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Abstract

OBJECTIVES To identify and assess the evidence for interventions to reduce stigma experienced by

children with disabilities and their families in low- and middle-income settings.

METHODS Systematic review of seven databases (MEDLINE, EMBASE, Global Health, PsycINFO,
Social Policy and Practice, CINAHL, IBSS) for studies of interventions that aimed to reduce stigma
for children with disabilities published from January 2000 to April 2018. Data were extracted on
study population, study design, intervention level(s) and target group, and type(s) of stigma
addressed. A narrative approach was used to synthesise the results.

RESULTS Twenty studies were included. The majority (65%) of interventions targeted enacted stigma
(negative attitudes) and the most common intervention approach was education/training (63%). Over
half (54%) of interventions were delivered at the organisational/institutional level, and only four
studies targeted more than one social level. The most common disability targeted was epilepsy (50%)
followed by intellectual impairment (20%). The majority of studies (7 = 18/20, 90%) found a
reduction in a component of stigma; however, most (90%) studies had a high risk of bias.
coNcLUsioNs This review highlights the lack of quality evidence on effective stigma-reduction
strategies for children with disabilities. Validation and consistent use of contextually relevant scales
to measure stigma may advance this field of research. Studies that involve people with disabilities in
the design and implementation of these strategies are needed.
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Introduction

It is estimated that 150 million children globally live with a
disability [1], of whom the majority (80%) live in low- and
middle-income countries (LMIC). Fifty million children
aged under five years are estimated to have developmental
disabilities [2] and are likely to experience complex intel-
lectual, physical and sensory impairments over their life-
time. There is evidence that experiences of stigma and
discrimination are common for children with disabilities
and their families [3-6] and this experience may vary by
type and severity of disability [7-9]. However, information
on approaches to, and impact of, interventions that address
stigma in the context of children with disability and their
families in LMIC is generally lacking.

Stigma is a complex psychosocial concept that lacks a
universally agreed theoretical approach or definition.

Conceptualisations of stigma have increasingly drawn on
human rights frameworks and recognise stigma as a form
of social oppression. Link and Phelan [10] define stigma
as the recognition and labelling of differences between
people that connect to negative stereotypes, and therefore
result in separation, status loss or discrimination. Health-
related stigma has been defined by Weiss (2008) as ‘a
social process, experienced or anticipated, characterised
by exclusion, rejection, blame or devaluation that results
from experience, perception or reasonable anticipation of
an adverse social judgement about a particular group’
[11]. For this paper, we will draw on Van Brackel’s
recent conceptual model [12], which builds on definitions
by Weiss [11] and Scambler [13], and differentiates
between the internal perspective of ‘people who are stig-
matised” and the ‘sources of stigma’. Considering people
who are stigmatised, stigma is further categorised into
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‘anticipated stigma’ (the expectation of encountering
stigma), ‘internalised (or self) stigma’ (a sense of shame,
guilt and fear) and ‘experienced stigma’ (discrimination).
Sources of stigma can include the community, health
staff, teachers, laws and policies, and this includes ‘en-
acted stigma’ (which refers to discrimination) and ‘nega-
tive attitudes and prejudice’ perpetuated by others, social
processes or structures.

Stigma, prejudice and negative attitudes lead to dis-
crimination and the social and economic exclusion [9,14]
of children with disabilities and their families, increasing
their vulnerability. There is evidence from LMIC that
stigma is associated with poor physical and mental health
outcomes, social isolation [3,4], limited access to health
and education services [5-6,15] and increased financial
and emotional strain [16-20]. Stigma may also be a con-
tributor to children with disabilities being at increased
risk of abuse, premature death and infanticide, compared
with children without disabilities [21,22]. The widespread
detrimental consequences of stigma related to child dis-
ability highlight the need for interventions aimed at
reducing this stigma. Although stigma related to disability
is not restricted to lower resourced settings, Kemp et al.
(2019) suggest stigma may be a greater impediment to
accessing services in these settings and that the same cul-
tural and structural factors that influence stigmatising
attitudes may also limit the acceptability and uptake of
the interventions themselves [23].

There is growing evidence related to some health con-
ditions (e.g. HIV, mental disorders and leprosy) that
stigma-reduction interventions can be effective. For exam-
ple, contact interventions (involving interactions between
the public and affected persons with the aim of improv-
ing attitudes and reducing discrimination and exclusion)
have been found to improve community attitudes about
mental health [24] and leprosy [25]. Rights-based peer
counselling was found to be effective at reducing inter-
nalised stigma and promoting social inclusion among
adults with leprosy [26]. The use of ‘change agents’ or
popular opinion leaders to display positive attitudes has
shown promising results in the spread of non-stigmatising
messages through the modelling of a new behaviour
related to HIV and sexually transmitted infection inter-
ventions [27,28]. A systematic review of interventions
aimed at addressing stigma for children with epilepsy
identified different education and counselling pro-
grammes, which had variable benefit for the well-being
of children with epilepsy [29].

