Psicologia: Teoria e Prdtica, 22(1), 64-88. Sdo Paulo, SP, jan.-abr. 2020.

Psychological ISSN 1516-3687 (impresso), ISSN 1980-6906 (on-line). doi:10.5935/1980-6906/psicologia. PTP
Evaluation v22n1p64-88. Sistema de gvahagao: as cegas por pares (double blind review). B
Universidade Presbiteriana Mackenzie.

Tearia ¢ Prética

Psychological Assessment

Instruments for measuring perceived
and experienced Mental lliness Stigma:
A systematic review

Nicolas O. Cardoso'
https://orcid.org/0000-0002-1555-1409

Breno Sanvicente-Vieira?
https://orcid.org/0000-0002-9922-966X

Isabela M. V. Ferracini?
https://orcid.org/0000-0003-4249-3766

Irani Iracema de L. Argimon’
https://orcid.org/0000-0003-4984-0345

To cite this paper: Cardoso, N. O., Sanvicente-Vieira, B., Ferracini, I. M. V., & Argimon, I.
. L. (2020). Instruments for measuring perceived and experienced Mental Iliness Stigma:
A systematic review. Psicologia: Teoria e Prdtica, 22(1), 64-88. doi:10.5935/1980-6906/
psicologia.v22n1p64-88

Submission: 16/04/2019
Acceptance: 15/10/2019

[ XM The content of Psicologia: Teoria e Prdtica is distributed under the terms of the Creative Commons
Attribution License.

1 Pontifical Catholic University of Rio Grande do Sul (PUC-RS), Porto Alegre, RS, Brazil.
2 Pontifical Catholic University of Rio de Janeiro (PUC-R)), Rio de Janeiro, R}, Brazil.

64


https://orcid.org/0000-0002-1555-1409
https://orcid.org/0000-0002-9922-966X
https://orcid.org/0000-0003-4249-3766
https://orcid.org/0000-0003-4984-0345

Mental lliness Stigma in adults

Abstract

In order to investigate which instruments are most utilized when measuring per-
ceived and experienced mental illness stigma (MIS) in adults, and some of the vari-
ables that may moderate or interfere in measured outcomes, 101 published empirical
and peer-reviewed studies were systematically extracted from electronic databases
(PubMed, Scopus, EBSCO, Web of Science, and PsycINFO). The results revealed that
MIS is commonly evaluated by five scales. When considering the most tested and
reported associative effects, age, and symptoms’ severity were identified as poten-
tially intervening variables. Other variables, such as sex, diagnostic, and treatment
regimen (inpatient/outpatient) were evaluated by a few studies and presented in-
consistent results. These findings suggest that future studies should use well-estab-
lished instruments in the literature to assess MIS, as well as to aim for the cross-cul-
tural adaptation of instruments that evaluate MIS since no instruments presented in
this review are validated to the Brazilian population.

Keywords: mental health; stigma; mental illness; discrimination; evaluation.

INSTRUMENTOS DE AVALIAGAO DO ESTIGMA
PERCEBIDO E ESTIGMA EXPERIENCIADO NA DOENCA
MENTAL: UMA REVISAO SISTEMATICA

Resumo
Objetivando investigar quais instrumentos sao mais utilizados na mensuracao do
estigma da doenca mental (EDM) percebido e experienciado por adultos, e quais
varidveis podem moderar ou interferir nos resultados da mensuragdo, 101 artigos
foram sistematicamente selecionados nas bases de dados eletrénicas (MEDLINE/Pu-
bMed, Scopus, EBSCO, Web of Science e PsycINFO). Os resultados revelaram que
existem cinco instrumentos comumente utilizados para medir o EDM. Ao considerar
os efeitos associativos mais testados e reportados sobre o estigma, a idade e a seve-
ridade dos sintomas foram apontadas como variaveis potencialmente intervenientes.
Outras varidveis, como sexo, diagndstico e regime de tratamento (internamento/
ambulatdrio) foram avaliadas por poucos estudos e apresentaram resultados incon-
sistentes. Essas descobertas sugerem que trabalhos futuros devem utilizar instru-
mentos bem estabelecidos na literatura para avaliar o EDM, assim como visar a
adaptacao transcultural de instrumentos que avaliem o EDM, uma vez que nenhum
dos instrumentos apresentados nesta revisdo é validado para a populacado brasileira.
Palavras-chave: salide mental; estigma; doenca mental; discriminacdo; avaliagdo.
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INSTRUMENTOS DE EVALUACION DEL ESTIGMA
PERCIBIDO Y EL ESTIGMA EXPERIMENTADO EN
ENFERMEDADES MENTALES: UNA REVISION SISTEMATICA

