additional information was sought from
the authors of the included studies where the published
reports did not provide sufficient information.

Data analysis

It was planned to conduct meta-analyses for each group
of interventions (e.g. interventions based on CBT methods
versus waiting list control), if studies were deemed to be
sufficiently homogeneous to be pooled statistically and
in terms of clinical aspects. Data were considered statist-
ically too heterogeneous for pooling if I’ was above 50%
accompanied by a significant Chi® test (p<0.1). We used
random-effects models (REMs) in meta-analyses because
we expected interventions which were at least somewhat
heterogeneous. Continuous data derived from the same
scale were analysed as differences in means (MD). If
different scales were used to measure the same construct
(e.g. self-stigma or quality of life), and the scales were
deemed similar enough to be pooled, standardised mean
differences (SMD) were calculated. For binary outcomes
we calculated odds ratios. We attempted to conduct
statistical analyses based on the intention to treat (ITT)
principle, i.e. all participants were analysed in the group
to which they were allocated. Where study reports only
provided results from a per-protocol analysis, we contact-
ed authors to obtain data from the ITT population. If
studies failed to report information on variances for group
means, these were calculated from p values, t values or
confidence intervals in accordance with the methods
described in the Cochrane Handbook [16].

GMS German Medical Science 2017, Vol. 15, ISSN 1612-3174

3/12


https://clinicaltrials.gov/

Interventions for reducing self-stigma in people with ...

Buchter et al.:

sdnoJb Ayouly -
JX8JU0D [eInNyny -
uonesibe] -
sjybu uewny -
ewBnsolgnd -
s10)0B4 |eula)x3

patamodws aq

UBd SISWNSUO0D Y}eay [ejuawl / pajeal) Jo pajuanaid aq ued ewbls-jlos -
s|eob [euosiad Jiay) aAsIYoE pue sjuswiesl) pue

saoIAI9s Buisn woly ajdoad syuanaid Aoeoiye-j|os pue Wea)se-}[as Mo -
Aoeolyja-4|9s pue Was)sa-}|as

MO| Ul Bungnsal ‘ewbns o1ignd azijeulslul ssauj|l [elusw yim ajdoad swog -

suondwnssy

WwisIABOB Ajunwiwio) -
s|eob 9j| [euosiad -
saoueUIl -

uoleonp -

Buisnoy -
JuswAoldwg -

JUBWIAABIYOE 3

al| Jo Ajjenb pajejel-yyesH -
Aianooay -

aoualaype jJuswjeal] -

Jnoineyaq bBupjess djay pasealtou| -

pajejal Juswiyeal]

< pue sweiboud

SUOIOBIBIUI [BIOOS [NJSSBOINS JO Jaquunu 8SeaIou| -

|[eMEIPUJIM 1O 9oUBpPIOAR [B100S Juanaid / slequall dnolbino, Yyjim }0ejuod pasealou) -

Joddns |e100S pue S)IoM}aU [BI00S pasealou] -

|e1oog

(Buiyyswios anaiyoe 0} Aypom pue ajqe buijeasy) syuedioiped Jamodwg -
J013u09 Jo asuas / Ajjuapl dnoub aanisod / yuom-jjas uabunuos pasealou| -

s||s [e1oos ‘saibajesys Buidoo dojana( -
(senenb pue syjbuais |euosiad) Ayjuapl aAlisod dojaas( -
ewbiys-j|as Jnoge abpajmouy asealou] -

|leuosiad

pusje

ewbns-jes
10 aIeME 8W028q
slawinsuod yyeay
|elusw pajebie] -

(ainsojosip

Jo swiey

pue sjiyauaq

dn Buiybiam
‘s|ifs [e100s
‘UoijeuUIILOSIP
pue a21pnfaid

0} puodsal

0} sanbiuyoay)
sweliboid Bululel |

(syallaq
aAndepejew
18JUN0d

pue abua|eyo)
saidesay)
|eJnoineyaq
annubo)

swelboud
-yjesy [eninjy

[SEEVIC)
[eluswiLI}ap S}l pue
sdojansp 3 moy
‘ewbys-j|es Jnoge
sJawinsuod yyeay
[eyusw Bupeonpg

suonuaAlajul
apinoud

0} $82Inosal
|eanjonus
pue [eloueuly

(010

‘s19ad ‘saoinles
Ajlunwwoo
‘S9OINIBS

Uiesy |ejusw)
siapinosd
uonuanIau|

uopedioijed
sindino

SNy

synduj

del of interventions to reduce self-stigma in people with mental ilinesses

Logic mo

Figure 1

4/12

GMS German Medical Science 2017, Vol. 15, ISSN 1612-3174




Buchter et al.: Interventions for reducing self-stigma in people with ...