This systematic review aimed to identify and assess the
effectiveness of interventions to address stigma experi-
enced by children with disabilities and their families in
LMICs.

Method
Search strategy

The systematic review was undertaken in accordance
with PRISMA guidelines [30]. The protocol was regis-
tered with PROSPERO International Prospective Register
of systematic reviews CRD42018102811. The following
seven databases were searched in May 2018 to identify
interventions published from January 2000 to April
2018: MEDLINE, EMBASE, Global Health, PsycINFO,
Social Policy and Practice, CINAHL, International Bibli-
ography of the Social Sciences. A search was carried out
using terms for both ‘child with disability” and ‘stigma
and discrimination’, with LMIC keywords (according to
the World Bank definition July 2017). Boolean, trunca-
tion and proximity operators were used to construct and
combine searches for the key concepts as required for
individual databases, and an example is available as
Appendix S1.

Frameworks

For this paper, we drew on the review by Heijinders and
Meij [31], which differentiates between the following five
intervention/strategy implementation levels: intrapersonal,
interpersonal, organisational/institutional, community
and governmental/structural level. Recognising that
stigma is a complex social process, we also aimed to
identify the ‘type’ of stigma targeted by the interventions.
We included four broad types of stigma characterised by
Weiss [11], adapted by Van Brackel [12] and extended
here to include caregivers/family as well as the affected

child:

1 Negative attitudes and prejudice towards the child/fam-
ily perpetrated by others, social processes or structures;

2 Discrimination or social exclusion ‘enacted’ by the
community, health staff, structures, laws or policies
(the ‘sources of stigma’) towards the child/family or by
family members towards the child;

3 Internalised (or self) stigma including internalised nega-
tive stereotypes or negative attitudes, feelings of shame
or guilt, low self-esteem, withdrawal from social partic-
ipation by the child and/or by family members; and

4 Anticipated stigma: the perception or fear by the indi-
vidual that stigmatisation is likely to occur.

Inclusion and exclusion criteria

We used deliberately broad inclusion criteria as we
expected limited research in the area and wanted to cap-
ture different types of interventions that have been
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evaluated. There were therefore no restrictions on study
design or language. We included studies of stigma-reduc-
tion interventions, for example quantitative studies
including RCTs, controlled and uncontrolled pre—post
studies, cross-over studies and longitudinal panel studies.
Qualitative or mixed-method studies were also included.
Participant inclusion criteria were as follows: (i) child
with impairment or disability and (ii) family of a child
with impairment or disability. We broadly included chil-
dren with disabilities, as well as specific impairment
types, such as physical and sensory impairment, mental
illness, cognitive impairment, epilepsy, fits and seizures.
We excluded studies that focussed on participants with
(i) conditions that constituted a very specific field of
research and intervention, such as chronic illnesses and
diseases (cancer, heart disease, diabetes, etc.), communi-
cable diseases including HIV/AIDS, drug and alcohol-re-
lated issues and short-term disabling conditions and (ii)
participants with disabilities or impairments over the age
of 18.

Search strategy

Article citations were uploaded and organised for title
and abstract review using the reference manager pro-
gramme Endnote X35. Titles were screened by two review-
ers (TS and SP) to determine whether they included
relevant information. If the article was deemed relevant
by at least one reviewer, the abstract was retrieved. Two
reviewers (TS and JA) screened the abstracts for relevant
information. If at least one reviewer deemed the abstract
relevant, or if the full text had to be obtained to deter-
mine if the abstract was relevant, the full text was
reviewed. Discrepancies were discussed with a third
reviewer (SP) and consensus was reached as to whether
or not to include the article.

We undertook double data extraction using a standard-
ised form. The data extraction form was piloted with
four studies and included information about the WHO
region in which the study was undertaken, study design
and participants, intervention type and outcomes related
to stigma. We also recorded results on ‘knowledge/under-
standing” about the condition/disability under study if
this was assessed alongside another stigma related out-
come (e.g. attitudes) because improved knowledge may
challenge myths, beliefs and/or stereotypes and therefore
contribute to improved attitudes or self-perception [32].
In classifying the intervention, effectiveness results from
quantitative studies were summarised as being ‘positive’
(evidence of statistically significant improvement in the
stigma related outcome measure), negative (evidence of
statistically significant decrease), ‘null’ (no statistically

significant change) or mixed (findings were a mix of ‘pos-
itive’ and ‘negative’/’null’).

Quality assessment

The full texts of all eligible studies were assessed against
quality assessment criteria adapted from Lund et al. [33]
and independently assessed by two reviewers (TS and SP;
Table 1 shows quality assessment criteria). Differences
between the reviewers were discussed, and consensus was
reached on all papers.