Resumen

Con el objetivo de investigar qué instrumentos son mas utilizados en la medicién del
estigma de la enfermedad mental (EEM) percibido y experimentado en adultos, asi
como las variables que pueden moderar o interferir en los resultados de la evalua-
cidn, 101 articulos fueron sistematicamente extraidos en las bases de datos electré-
nicas (MEDLINE/PubMed, Scopus, EBSCO, Web of Science y PsycINFO). Los resultados
revelaron que existen cinco instrumentos cominmente utilizados para medir el EEM.
Al considerar los efectos asociativos mas comprobados y reportados sobre el estig-
ma, la edad y la severidad de los sintomas fueron identificadas como variables po-
tencialmente intervinientes. Otras variables, como el sexo, diagndstico y condicion
de tratamiento (internacién/ambulatorio) fueron evaluadas en pocos estudios y pre-
sentaron resultados inconsistentes. Estos hallazgos sugieren que trabajos futuros
deben utilizar instrumentos consolidados en la literatura para evaluar el EEM, asi
como para la adaptacién transcultural de instrumentos que evallGen el EEM, ya que
ninguno de los instrumentos presentados en esta revision ha sido validado para la
poblacién brasilefia.

Palabras clave: salud mental, estigma, enfermedad mental, psicologia de la salud,
discriminacién; evaluacion.

1. Introduction

Stigma can be defined as a social phenomenon that affects a group of peo-
ple who presents peculiar characteristics, leading to discrimination and restriction
of social participation (Corrigan, Watson, & Barr, 2006; Goffman, 1988). Therefore,
stigma arises through cognitive representations and it is currently associated with
discrimination and prejudice against one individual or group of individuals (Bos,
Pryor, Reeder, & Stutterheim, 2013).

Mental illness stigma (MIS) is one kind of stigma currently present in our
society. Just as a mental illness, the stigma itself has several negative outcomes
(i.e. psychological, social, and physical) for patients, family members, and caregi-
vers, which may aggravate these disorders (Fox, Earnshaw, Taverna, & Vogt, 2017).
The field of MIS is filled with different interpretations related to the definition of
stigma types (Corrigan et al., 2006; Fox et al., 2017; Goffman, 1988; Link, 1987).
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Mental lliness Stigma in adults

Recently, Fox et al. (2017) developed the Mental lliness Stigma Framework
(MISF) to improve the understanding of the most relevant issues in the area. This
framework may be helpful to solve issues in terminology, to offer directions for
research, and to improve the study of the field. MIS can be divided, at least, into
four different subtypes: anticipated, experienced, perceived or internalized. Accor-
ding to MISF, perceived stigma can be presented in individuals with and without
mental illness and it is defined as perceptions of social beliefs, such as stereotypes,
prejudice, and discrimination.

Experienced stigma is characterized by the perception of being a victim (re-
cently or throughout life) of stereotypes, prejudice and discrimination. The antici-
pated stigma relates to the expectation of discrimination (Fox et al., 2017), and
they are sometimes associated with internalized stigma (Bos et al., 2013). The in-
ternalized stigma can be defined as the internalization of stereotypes, prejudices
and social discrimination to the Self (Corrigan et al., 2006; Fox et al., 2017). These
types of MIS are related to delayed treatment seeking and adherence by people
with mental illness (PWMI) (Bos et al., 2013; Corrigan et al., 2006; Fox et al., 2017).