Results

The initial electronic database searches resulted in 5,266
potentially relevant references. After duplicates were re-
moved electronically in EndNote, 4,731 references re-
mained. Of these, 4,702 were excluded based on their
titles and abstracts. Thirty studies were considered to
potentially fulfil the eligibility criteria and retrieved for full
text screening. Twenty-four of these studies were excluded
after the predefined inclusion criteria were applied. One
additional study was excluded, because it was not con-
sidered to be a genuine randomized trial during the data
extraction process [17]. An additional potentially relevant
study was identified by screening the reference lists of
the included articles, but failed to fulfill the inclusion cri-
teria. Seven on-going studies considered to be potentially
eligible for this systematic review were identified from
ICTRP and the clinicaltrials.gov. The publication status of
these trials was checked before publication. Two of the
registered trials had been published by this time, but
neither of them fulfilled the inclusion criteria [18], [19].
The search process is documented with a flow chart in
accordance with the PRISMA statement (Figure 2) [20].
A list of excluded studies with reasons for exclusion is
included in the Attachment 1.

Characteristics of included studies

Five randomized trials were included [21], [22], [23], [24],
[25]. All included studies were two-arm randomized con-
trolled trials with an inactive or attention control published
within the last decade.

The trials studied a variety of interventions. Four of the
interventions were self-stigma reduction programs con-
sisting of a series of group sessions. The specific interven-
tions differed in their content and intensity. While the
interventions were heterogeneous in nature, there was
also some overlap: all of them included elements of psy-
choeducation and either CBT techniques or methods
aimed at helping participants to develop a personally
helpful identity.

One study was quite different to the aforementioned ones
in terms of the intervention and objective [23]. It evalu-
ated a brochure that aimed at reducing barriers to seeking
treatment. While the other studies directly addressed in-
ternalized stigma, this study was concerned with per-
ceived stigma in that it addressed beliefs participants
held about the potential reactions of others towards
seeking mental health treatment and how they believed
mental illness was perceived at the societal level. Four
studies had a maximum follow-up of three months, while
the longest follow-up was 6 months in one study [21]. A
detailed table of study characteristics, including informa-
tion on the reported outcomes, is included in the Attach-
ment 1.

Results of quality assessment

Overall, the quality of reporting of the included trials was
poor. Figure 3 summarizes the risk of bias assessments
for each included study. Details including the rationale
for the judgements per item and study are provided in
the Attachment 1. Baseline characteristics of participants
were not available separately for the intervention and
control groups in two studies, and sample sizes per group
and standard deviations were not always fully reported.
Fortunately, the authors of three studies provided these
data upon request.

Effects of interventions

Due to the heterogeneity between the studies we present
the results by interventions. Effect sizes for each study
and outcome are summarized in Table 1.

Meta-analytic effect of identity enhancing
interventions on self-stigma

Two of the group-based intervention studies evaluated
the effect of identity enhancing interventions, namely
photovoice and narrative enhancement/cognitive therapy
[24], [25]. These were the only two studies that we con-
sidered to be sufficiently homogeneous to be statistically
pooled in that they both primarily included participants
with a mix of DSM-IV diagnoses; evaluated a group inter-
vention that included a combination of psychoeducation
and techniques aimed at helping participants to develop
personally meaningful identities; measured self-stigma
on the Internalized Stigma of Mental lliness Scale (ISMI);
and were statistically homogeneous (1°=0%, p>0.1).