Results

The database search generated 2860 records, from which
907 duplicates were removed. When screened by abstract,
397 records did not fulfil the necessary criteria. The full
texts of 72 papers were then assessed, of which 20 were
eligible for inclusion. Data were provided from 16

Table | Quality assessment criteria and ratings

Assessment criteria by study design
All study designs
Study design, sampling method is appropriate to the study
question
Adequate sample size, for example sample size calculations
undertaken®
Response rate reported and acceptable (>70%)*
Method of assessment to measure impact on stigma clearly
defined and reliable
Potential confounders taken into account in analysis*
Confidence intervals are presented*
Case control (additional criteria)
Cases and controls are comparable
Cases and controls are clearly defined
Cohort (additional criteria)
Groups being studied are comparable at baseline
Losses to follow-up are presented and acceptable
Qualitative (additional criteria)
Data represented fits the views of the participants studied
(credibility)
Analysis is grounded in the data (confirmability)
Risk of bias
Low All or almost of the above criteria were fulfilled and
those that were not fulfilled were thought unlikely to
alter the conclusions of the study
Medium Some of the above criteria were fulfilled, and those
not fulfilled were thought unlikely to alter the
conclusions of the study
High Few or no criteria were fulfilled, and the conclusions
of the study were thought likely or very likely to
alter with their inclusion.

*Not required for qualitative studies.

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd 3
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countries. Reasons for excluding the full text articles can
be found in Figure 1.

Study characteristics

Table 2 summarises the characteristics of the studies eli-
gible for inclusion. The 20 included studies provided data
from 26 different study settings. The most common
WHO study region was Europe (7 = 8, 31%), followed
by the Americas (n = 7, 27%) and the Africa Region

(n = 6,23%). The majority (n = 24, 92%) of interven-
tions targeted sources of stigma: negative attitudes

(n =19, 73%) and exclusion (7 = 5, 19%), while only
two (8%) studies targeted people who are stigmatised (in-
ternalised stigma) and no studies explicitly assessed antic-
ipated or experienced stigma. Most interventions targeted
a single social level, most commonly organisational/insti-
tutional (7 = 13, 54%) followed by community (z = 6,
25%) and intrapersonal (7 = 3, 13%). No interventions
were delivered at government/structural level. Twenty-
four stigma-reduction strategies were included in the 20
studies, and the majority used education (n = 15, 63%),

followed by four studies of contact (n = 4, 17%) inter-
ventions. The interventions targeted children with a lim-
ited range of impairments types; the most common was
epilepsy (n = 10, 50%) followed by intellectual impair-
ment (7 =4, 20%).

Table 3 summarises the designs of the included studies.
The majority of studies were quantitative in nature
(n = 15), two were qualitative, and three used mixed
methods (both qualitative and quantitative). Fourteen
studies had before-after study design; however, the
majority had no control group (z = 10), only one study
used random assignment to intervention or control, and
only five described a follow-up period, which varied from
4 weeks to 2 years. The remaining studies only collected
data post-intervention. There were two multi-country
studies, both of which used phenomenological qualitative
methods. Study participants (the group targeted in the
intervention) were most commonly primary school teach-
ers (n = 5; 25%), followed by parents (7 = 4; 20%). In
terms of method of outcome assessment of the quantita-
tive studies, one used a previously validated questionnaire
[34] the ‘Opinions Relative to Mainstreaming’ [35],

Identification

(n=2860)

Records identified through database
search (MEDLINE, EMBASE, Global
Health, Psychinfo, SPP, CINAHL, IBSS)

Duplicates removed
(n=1907)

Titles screened
(n=1953)

Records excluded
(n=1469)

Abstracts screened
(n=468)

Records excluded
(n=397)

Screening

No intervention

No child disability data
Review or ethnography
Not LMIC

(n=72)

Full-text articles assessed for eligibility

Full-text articles excluded
-conference abstracts or

Eligibility

dissertations (n = 20)

-cannot access articles (n=1)
-intervention does not target
stigma/discrimination (n = 26)
-no child disability data (n = 4)

(n=20)

Included

Studies included in analysis

Fig. | Study selection PRISMA flow diagram
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Table 2 Characteristics of included studies

Characteristic
N (%)
Study design (7 = 20) Controlled before-after 4 (20)
study
One group before-after 10 (50)
study, no control
One group, post- 2 (10)

intervention test
Longitudinal mixed methods 1 (5)
Programme evaluation 1(5)
Qualitative 2 (20)
phenomenological
Decade of publication 2000
(n = 20) 2010
WHO Region (7 = 26) African Region
European Region
Mediterranean Region
Region of the Americas
South Asia Region
Western Pacific Region
Negative attitudes and
prejudice
Discrimination and social
exclusion
Internalised stigma
Intrapersonal
Interpersonal
Community
Organisational/Institutional 1
Government/Structural
Education/training
Contact
Community-based
rehabilitation
Support groups
Home care teams
Child with disability
Parent of child with
disability
Children
Teachers
Health workers
Health and education
students and professionals
Local community
Epilepsy
Children with disabilities
Intellectual impairment
Cerebral Palsy
Autistic Spectrum Disorder
Deafness
Risk of bias (7 = 20) High
Medium
Low
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*Some studies target more than one intervention.

which assessed teachers’ opinions and attitudes related to
mainstreaming special needs students in regular education
environments. Three studies used questionnaires from
previous studies [36-38]: Elafros et al. [36] used a three-
item assessment to assess felt stigma in Zambia [39], Eze
et al. [37] used a questionnaire adapted from a previous
study of teachers’ perception of epilepsy in Nigeria [40]
to assess the trainee teachers’ knowledge, attitudes and
first aid management of epilepsy, and Tilahun et al. [38]
used a questionnaire assessing beliefs and social distance
towards children with autism, adapted from the World
Psychiatric Association’s programme to reduce stigma
and discrimination because of schizophrenia [41]. Eleven
studies developed bespoke self-reported tools [42-52].
Three studies that used qualitative methods undertook
interviews with a topic guide [53-55], and the data col-
lection approach in the remaining two studies was
unclear [56,57].