These problems are a major concern in Brazil, alredy adressed by the federal
government in a document entitled “National Agenda for Priorities in Health Re-
search”, which was divided into sub-agendas classified by order of priority. Accor-
ding to this document, mental health is the second priority of health research, and
stigma is one of the approaches suggested as a research theme and intervention
target in the field of mental health (Brasil, 2015).

However, despite all recognized impacts of MIS, there is a lack of research
addressing stigma perceptions and experiences of PWMI. Most studies regarding
MIS had focused on community and mental health professionals’ views about pre-
judice and discrimination (Mascayano et al., 2016). Therefore, it was suggested
that new studies should address perceived and experienced stigma from the pa-
tients’ perspective (Fox et al., 2017; Mascayano et al., 2016). Furthermore, two
recent systematic reviews aimed to evaluate the psychometric quality of instru-
ments developed to assess MIS (Fox et al., 2017; Wei, McGrath, Hayden, & Kutcher,
2017). However, some sociodemographic, psychosocial, and psychiatric variables
were not evaluated in those reviews.

Several studies highlighted the importance of considering the effect of some

variables during the measurement of MIS (King et al., 2007; Livingston & Boyd,

Psicologia: Teoria e Prdtica, 22(1), 64-88. Sdo Paulo, SP, jan.-abr. 2020. ISSN 1980-6906 (on-line).
doi:10.5935/1980-6906/psicologia.v22n1p64-88 67



Nicolas O. Cardoso, Breno Sanvicente-Vieira, Isabela M. V. Ferracini, Irani Iracema de L. Argimon

2010), as they may have a moderator effect on MIS scores, especially on differences
between inpatients and outpatients (King et al., 2007; Mascayano et al., 2016), age
(Livingston & Boyd, 2010; Wong, Collins, Cerully, Yu, & Seelam, 2018), sex (Lacey et
al., 2014), symptoms severity (Livingston & Boyd, 2010; Sarkin et al., 2014), and
diagnostic (Livingston & Boyd, 2010; Yamaguchi et al., 2017). However, to our best
knowledge, no systematic review has investigated the effects of those variables on
perceived and experienced stigma. Hence, this study aimed to investigate which
instruments are most utilized when measuring perceived and experienced MIS in
adults. Furthermore, the present research explores some of the sociodemographic,
psychosocial, and psychiatric variables that may moderate or interfere in measu-

red outcomes.

2. Method

This review followed the Preferred Reporting Items for Systematic Reviews
and Meta-Analyses (PRISMA) protocol (Moher, Liberati, Tetzlaff, & Altman, 2009).
Data were retrieved through searches in five databases: PubMed, Scopus, EBSCO,
Web of Science, and PsycINFO. Two independent researchers conducted the sear-
ches and criteria evaluation between March 4™ and 22 2019. To access the scien-
tific studies matched with the objectives of this review, we used the following
search terms: (“mental disorder” OR “mental disease” OR “mental illness” OR
“mental health”) AND (stigma or prejudice) AND (questionnaire OR scale OR index
OR psychometric OR assessment). Descriptors were selected according the Medical
Subject Headings (MeSH/PubMed) and The Saurus (PsycINFO).

After completiing the database searches, we imported all the results into
Rayyan, a web-based tool (Olofsson et al., 2017). Rayyan was developed to help
authors of systematic reviews to save time and produce better quality papers. Its
use has increased, particularly because it is a free and easy-to-learn tool. In addi-
tion to reducing the time spent on crafting inclusion/exclusion evaluation for da-
tabase searches, it helps to reduce incidents of possible selection gaps and dispa-
rities (Olofsson et al., 2017; Ouzzani, Hammady, Fedorowicz, & Elmagarmid, 2016).