The ISMI is a self-report measure consisting of 29 items.
Each item is measured on a 4-point Likert scale from
1to 4, where a higher value denotes higher levels of self-
stigma. The ISMI uses an index value that is calculated
as the average value across all items. The ISMI was tested
in an independent sample of mental health patients with
various ICD-9 diagnoses including schizophrenia and
depression and has good psychometric properties [26].
Russinova and colleagues used the ISMI as originally
proposed, while Yanos and colleagues modified the in-
strument in a few aspects. Specifically, the stigma resist-
ance subscale of the ISMI was reported separately. Pos-
sibly this was done because this subscale uses reverse-
coded items, but the actual reasons were not reported.
Furthermore, a Likert scale from O to 3 was used instead
of the original Likert scale, which ranges from 1 to 4. The
reasons for this were not reported. Lastly, the scores from
the subscales were summed up in the NECT trial, while
the photovoice study reported the average of the subscale
scores, as the developers of the instrument have done
in previous studies. Due to the differences in how the
ISMI was used in the two studies, standardised mean
differences (SMD) were calculated in the meta-analysis
instead of using the original scale. The pooled results
suggest a small, but statistically insignificant effect of the
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Medline Embase Eric Central Psyclnfo Reference lists
7/11/13 7/11/13 7/11/13 7/11/13 7/11/13 N/A
1039 Citation(s) 2149 Citation(s) 317 Citation(s) 150 Citation(s) 1611 Citation(s) 1 Citation(s)

e RN g

4732 Non-duplicate citations screened

4702 Articles excluded
based on title/abstract

Inclusion/exclusion
criteria applied

30 Articles retrieved

24 Articles excluded 1 Article excluded
after full text review during data extraction

Inclusion/exclusion
criteria applied

5 Articles included

Figure 2: Flow chart of study selection process

Alvidrez 2009

-3 . Allocation concealment (selection bias)

. . . . . Blinding of participants and personnel (performance bias)

-3 . ~3 | Selective reporting (reporting bias)

. . . . . Other bias

. . . . . Incomplete outcome data (attrition bias)

. . -3 . . Blinding of outcome assessment (detection bias)

. . . . . Random sequence generation (selection bias)

Fung 2011
McCay 2007 T
Russinova 2014 . 4
Yanos 2012 T i

Figure 3: Summary of risk of bias assessments
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Table 1: Effects of interventions at longest follow-up
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interventions on self-stigma (post-intervention: SMD
-0.24 [-0.61, 0.14], 3-month: -0.26 [-0.64, 0.12]). A
forest plot of the meta-analysis can be found in Figure 4.
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Figure 4: Meta-analysis of identity enhancing interventions

Photovoice

Russinova and colleagues also assessed the effect of
photovoice on empowerment and recovery. Empowerment
was measured using the Empowerment Scale (ES). The
ES consists of 28 items, each measured on a 4-point
Likert scale from 1 to 4, where higher values indicate
stronger feelings of empowerment. An index value is cal-
culated by averaging the individual items. Thus, possible
overall scores range from 1 to 4. The scale was developed
for use with mental health consumers and appears to
have good psychometric properties [27]. The instrument
measures five domains: self-esteem/self-efficacy, power,
community involvement and autonomy, optimism and
righteous anger. There was no significant effect of
photovoice on empowerment (post-intervention: MD 0.05
[-0.09, 0.19]; 3-month: MD 0.01 [-0.14, 0.16]).

The effect of photovoice on recovery was measured on
the Personal Growth and Recovery Scale (PGRS), a self-
report outcome developed specifically for the study. The
PGRS has 25 items, which are measured on a 4-point
Likert scale, where a higher value indicates a higher level
of perceived growth and recovery. The authors reported
an index value, which was calculated as the average of
the items (thus, the possible values for the outcome
ranged from 1 to 4). While the authors report good psy-
chometric properties, these results should be considered
cautiously due to lack of evaluation in other cohorts. The
study did not show a significant effect of photovoice on
recovery immediately after the intervention or at three-
month follow-up (post-intervention: MD 0.12 [-0.15,
0.39], 3-month: MD 0.21 [-0.03, 0.45]).