Risk of bias in included studies

The quality of the studies was generally relatively poor;
two (10%) were assessed to have a medium risk of bias,
and 18 (90%) had high risk of bias. No studies were
deemed to have a low risk of bias. Common methodolog-
ical limitations included lack of control groups (7 = 15),
clearly defined, valid stigma assessment measures and
non-representative samples that result in limited general-
isability. Studies predominantly measured aspects of
stigma (e.g. negative attitudes) through self-report ques-
tionnaires but evidence was lacking on the validity or
reliability of the questionnaires used in the study setting.
Few studies included control groups (7 = 4), and lack of
adequate adjustment for confounding was also a concern;
whilst some distributions of principle confounders were
partially described (7 = 9), few studies accounted for con-
founding in the study design or analysis. Loss to follow-
up was reported in fewer than half of the studies (n = 8),
and characteristics of losses of participant follow-up were
inconsistently taken into account and reported in eight
(40%) studies. No studies demonstrated a comprehensive
attempt to measure adverse effects. Power calculations
were only provided in two studies and although some
studies assessed for significant difference through before/
after designs, no studies calculated effect sizes.

Type of interventions

We present the results of the 20 included studies accord-
ing to level at which the intervention was delivered:
organisational/institutional, community, intrapersonal
and interpersonal, and multiple levels (Tables 4-7).

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd 5
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Table 3 (Continued)

[ee]

Length of

follow-up
after

Target

Sample

First author,
Year, (Ref)

Intervention target group impairment Method of assessment

size (n)

intervention

Study design

Country

Semi-structured interview*

Intellectual

Parent

17

Not

One group, post-

Malawi

Kelly, 2012

disability

described

intervention

[54]

assessment, no control
Post-intervention cross

Community health workers ~ Mental health  In-depth interviews and

104

Not

Ethiopia

Tilahun (B),

questionnaire through face-to-

face interview™

described

sectional survey and
qualitative study, no

control

2017 [55]

*Questionnaire was developed for the study.
TQuestionnaire adapted from previous study.

*Alphabetical order by first author.

Interventions at organisational/institutional level

The majority of interventions were delivered at organisa-
tional/institutional level (7 = 9) and aimed to reduce neg-
ative attitudes towards children with disability, most
commonly epilepsy (enacted stigma). Training pro-
grammes were the most commonly delivered interven-
tions (n = 8), and different approaches were used
including didactic and interactive teaching sessions,
videos, theatre and small group discussions. The pro-
grammes targeted teachers (z = 7) and school pupils

(n = 2) (Table 4). Seven studies reported positive results,
with significant improvement in knowledge and reduction
in negative attitudes. The remaining two studies reported
mixed results, with improvement in knowledge but lim-
ited change in attitudes towards children with epilepsy
post-intervention [42,45]. However, the majority (n = 7)
of studies were assessed to have a high risk of bias, with
two [43,48] assessed to have a medium risk of bias.

Interventions at community level

At community level, three contact-based interventions
aimed to address negative attitudes and exclusion. Two
of these involved direct contact: (i) a film screening in
Brazil, Colombia and Japan about lives of children with
disabilities and their caregivers followed by community
debates [57] and (ii) an inclusive sports programme in
Germany, Hungary, Poland, Serbia, Ukraine, including
people with and without intellectual disabilities in sports
teams [53]. One study in Ethiopia used indirect contact
through an educational comic entitled “We’ll make it’,
which included traditional views of epilepsy and intro-
duced the concept of inclusion and football [52]

(Table 5). All studies demonstrated a positive effect;
qualitative evidence from the film screening and the
sports programme suggested a change in enacted stigma
including a decrease in negative attitudes and social
exclusion by community members and sports partici-
pants. Knowledge and attitude scores significantly
improved among children who participated in/received
the educational comic book intervention; however, all
studies were assessed to have a high risk of bias.