Two independent researchers assessed titles and abstracts at a first glance.
In cases of doubts remaining after the first screening, authors checked full texts.
Papers had to fulfill the following criteria for inclusion: (a) to be empirical or quan-

titative; (b) to be peer-reviewed; (c) to use an instrument with psychometric evi-
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dence to measure perceived and experienced stigma, and (d) to have an adult
sample (18 to 64 years old) with a mental illness diagnostic. In order to find as
many articles as possible, no language or year of publication restrictions were
made. As previously stated by Fox et al. (2017), there is a variety of instruments for
assessing MIS (400>); therefore, the use of standard measures with psychometric
proprieties is recommended. Thus, after the exclusion of duplicates, to better
evaluate assessment trends, we also excluded studies that used measures with
fewer than five appearances across all reviewed papers.

In addition, as it is common for individuals to be affected by more than one
mental disorder (Lai, Cleary, Sitharthan, & Hunt, 2015), we decided to exclude ins-
truments related to perceived and experienced MIS designed specifically to assess
the stigma of a single mental illness (e.g., Depression). After these steps were
completed, we conducted a manual reference search on all included full-text arti-
cles. All remaining papers were fully read for identification of instruments develo-

ped in order to measure perceived or experienced MIS.

3. Results
We found 15,873 papers in the initial search. In the end, 101 empirical and
peer-reviewed studies met our inclusion criteria. Figure 3.1 shows the flowchart
following the PRISMA protocol.
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Figure 3.1. Flowchart.
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Next, all 101 papers were reviewed again, looking for characteristics of the

used measures and the intervenient variables that were taken under consideration

in the present study. Publication dates from the included studies indicated that,

since 1987, the scientific investigation of the field has been growing.

3.1.1. Measures of Mental Illness Stigma

Although there is a growing body of research on this field, a major differ-

ence between the studies is the measurements used to assess MIS. We identified

only five instruments with at least five citations, each showing different character-

istics. All scales used a Likert variation to answer each item, and only the Invento-

ry of Stigmatizing Experiences (ISE) did not vary from the original Likert scale.
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Table 3.1.1 summarizes the five instruments used for perceived and experi-
enced MIS screening. Three were developed to assess experienced stigma: (a) Dis-
crimination and Stigma Scale (DISC; Thornicroft, Brohan, Rose, Sartorius, & Leese,
20009), (b) ISE (Stuart, Milev, & Koller, 2005), and (c) Consumer Experiences of
Stigma Questionnaire (CESQ; Wahl, 1999); one instrument was specifically de-
signed to assess perceived stigma: Perceived Devaluation Discrimination Scale
(PDDS; Link, 1987); and one assess both perceived and experienced stigma: The
Stigma Scale (SS; King et al., 2007). However, some studies used the same scales

for screening other types of stigma.

Table 3.1.1. Perceived and experienced stigma measures

Instrument SMoOV SMPOS N©° of items Likert N° of
(publications (publications Scale Points adaptations
using it) using it)
SS AeB(3) A(3)
B (5) 28 (11); 9 (1); 5 3
c 14 (1);17 (1)
BeC(2)
DISC B (30) B 32 (15); 22 (2); 4
21(2);35 (2)
27
36 (5); 42 (2); .
45 (2)
PDDS A (37) A 12 (18); 18 (2); 4
8(2);9 (1)
12 (6) 6 16
12(6); 7 (1); 11 (1) 5
ISE B (10) B 17 (9); 40 (1) 3;5and 11 7
CESQ B (1) AQ) 21(5) 9 (3); 7 (2); 5 6

23 (1);19 (1)

Note: A - Perceived Stigma; B - Experienced Stigma; C - Internalized Stigma; CESQ - Consumer Experiences
of Stigma Questionnaire; DISC - Discrimination and Stigma Scale; ISE - Inventory of Stigmatizing Experiences;
PDDS - Perceived Devaluation Discrimination Scale; SMOV — Stigma measure in the original version; SMPOS —
Stigma measure propose by other studies; SS - The Stigma Scale.