Narrative enhancement/cognitive therapy
(NECT)

Yanos and colleagues also measured the effect of NECT
on self-esteem and quality of life. Self-esteem was
measured on the Rosenberg Self-Esteem Scale (RSES).
The instrument consists of 10 items measured on a
4-point Likert scale. The possible overall score ranges
from O to 30, where a higher index value indicates higher
levels of self-esteem. The RSES is a widely used measure
of global self-esteem, which has been tested in a popula-
tion of mental health patients and is considered to have
good psychometric properties [28]. The study did not
show an effect of NECT on self-esteem (post-intervention:
MD 0.07 [-0.36, 0.50]; 3-month: MD -0.07 [-0.50,
0.36]). The sample had extremely low baseline values of
self-esteem, however, suggesting a possible floor effect.
Quality of life was measured on the Quality of Life Scale
(QLS). The QLS is a therapist-reported instrument consist-
ing of 21 items. Each item is measured on a 7-point Likert
scale ranging from O to 6, where higher values indicate
better functioning. The QLS was developed specifically
for people with schizophrenia and measures four do-
mains: relationships, occupational functioning, psycholo-
gical functioning (sense of purpose, motivation etc.) and
community participation [29]. An index value is calculated
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by adding up the average scores from the subscales.
Thus, possible values range from O to 28. The QLS has
good psychometric properties and is considered to be
the gold standard for measuring health-related quality of
life in people with schizophrenia [30]. There was no signi-
ficant effect of NECT on quality of life (post-intervention:
MD 2.80 [-6.78, 12.38]; 3-month: MD -4.74 [-16.18,
6.70]). The wide confidence interval includes both a po-
tential beneficial or harmful effect. Note that the data on
quality of life for this analysis come from the as-treated
population, as the author did not provide data from the
ITT population for this outcome.

Multi-faceted anti-stigma program

Fung and colleagues measured the effect of their program
on self-stigma, self efficacy, treatment participation, and
adherence. Self-stigma was measured using the Chinese
version of the Self-Stigma in Mental lliness Scale (SSMIS).
This scale consists of four subscales without an index
value [31]. The subscales are ordered hierarchically in
that they represent four progressive stages of stigma,
namely stereotype agreement, stereotype awareness,
self-concurrence and self-esteem decrement. Each sub-
scale consists of 15 items rated on a scale from 1 to 9,
where higher values indicate stronger self-stigma [32].
The possible index values for each subscale range from
15 to 135. Studies suggest acceptable psychometric
properties for the SSMIS, although the internal consist-
ency of the instrument is not well-established [31].

Due to the large number of subscales, the results for
each SSMIS subscale are not presented here in full, but
can be found in Table 1. In sum, there was no significant
effect for any of the subscales at long-term follow-up.
There was a relatively large baseline imbalance in favour
of the control group for three of the subscales (9 to 14
points, data not shown). However, even when this is taken
into account, the wide confidence intervals are compatible
with no effect and preclude any meaningful conclusions.
The effect of Fung et al.’s multi-faceted anti-stigma pro-
gram on self-efficacy was measured with the Chinese
General Self-efficacy Scale (CGSS). This instrument con-
sists of 10 items measured on a 4-point Likert scale. The
possible overall score ranges from 10 to 40, where a
higher value indicates higher levels of self-esteem. The
instrument has been tested with people with mental ill-
ness and has good psychometric properties [33]. Statis-
tically significant effects were found post-intervention
and at the 6-month follow-up, but not at intermediate
time points (post-intervention: MD -4.02 [-7.08, -0.96];
2-month: MD -0.17 [-2.83, 2.49]; 4-month: -2.43
[-5.39, 0.53]; 6-month: -3.12 [-6.04, -0.20]).

The effect of the program on treatment participation and
adherence were measured on two subscales of the
Psychosocial Treatment Compliance Scale (PTCS). The
PTCS is a therapist-reported outcome, which is used to
rate attendance and adherence to various psychosocial
treatments in the last three months. Attendance is based
on 5 items measured on a 5-point Likert scale, where a

higher value denotes better participation. Possible overall
scores range from 5 to 25. Adherence is measured on
twelve 5-point Likert scale items, where higher values
denote better participation. Possible overall scores for
adherence range from 12 to 60. A study in an independ-
ent cohort of people with a DSM-IV diagnosis of schizo-
phrenia or other types of psychosis suggests good psycho-
metric properties of the scale [34].