Interventions at the intrapersonal and interpersonal level

Three studies targeted the intrapersonal level [36,44,49],
and one study was conducted at the interpersonal level
[54]. The strategies to address stigma at the intrapersonal
level included support groups. In one study, peer support
groups, where content was chosen by the participants
who had epilepsy, aimed to target internalised stigma and

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd



VOLUME 00 NO 00

Tropical Medicine and International Health

igma experienced by children

T. Smythe et al. Interventions for reducing st

moqe
SJUQWIAIEIS
as[ej/onan
01 SIoMSUE
1991100 Ul
(wopqoxd enyunds e st £sdopidy *3+9) Asdapida uondNpal
sty 9ATIISOJ 01 pare[a1 suondadouodstu Fursnewrsdns JuedyIusIg
(syadw
Surpnpour ‘4sdajids noqe 2dus19JU0d
sopninle 09pIA AQq I(Q) SSE[O Ul PIISAI[OP [ooyos [z+] 010T
9A1IBSIN 9IN109] Ju0) :dndepIp -swwerdord Sururex] Asdopidg SI9Ydea} Arewrg ‘oo
(S0°0 > d) (3uowdodws
pue Jgerrew ‘woneonps pue Asdayids)
Surewop 221Y3 sso1de painseaw Asdajids
YStH  2AnIsoq SpIeMO) SpnINIe 19ydeal ul juawasordwr
(&sdaids noqe soapia ‘suoneiussard [9%]
juedyIusIg sopnimie 9ATIEGON  9AmDEIAIUI) dpow paxIw — sdoysyiom Jururer] Asdopidg  s1oydea] 10T TP0D
Asdapida
SpIBMO] SOpNINIE INOQE payse suonsanb
ysiyg POXIN  ‘[[e 30U Inq QWOSs 03 Jomsue ul juawaroxrduwr JuedyIudIg
Sopmiie Yiesy [o0oYds [s¥] £00T
EINaLRING pue £sdaqids uo y 7 — swweadoid Sururex] Asdapidg REClVpl Arewrtig ‘sopuBuId]
o
no_Co&OWQ
(10070 > d) sepnime aanisod ur asea1dur
ysSig QATIISOJ pue a8pajmouy| poos, yum syuspuodsas JuedyIudig
(q g1 *4sdopida
sopninie UO UOISSNISIP pUE [BLIIEW AV [£¢€]
EINGLHEING €21n309[) spowr paxiw — swrwesgord Sururer] Asdapidyg s19yde] Jourelr], S10T “9zq
(T00°0 = g) s2703s
WnIpajy  ABISOJ apninie pue a8pajmouy| ul juawasordwr JuedyIugig
(&sdaida yam 1usnred pazejnuwils yarm
sopnimie  9snoeid ‘SOIPIA ‘SUOISSNOSIP PISE(-ISEd [ooyds [ev] 010T
EINaLRING €$91n309[) spowr paxiw — swwrergord Sururea], Asdapidyg s1uopnIs Arewrtaig ‘efexzog
Asdaqids yam sdoad
SpIeMmoO] sapninIe IZpajmouy noqe suonsanb (500 > d)
Yysig POXIN  [[B 30U Inq ‘Qwos 03 asuodsar ur juswaroxdwl JuedyIudis
sopnime (&sdayida noqe soapia [ooyos [z+] 00T
PaxIN 9AIESIN  U3IM $3In3dJ ) dudepIp — swwerdord Sururex] Asdapidyg REEliRI 2] -1d ‘njdoanyg
SBIq  ,SSOUIALIIINY synsay  paredied uonuIAIIU] pue 4391eng  Juouwnredwl dnoi3 Bi2)
Jo STy rwIdns 19818 ] 1981e],  ‘TOoyINE ISIT]
jo ad41

(6 = u) [9A9] [euonmInSUf/[eUOnBSIUELSI() 198181 1Byl sSulpuy Apnis pue sainseaw ewdns jo uonduosaqg ¢ ajqeL

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd



VOLUME 00 NO 00

Tropical Medicine and International Health

igma experienced by children

T. Smythe et al. Interventions for reducing st

*(Jmu,/2aneSou, pue 2anisod, Jo XTw e a1om sSutpuy) paxtw Jo (a8ueyd Juedyrusis A[[esnsneis ou) Jnu, (asearddp 1uedyrudis A[[esnsnels Jo aouap
-1A9) 9AIIESOU (9INSBIW JWOIN0 paje[al ewSHs oyl ul Juswasoidur Juedyrusis AJ[ed1IsIIeIs Jo aduapiad) 2anisod, se pastio8aied (£Juo) saipnis aanenuenb woiy synsay