3.1.2 Perceived Stigma Measures
The PDDS was the first instrument created to assess perceived stigma and it
seems to be the main choice of the studies that address perceived MIS. This scale

has been adapted with different names and only few studies (n = 2; 5.5%) referred
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to the original instrument name: Link’s Beliefs About Devaluation Discrimination
Scale (LBADDS; Link, 1987). It is worth mentioning that we opted to use the term
PDDS in this study, because it is applied by half of the included studies that used
this instrument (n = 18; 50%). Another well-established term is Devaluation-Dis-
crimination Scale - DDS (n = 7; 19.44%). Originally, the PDDS was a six-point
Likert-type scale, with 12 items. In addition, all studies that used PDDS (n = 37) in

our review evaluated the perceived stigma.

3.1.3 Experienced Stigma Measures

In our review, the CESQ was the first instrument developed specifically for
the assessment of experienced stigma. The first version of CESQ had 21 items,
evaluating stigma in a five-point Likert scale comprised of two subscales: (a) the
Stigma section (items 1—12), and (b) the Discrimination section (items 13—21).
Both subscales evaluated experienced stigma (Wahl, 1999). Only one of the includ-
ed studies used the CESQ to evaluate perceived stigma (Bos, Kanner, Muris, Jans-
sen, & Mayer, 20009). It should be noted that some authors refer to this instrument
as the Modified Consumer Experiences of Stigma Questionnaire (MCESQ), because
it uses a similar version of the scale with differences in some nomenclatures used
to refer to individuals with mental illness. In the MCESQ the term “consumers” is
replaced with “persons” (e.g., persons with mental illness, persons who have a
psychiatric disorder; Dickerson et al., 2002; Lv, Wolf, & Wang, 2013).

The ISE has 17 items split into two subscales: (a) Stigma Impact Scale (SIS),
and (b) the Stigma Experiences Scale (SES). This is the only instrument that kept
its total number of items stable across different adaptations. Only one of the stu-
dies added new subscales to the ISE aiming to cover other constructs (Oleniuk,
Duncan, & Temper, 2013). In the reviewed studies, the SES was used as an expe-
rienced stigma measure. On the other hand, a literature review suggests that SES
covers several distinct dimensions of personal stigma, such as social withdraw,
perceived and internalized stigma (Brohan, Slade, Clement, & Thornicroft, 2010).

The most cited instrument to access experienced stigma, in our review, was
the DISC. It was first developed to be an internationally reliable measure of MIS. The
first version had 36 items. The first 32 statements evaluated experienced stigma in
a seven-point Likert scale. According to the instructions, if a discrimination score is

given for one of the items, an additional statement needs to be included asking for
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an example. This is one remarkable difference of DISC compared to other measures
of the MIS, as it includes a qualitative assessment in addition to quantitative scores.
The last four items assess anticipated stigma (Thornicroft et al., 2009).

All studies reported that experienced stigma is the main construct measured
by DISC. The latest version of DISC is a 32-item, four-point Likert-type scale with
four subscales: (a) experienced discrimination (items 1—21); (b) anticipated discrim-
ination (items 22—25); (c) overcoming stigma (items 26—27); and (d) positive treat-
ment (items 28—32). Therefore, studies aiming to investigate only experienced stig-

ma could use just the first 21 items of DISC-12 (Corker et al., 2014; Li et al., 2017).

3.1.4 Perceived and Experienced Stigma measure

Another commonly used instrument is the SS, which originally was a 28-
item, six-point Likert-type scale divided into 3 subscales: (a) discrimination, (b)
disclosure, and (c) positive aspects. To the best of our knowledge, SS assesses both
perceived and experienced stigma (King et al., 2007), however, there are dis-
agreements among reviewed papers. Three studies suggested that SS’s first sub-
scale assesses only perceived stigma, while two other studies suggested it assess-
es both perceived and experienced stigma. One study assumed it evaluates
internalized stigma, and two assumed it evaluates internalized and experienced
stigma. The five remaining studies assumed that the instrument assesses only

experienced stigma.