The study did not show a positive effect of the intervention
on treatment attendance compared to an attention con-
trol group at any of the time points (post intervention: MD
1.12 [-0.49, 2.73]; 2-month: MD 0.50 [-1.01, 2.01];
4-month: MD 0.56 [-0.83, 1.95]; 6-month MD 0.13
[-1.39, 1.65]). There was a significant effect of the anti-
stigma program on treatment adherence post-intervention
and at the 2-month follow-up, but these effects were not
sustained (post-intervention: MD 3.52 [0.74, 6.30];
2-month: MD 3.19 [0.17, 6.21]; 4-month: MD 2.79
[-0.20, 5.78]; 6-month: MD 1.90 [-1.55, 5.35]).

Anti-stigma booklet

Alvidrez and colleagues measured the effect of their anti-
stigma booklet on help-seeking behaviour, treatment
adherence and perceived stigma. Help-seeking behaviour
was measured as the rate of participants that entered
treatment following provision of the booklet. No significant
effect of the intervention on help-seeking behaviour was
found (OR 1.46 [0.37, 5.80]).

Treatment adherence was measured as the number of
attended treatment sessions. There was no significant
effect of the anti-stigma booklet on treatment adherence
(3-month: MD 0.20 [-2.89, 3.29]).

Perceived stigma was measured using the Perceived
Devaluation and Discrimination Scale (PDD), a self-com-
plete measure consisting of 12 items. Each item is
measured on a 6-point Likert scale, where higher values
indicate higher levels of perceived stigma. The study
provided a summary score by averaging the values from
each item. The psychometric properties of the PDD are
not well established [31]. There was no effect of the anti-
stigma booklet on perceived stigma (3-month: MD 0.00
[-0.54, 0.54])).

Discussion

The systematic review found insufficient evidence on the
effectiveness of interventions to reduce self-stigma in
people with mental illness. It should not be concluded
that interventions aimed at reducing self-stigma in people
with mental ilinesses are ineffective, however. The sparse
evidence and a number of methodological reasons that
reside in the limitation of the included studies might ex-
plain the disappointing results.

The heterogeneity of the studies, particularly in terms of
interventions and outcomes, only allowed for one meta-
analysis, resulting in low statistical power due to the small
sample sizes of the included trials. Furthermore, the
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studies also have a number of methodological limitations.
All but one trial were considered to be at high risk of bias,
and none of the included studies was considered to have
a low risk of bias. Performance bias was difficult to as-
sess, since treatment-as-usual was rarely described in
the studies and none of the studies included information
on potential co-interventions.

The outcomes measures also provide a possible explan-
ation for the lack of effect. Most of the scales that were
used had acceptable psychometric properties in terms
of reliability, internal consistency and content validity, for
example. Their suitability for the evaluation of interven-
tions is questionable, however, since most of them have
been developed as survey measures, rather than for use
in interventional research [31]. For example, information
on possible floor and ceiling effects are missing for most
of the scales, as well as evidence of whether they are
responsive to change. The Rosenberg Self-Esteem Scale,
for example, has been reported as being very unrespon-
sive to change [35]. Furthermore, most of the instruments
were based on 4-point Likert scales and thus may lack
the ability to capture sufficient variability.

A further limitation of the included studies is that none
of them considered harms. Potential adverse effects of
anti-stigma interventions include upsetting feelings,
worsening of self-stigma, and negative effects of revealing
the iliness to others as a result of the intervention such
as disapproval, exclusion or worry about not being treated
as an equal.

Strengths and limitations

We used state of the art systematic review methods to
identify, assess and synthesise evidence in order to avoid
bias wherever possible. In order to make judgements as
transparent as possible, we thoroughly documented and
reported the review in accordance with PRISMA guidance.
Some limitations of the reviews should be highlighted
though. The primary reviewer (RB) screened all refer-
ences, while only a 20% sample of the references was
screened by a second reviewer (MM). Although the
agreement between the reviewers was good (Cohen’s
Kappa k=0.71), it was not excellent.

Decisions concerning intervention eligibility were not al-
ways clear cut. In particular, some interventions were
developed in order to address specific aspects of mental
illness related to self-stigma, such as self-esteem or em-
powerment (for example [36]). Since the aim of this re-
view was to answer the question whether interventions
specifically addressing self-stigma are effective, such
studies were excluded on grounds that self-stigma was
not the subject of the intervention. Lastly, publication bias
is always a concern in systematic reviews - particularly
in fields where studies are small and individual trials may
have an important impact on the results. Due to the small
number of studies and their heterogeneity it was not
possible to examine publication bias statistically - for
example using a funnel plot - or conduct corresponding
sensitivity analyses.