(10070 > () $2102s (uonEdINPd

ysig QATIISOJ SAISN[OUI SPIBMO]) 9pNIMIE Ul Juswasoidur JuedyIudig
uoISN[oXd s1ySur
pue uewny pue A[iqesip uo gurpnjout
sopninze ‘(suorssnosip dnoig [ews ‘soapia [ooyds [15] s10T
EINalRRING €$91n109[) apowr paxiwr — swwrergord Sururex] BIXa[SAp ‘QSV ‘Aiqesip [eniddqpiul ‘qHAV SI9yde Arewrnig “BABISBATIS
(T000°0 = d) sopme darsnpout
YSIH  oAmsod  puE ([00°0 > d) 2@8papmowy ur Jusuraaordu Juedyrusig
uoIsnoxad
pue
sopninze (sAep g ur suoissas [ooyas [¥€]
EINalRRING 1Y319) paseq 21n129] — swwerdoid Sururex] ssauyea( SI9Yde Arewnnig £00T ‘11es
wnipajy JATNSOJ (10070 > d) $o402s opninie ur juswaroxdwt
(utw ()g) wOISSNOSIp ‘sanande [eondeid
‘|1eq3003 ‘0apI1A ‘Surpear Jooq ‘dduep ‘Sunjewr
e[[1101 ‘moys 1oddnd) spowr paxiwr — sjooyds Apiqestp spidnd [8+] 10T
JuedyIusIg sopnine AnB3IN Je pasaAlep swwerdold ssousreme/uonednpy v [ooyds  ‘uossnuSely
SBIq  ,SSOUIALIIINH synsay  paredied uonuaAIdIU] pue 4391eng  Juowreduwn dnoi3 13
JO Ysry ewdns 10818 ] 1981 ‘I0yINE ISIT]
jo od41

(ponuzuo)) ¥ slqel

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd

10



VOLUME 00 NO 00

Tropical Medicine and International Health

igma experienced by children

T. Smythe et al. Interventions for reducing st

*(JInu,/2an€80u, pue 2anIsod, Jo X1w € 919m sSulpuy) paxIiw 1o (Igueyd JuedyIugis A[[eonsnels ou) [inu, (asearddp juedyrusdis A[[ed1IsIeIs Jo aduap

|~>®V U>Emwuﬂ AUHSmNUE QWOINO paje[al NEMCw o3 ut HEOEU\VO.HQEM uﬁwumqﬁwqm %:muqumﬁwuw wO vuﬁwﬂvfwvv ,U>_..£m0n~u Se _UUmEOMUuNu A%MEOV sorpnis ®>qudu_uﬁ.m3@ EO.@ SINSIY .

S[00Y2S JE UAIP[IYD 03 PAINQLISIP (I [zs] 9107
(100°0 > J) $9103s apnimie pue SOpnIMIE  AYBW [[9A),) YOO dIWOD [euonedInpy ‘JourwWIe]
ysig 2AnISOg  d8papmouy ut Juswasoidur Juedsyrudig aATIe3oN] :UONEBONPS Paseq (10911pul) 10BIUOD) Asdaqidg spidnd jooyog -9PPL
J3ueyd
aanisod
JO 20UapIAd
YsStH  eanenjend)
uolsnjout Swiea) dwes
[e100s pue uo Aiqesip
Aunuwuod [en1d9[[a3ul
pue moyim
spuoq [e1o0s pue yim
‘sopninje sala[yIe
aanisod papnpout
‘ooueidoooe yorgm
pasoadur swurergord SaYOLBOD
JO 90UIPIAD surodg pue sioquiaw [es] €T0T
9A1EIENY)  UOISN[OXI [BIDOS PUB SIPNINIE JANESIN 108100 Juounredur [en3o9]93u] weds suodg  “AadquondN
a8ueyd a1eqap s[euoissajoxd
aansod donoead aeyy pue (USIP[IYd> PI[qesIp YIm sroyiow pue sjuapnis
JO 90UIPIAD 01 uUone[I Ul SMIIA S[euOIssajord SOpNIMIE  JO SIAI[ INOQE AILIUdWNOOP) SUIUIIOS Anpiqesip uonesnpa [£s] 910T
ysSiyg aAnEII[ENY) ur 98UBYd JO JUIPIAI dALBII[ENY) aAnESaN W] :UOIBINPI PIseq-10eIuo)) PIIYD pue yied]  ‘9lued[eAR))
SBIq  ,SSOUIALIIINIY synsay parasies UOnUIAIIU] pue £391e1g adfa dnoi3 1081e], hi2)
jo BwIdNs Anqiqesiq ‘Toyine
sy jo ad4A1 ISIT]

(€ = u) [9a9] LAarunwiwod 3a981el 18yl surpuy Apnis pue sainseaw ewdns jo uonduosaq § d|qeL

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd



VOLUME 00 NO 00

Tropical Medicine and International Health

igma experienced by children

T. Smythe et al. Interventions for reducing st

*(JInu/2a13€30u, pue 2anIs0d, JO XIW B 919m sSuIpuy) paxIiw 1o (Igueyd Juedyrugis A[[eonsnels ou) [inu, {(asearddp uedyrusis A[[ed1IsIieIs Jo aduap
-1A9) 2ANESAU ¢(2INSELAW JW0INO paje[al ewdns oy} Ut Juaurasordur Jueoyrudis A[[ednsnels Jo a0uapiad) 2anisod, se pasizofares (AJuo) sarpnis aaneInuenb woij symsay.,