3.1.5 Variables Associated with Perceived and Experienced
Stigma Scores

Other than screening for the most utilized instruments for the measure-
ment of perceived and experienced MIS in adults, our study has also explored some
of the sociodemographic, psychosocial, and psychiatric variables that may present
a moderator effect (when controlled) or an intervening effect (when it is not con-
trolled) on MIS scores. In the following sections we reported studies that described
recurrent variables as influencing results for MIS, such as sex (n = 62; 61.3%); in-
patient and/or outpatient samples (n = 14; 13.8%); age (n = 20; 19.8%); diagnostic
(n = 31; 30.7%); and symptoms severity (n = 31; 30.7%). Sample characteristics and
variables associated with the MIS scores, in each one of the studies, are summa-

rized in Table 3.1.5.1.
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3.1.6 Sex and Stigma

Most of the studies (n = 55; 54.5%) did not find significant sex differences
in MIS scores. Other studies (n = 39; 38.6%) did not evaluate or did not show the
analyses for possible sex differences in MIS scores. Only seven of the studies found
a significant sex difference. Four of those studies found that men had higher expe-
rienced (Adeosun et al., 2014; Chalers, Manoranjitham, & Jacob, 2007; Vidojevic et
al., 2012) and perceived stigma scores (Park et al., 2015). The other three studies
suggested that women tend to have more experience stigma (Pawar et al., 2014;
Sarkin et al., 2014; Ho et al., 2015). One of these studies had a sample of Indian
women in the army. Therefore, it is possible that sex effects are related to cultural
differences (Pawar et al., 2014). These findings suggested that sex may have some

effect, but it is underrepresented in the literature.

3.1.7 Inpatient and Outpatient Stigma

Most studies (n = 68; 67.3%) used homogenous samples (outpatients or in-
patients). Only 14 studies (13.8%) evaluated possible differences between these pa-
tients; and they found that there is no significant difference in perceived or experi-
enced MIS scores of in and outpatients. The remaining 19 papers (18.8%) did not

evaluate or did not show evidence for possible differences between in and outpatients.

3.1.8 Age Differences

More than a third of the studies did not include the elderly (65 years or
older) in their sample (n = 38; 37.6%), while some studies separated older partici-
pants into a different group (n = 17; 16.8%), and others controlled for age (n = 3;
2.9%). These 20 studies (19.8%) found significant effects for age in perceived and
experienced MIS scores. However, the direction of such effects is unclear, as some
studies pointed out higher stigma scores among younger samples (Sarkin et al.,
2014; Switaj et al., 2011; Zoppei et al., 2014; Ho et al., 2015), while others did so for
elderly ones (Park et al., 2015; Vidojevic et al., 2015). Only four of the studies that
included elderly participants did not control for or did not report the data related
to possible age differences in their samples. The remaining studies (n = 39) did not
present the age range of the sample, therefore we estimated the range based on
the mean age of participants in each paper and it was found that, apparently, they

also did not include the elderly in their samples.
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3.1.9 Stigma and Diagnostic

Almost half of the studies (n = 49; 48.5%) had a sample population with a
specific disorder, making it impossible to evaluate for possible differences between
diagnostics. Among the studies that investigated diagnostic effects (n = 31; 30.7%),
21 found no significant differences. Ten studies pointed out that MIS scores were
different between diagnostics and suggested that mood disorders (MD) (n = 4)
present higher MIS scores when compared to schizophrenia (SZ) (Corker et al.,
2014; Link, 1987; Picco et al., 2017; Wood & Irons, 2017). One study found higher
MIS scores in people with SZ compared to those with MD (Sarkin et al., 2014), while
another study suggested that SZ and depression have similar MIS scores (Switaj et
al., 2010). The other four studies pointed out that other mental disorders also
present higher MIS (Catthoor et al., 2015; Freidl et al., 2007; llic et al., 2013; Ver-
haeghe & Bracke, 2008).