Comparison with other reviews

Mittal and colleagues also acknowledged that the evi-
dence for interventions against self-stigma is preliminary
[37]. However, they suggested that some interventions
had “promising” effects, in contrast to this review, which
did not find any encouraging results. The authors did not
use a stringent approach to analysing data and assessing
risk of bias, which makes comparisons with this review
difficult. The main reason for the discordant conclusion
seems to lie in the underlying studies. Mittal and col-
leagues included studies of patients without a clear DSM
or ICD diagnosis as well as a variety of study designs. In
effect, the overlap in the evidence base between the re-
views is small, which accounts for the somewhat discord-
ant conclusions.

Griffiths et al. pooled the results of four RCTs on self-
stigma and did not find a significant effect (d=0.16;
95% Cl: -0.41t0 0.73, p=0.57) [38]. Their meta-analysis
was statistically highly heterogeneous, however (’=74%).
Yanos and colleagues conducted a narrative review of
interventions addressing self-stigma [39]. As they did not
provide any statistical data, it is difficult to make a com-
parison of the results of our reviews. However, they agree
that much of the research on interventions addressing
self-stigma is still in the early stages and that a deeper
conversation about the aims, desigh and evaluation of
interventions addressing self-stigma is required. A very
recent meta-analysis by Tsang and colleagues found
small, but significant effects in favour of interventions
addressing self-stigma with standardised mean differ-
ences ranging from -0.33 to -0.43 in the pooled analyses
[40]. The confidence intervals were wide, however,
questioning their clinical importance. The quality of evi-
dence is further weakened due to inclusion of unrandom-
ised and uncontrolled studies. Furthermore, the authors
pooled highly heterogeneous interventions ranging from
intensive group programs addressing self-stigma to novel
care models, making the meta-analyses difficult to inter-
pret. While the authors do not consider the wider societal
and care system implications of the interventions in
contrast to our review, they agree that more and better
quality research into interventions addressing self-stigma
is warranted.

Avenues for further research

The studies included in this review were highly heteroge-
neous in both their intervention components and the
composition of their participants. In order to successfully
advance the intervention research on stigma reduction,
we believe it would be helpful to take a step back and
develop a sound theoretical base for the development of
interventions and consider their active ingredients. This
would ideally include the involvement of people who ex-
perience stigmatisation in order to better consider their
needs. These might be sensitive to, for example, ques-
tions around the timing of such interventions (e.g. at the
beginning of treatment or when the condition has stabil-
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ised; or when there is a risk of chronification or after dis-
charge from an inpatient treatment) as well as the type
of delivery (e.g. group-based or individually; through peers
or professionals; in person or by other means).
Furthermore, following Hatzenbuchler et al. and Phelan
et al., reducing the negative effects of stigma is likely to
require policies and interventions that address the social
cause itself as well as the various mediators that link it
to health, including self-stigma [11], [12]. The implication
is that in order to address stigma, the motivation or power
required to stigmatize others needs to be addressed.
Adiscussion is also needed about whether it makes sense
to address self-stigma across many different mental
health illnesses such as major depression, schizophrenia
and social anxiety disorder. People with different mental
health illnesses may have varying needs. These may also
depend on other (potentially stigmatising) factors such
as employment, gender and ethnicity. Lastly, we believe
that it would be helpful to think about the differentiation
between interventions specifically addressing self-stigma
and other non-drug interventions, which may implicitly or
explicitly address self-stigma, such as psychotherapy or
self-help - and whether such a boundary is helpful.
Future interventions aimed at addressing self-stigma
should take into account the available literature in a
systematic fashion, and involve key stakeholders in the
interventions development process. Future studies should
be based on adequate power calculations and be reported
in accordance with current reporting guidelines for ran-
domised trials and complex interventions. Outcomes
should be defined in a participatory process together with
people affected by mental ilinesses to ensure that they
reflect their needs. Public mental health professionals
should not assume that interventions aimed at reducing
self-stigma in people with mental ilinesses will translate
into better outcomes, if they are used without considering
other contextual factors.
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