uorsnoul Arunwwod

(s3oj10M qEYaI

Sunowouid ur ajorx Lefd (L&3runuruod pue 1s130[0yd4sd ‘osinu £q susTA
01 paardrad MHD Surqrs 10 pue AJiuiey) swoy wea dgerrod ueamiaq ur)
19y3ey £q P[IYd YIIM JUSWIA[OAUL uoIsn[oxa sal[iwey 03 uoneuiojul apraosd
yuonedonred paseardur swos pue sopnine pue 110ddns 03 1993UnjOA
‘syuared pue s1ea3un[oA yIEIY aane3ou yifeay Aarunwwon) £q Aypiqesip [¥s] z10T
ysiyg PIXIN  Alunwiwiod £ UONOBISIIES [[BIDAQ rewSns paloeuy SIISTA QWIOH — SWIBd) 218D JWIOF]  [BNIDJ[[IU]  SIUdIB] ‘A3 [euosiadiaiug
UDIP[IYD 1910
1] ANUNWWOd YIIm XIw p[noys (yuared)
PITY2 36y pue Aqestp ym sopmie
PITYo Jo yaiq 103 Q[qisuodsar jou, aanedou Ased [e1qaI9d YaIm
a1e £9y) puelsIopun pue ‘19139q rewSns pajoeuy uaIp[Iyd jo syuared mau (11 pue Asred
PIIYD J19Y3 pueIsIopun wayl ‘(s;uared) yng  pauren ‘pasustradxa (1 jo sdnoid [e1qa1d
3s93-a1d padjay ‘Juswydeie paseasoul /wreys ewdns U99M39q UOIdEBIAIUI :SUI[[OSUNOD qam 6]
ysig ou ‘reapdun UOTUAAIIUL I[3] (9,0,) A310le]n pasifeuraiuy juared-juared — sdnord 1roddng wIp[yD)  swwaIed  900¢ Ned [euosiadenuy
(Arurey pue
(9dueoyrusis jo sisa1 ou)  Juared) sopmame
diysuonejor pasoadwr pazrodax EINGY:RETNG 09pIA [BUOIIBINPD
PUB P[IYd I19Y1 SpIEMO] INOIABYIQ ‘ewdns paloeuy pue 1s13ojoyd4sd £q parearjioe] [¥]
aantsod Guisearour pairodax pue ‘ewdns ‘sdnoi3 110ddns juareg q100T
ysiyg 1eapoun siuaned Jo (9,08<) L11olen pasieuIaiu] — uoneonps pue sdnoid 11oddng Asdopidyg  syuoreg  ‘sopueuis [euosiodenuy
YSiH 2ADISO]
siuedonied £q
PapIOap JUIUOD
Asdaqida JuelsIsse
yum yanok [SRRIEREN]
Suowre pue sueIUI
(200 =d) 4q parearyioey
ewdns ‘(1eak T 103 yarm
pasijeusaiul Aqauowr) dnoid yinok
ur 9seIIdIP 110ddns 199g pue  [9¢] €10C
juedyIudlg  AINSO[dsIp-uou ‘ewdns pasijeuraiu]  — sdnoid 1roddng Asdaqidg Asdaqida synpy ‘soaye[d [euosiadenu]
SBIq  ,SSOUIALIIIN] synsay pazasien uonuaAIIUI pue 3918118 adky dnoid hi2) [0A9]
jo ewdns jo adA 1, Anqiqestq - 3981e ] ‘royine
ST Isaq

S[oA9] (T = u) [euosrodiaul pue (¢ =

) Teuosrodenur 1981e1 1eyd sSuipuy Apnis pue sainseaw ewdns jo uonduosag 9 syqeL

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd

12



VOLUME 00 NO 00

Tropical Medicine and International Health

igma experienced by children

T. Smythe et al. Interventions for reducing st

“(J[u /2a1E39u, pue 2an1sod, JO XIW B 219M SSUIpUY) paxIiw 10 (93ueyd Juedyiudis A[[ed1s1els ou) [[nu, ‘(9se31d9p JuedyIUSIs A[[ed1ISIIeIs JO 9dUIp
-1A9) 9ATIESIU ¢(2INSEAW JW05INO paje[al ewdns oy Ut Juawasordwr Jueoyrudis A[[ednsnels Jo a0uapiad) 2anisod, se pasizofares (AJuo) sarpnis aaneInuenb woiy symsay,