The remaining 21 studies did not control or did not report the data related
to possible perceived and experienced MIS differences between diagnostics. Al-
though studies indicated some diagnostic effects, there was no agreement as to

whether a specific disorder showed more stigma than others.

3.1.10 Symptom Severity Bias

MIS literature often describes symptoms as having bias effects over mea-
sures. However, the majority of our reviewed studies (n = 70; 69.3%) did not take
into consideration the severity of the symptoms. It is important to note that, re-
gardless of the usage of a diagnostic instrument (e.g., Structured Clinical Interview
for DSM-5), researchers did not test or report these analyzes. Among the remain-
ing 31 (30.7%), 12 (11.8%) did not find significant associations and 19 (18.8%) re-
ported positive associations between symptoms and stigma. In line with the as-
sumption of symptoms severity effect, most of the researches (n = 75; 74.2%)
included symptom measures. Thus, most researches indeed considered the need
for inclusion of symptom measures but not always it was tested or reported in the

analyses outcomes.

4. Discussion
We systematically reviewed the literature regarding the MIS field looking for

trends in different methodologies. We discovered that the research in the field has
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been growing over time, which reinforces the need for standards and directions to
achieve a solid body of evidences in a near future. We only included studies that
used evaluation instruments that appeared at least five times across all studies.
This strategy revealed a consistent and growing body of works restricted to five
instruments. However, we identified that the use of these instruments is some-
times incongruent with the original purposes of the measure (Mizuno et al., 2017,
Vass, Sitko, West, & Bentall, 2017; Wood & Irons, 2017). First, SS seems to have
items that could be interpreted as an assessment of more than one type of stigma.
This hypothesis may be observed, as items 11, 13, 17, and 26 showed a factor loa-
ding below 0.45 during the original validation and further adaptations (Ho et al.,
2015; King et al., 2007; Mizuno et al., 2017; Morandi et al., 2013).

A similar issue occurred with CESQ, which was developed to measure expe-
rienced stigma (Wahl, 1999). Seemingly, some authors used the instrument to
measure perceived stigma (Bos et al., 2009). However, there was an agreement
among all of the studies, which used DISC and ISE, that these instruments primar-
ily evaluate experienced stigma. All studies, which used PDDS, also agreed that it
evaluates perceived stigma. Moreover, most of the studies used SS and CESQ, in
order to assess experienced stigma. As a recommendation, we suggest future re-
searchers to follow these lines. Such conclusion is in accordance with previous re-
views (Fox et al., 2017; Wei et al., 2017).

When looking for trends in the study field of MIS, we focused on variables
often described as moderator or intervening. Along these lines, the literature is
repetitively suggesting bias effects on MIS due to treatment regime. Additionally, a
previous systematic review found that mental health professionals who work with
inpatient facilities in the Caribbean and Latin American countries reported discrim-
ination against patients with mental illness, which could explain differences in this
matter (Mascayano et al., 2016).

In our review, the studies that investigated differences between in and out-
patients did not report treatment regime effects on MIS. However, less than 15% of
the included studies investigated differences between in and outpatients. Therefore,
conclusions should be observed with caution due to the limited number of works.
However, the same results were also documented in a previous meta-analysis that
aimed to investigate the relationship between internalized stigma and sociodemo-

graphic, psychosocial, and psychiatric variables with PWMI (Livingston & Boyd, 2010).
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Another variable frequently investigated and assumed to have an effect on
MIS scores is sex. In our study, the majority of the works reviewed indicated no
such effects. We also found inconclusive age effects, regardless of the observation
that age may have an impact on MIS scores (Livingston & Boyd, 2010; Wong et al.,
2018). Different understandings about age impacts on stigma scores were also
highlighted in previous systematic reviews with conflicting results for comparisons
between older and younger adults (Livingston & Boyd, 2010; Wong et al., 2018).
Thus, according to our and previous observations, the influence of age on the MIS
scores remains unclear.

The literature also suggests that diagnostics are more commonly associated
with MIS than sex, age, or the environment for people living with mental illness
(Sheehan, Nieweglowski, & Corrigan, 2016; Yamaguchi et al., 2017). Typically, pa-
tients with schizophrenia are those who suffer more discrimination, according to
the literature (Krupchanka & Katliar, 2016; Yamaguchi et al., 2017). However, we
observed that a third of the studies in this review included only participants with
schizophrenia. Indeed, these works reported high scores of MIS. Still, such high
scores do not mean differences in comparison with other disorders. In fact, from all
studies that compared samples of participants with schizophrenia to participants
with other disorders, only one found significant results (Sarkin et al., 2014).

Contrastingly, more studies found results pointing out that participants with
schizophrenia have lower MIS scores when compared to other disorders (Link,
1987; Corker et al., 2014; Picco et al., 2017; Wood et al., 2017), and one suggested
that MIS scores in depression and schizophrenia are similar (Switaj et al., 2010).
Therefore, most of the works considered here failed to show diagnostic effects. In
this perspective, it is possible that other variables, such as symptoms severity,
present more impact on perceived and experienced MIS scores than the diagnostic
(Livingston & Boyd, 2010; Switaj et al., 2011).

Symptoms occurring during the evaluation of stigma may contribute to MIS
scores. The presence of delusions or hallucinations in psychotic patients is com-
mon, which may contribute for the patients’ perceiving or reporting stigma expe-
riences that have never occurred or that have happened in a different manner
(Adeosun et al., 2014; Sarkin et al., 2014). Aligned with this assumption, most of
the studies that pointed to a moderator effect between MIS and symptoms sever-

ity had included patients with psychotic symptoms (n = 13; 68%). However, other
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symptoms (e.g., mania and depression) may also moderate MIS scores (Nilsson,
Kugathasan, & Straarup, 2016; Vazquez et al., 2011; Thomé et al., 2012). In this line,
a previous meta-analysis also suggested that symptoms severity may have a mod-
erator effect on MIS scores (Livingston & Boyd, 2010).

However, conclusions must be considered considering some limitations. It is
possible that other variables not considered here have important effects on stigma
scores (e.g. duration of illness, number of hospitalizations, medication effects)
(Livingston & Boyd, 2010; Li et al., 2017; Picco et al., 2017, Li et al., 2018). Some
studies also indicated marital status, education level, and race as other important
secondary variables (Rayan et al., 2017; Townley et al., 2017). Hence, future re-
search should address these issues and also evaluate for associations with other
types of stigma that have not been yet studied (e.g., anticipated stigma).

Another possible limitation of our study is the inclusion of instruments that
were used at least five times. Due to this criterion, we may not have included new-
er instruments. In summary, our review highlighted five instruments of perceived
and experienced MIS assessment with a solid literature background. However, it is
necessary great attention to how sociodemographic, psychosocial, and psychiatric
variables may moderate their scores, especially when considering age and symp-
toms severity. Likewise, it allowed us to give initial support for assuming that age
and symptoms severity may be some of the most important intervenient variables
of the MIS.

To precisely measure the MIS, it is essential that healthcare providers are
aware of the variables that may present an intervening effect on instruments
scores. Besides, these results may be useful for researchers to consider adopting a
common understanding about the terminologies in this field. We also recommend
that new researches aim to adapt and validate the instruments presented in this
review for new contexts, rather than creating new ones that evaluate the same
constructs. It should be noted that Brazil needs new instruments to measure the
perceived and experienced MIS. Therefore, cross-cultural adaptation studies are
recommended to address this issue and to contribute with the Brazilian National

Agenda for Health Research Priorities.
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