Jooyds pajeidajur
PaYySI[qeISS {SUOISSNISIP
A3TunWIwod SWdIA

POO[} 10§ suoneuOp Paldafjod

a8ueyd uorsnjout SIN[IQESIP YIM UIP[IYD [euonninsul
aantsod [e100S pue AunuIuod £9180113190 AII[IqESIP 03 $S300E /[euOnEsIuEsIO
Jo 9ouopiad  ‘sopnimie danisod ur ddueyd sopnie 3[qeUd 03 SIIYD [BIIPIIN Anpiqesip [96] ‘Arunuwwod
ysiyg aAneIEnd) JO 90UIPIAd dAIEII[ENY) 2ATIESON] 110BIU0D ‘UoneINpa YD [erouan)  Anunwwo)) 9007 ‘Te[ed ‘feuosiadiaiuy
(speardsoy)
Jeas
(urw(9) OLIBIPIE]
Jye3s ougerpaed 1og Jeadsoy (sjooyos
Ul SIBUIWAG SI0Ydea) pue e U2Ip[IYd Arunwuwo))
syuazed ‘uaip[ryd [0OYyds 10§ ‘syuared pue
$9102s 9pnimIe pue sopnime sjooyos Arewrid ur aneay ‘s19U0Ba] ) [os] €T0T [euonnIBISUI
Y3y QANISOJ 93paymouy| ur JuswaAoduwy 9ATIBSON] — Gururen pue uonednpy Asdopidg  A3runwwuo)) ‘ezowog /[euonesiuesIQ
MNAH
awos 10§ siy3 3urop 03
J9LIIBQ B pIulBwWal Sapniiie
aanedau ‘Ayrunwwod
3Y1 UI SSoUAIEME
ssaippe 031 Surureny Suisn
pue ‘sopninie pasoidur SUOISSas ()] JoA0 Sulyoeal
JO 90U9PIAd dAIBII[ENY) WOOISSE[D UO paseq Sururer],
paxtw  ¢Ajunurwod oyl ur sgunoaw yIesy [eIWIN (LVAH) SIYIOM [8¢€] Aunwwod pue
— 90U9PIAD  SUISIBI-SSOUIIEME PISIULSIO sapnine Suiurel] pue uonedonpy yaeay y3feay 10T “(9) [euonmInsuI
ysiyg aAneIEnd) pey pig/] UBYl 210N aanedaN  yieoy — swweidoid Sururer] [erudly  Aunwwio)) unyerry, /[euonesiuesIQ)
SSouaIEME
LVdH Arunururod wo Sururen
03 paredwod ddueISIp Suipnpour foping 39y00d
[B100S 19MO[ pue sjarfaq pue QAQ Suisn wsnne
9A1EZaU 19mIy A3uedyIugis pue Ajiqesip [ends[aiul
pamoys + TVAH uo Sururen papnpur)
(10070 > J) 22urISIp [B10S +1.VAH SNSI9A SUOISsas
pa11d3a1d paonpar pue 01 1940 SUIydLa) WOOISSB[D
(T100°0 > d) SJa1[2q 2anESoU uo paseq gururel] yijesy
Iomay Appuedyrugis pamoys uoIsnoxa [BIUSIN (LVAH) Sururer], Amunuruio))
MAH pauren ‘(MAH) pue pue uoneonpy YijesaH 19pIosIp SIIoOM [ss] pue
SIOMIOM UOISUIXd [I[BdY sopnime — (19B3U05 10211pUT FUIpN[dOUT) wmmnoads yaeay 10T (V) [euonnInISur
ysig JATISO] pautenun 01 paredwo)) 2A1IB3ON] Jwuwrerdord Sururer], wsnny  Ajunwuwo)) unyeqiy, /[euonesiuesiQ
seiq SSAUIAIIDIIY synsay pazesien UONUAIIU] pue 4391818 adfy dnoi3 I3 % [9a9]
Jjo W3NS Anpiqesiq 19818 ] ‘royine
sy jo adA1 811

(¥ = u) s[oad] ajdnnu 19381e1 182 sSurpuy Apnis pue sainseaw ewdns jo uonduosaq £ sjqel

13

© 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd



Tropical Medicine and International Health

VOLUME 00 NO 00

T. Smythe et al. Interventions for reducing stigma experienced by children

non-disclosure [36]. Two studies investigated the effect of
parent support groups. One study investigated parent to
parent counselling for caregivers of children with cerebral
palsy, which took place for 90 min in weekly sessions,
and aimed to facilitate exchange of knowledge and expe-
rience [49], and the other study combined parent support
groups for caregivers of children with epilepsy with an
educational component [44]. The interpersonal level
intervention [54] consisted of home visits and commu-
nity-based rehabilitation by community health workers to
assist trained professionals in supporting parents in their
home environment. The study aimed to reduce negative
attitudes and exclusion.

Two of the four studies targeted internalised stigma
(e.g. shame and guilt) of the child [36] and parent [49]
and two addressed negative attitudes (among caregivers/
family members about the child with a disability [44,54].
While one study of support groups found reduction in
internalised stigma [36], the effect was either mixed or
unclear for the remaining studies [44,49,54] (Table 6).

Interventions targeting multiple levels

The most commonly combined intervention levels were
organisational/institutional and community. The studies
included schools and healthcare settings and tended to
combine individual-level information provision and/or
skills building through training, with community-level
activities, such as theatre. All studies targeted enacted
negative attitudes. One study by Dalal ez al. [56] inter-
vened at the interpersonal level with organisational/insti-
tutional and community, combining community-based
rehabilitation, education and contact. Activities included
medical checks to enable access to disability certificates,
children with disabilities collecting donations for flood
victims (door to door and procession), community discus-
sions around abilities of youth with disability and estab-
lishing an integrated school. This study demonstrated
qualitative evidence of change in positive attitudes, com-
munity and social inclusion (Table 6). Three studies
included a training programme intervention; Tilahun

et al. [55] assessed the effect Health Education and
Training (HEAT) Mental Health Training on exclusion
of children with autistic spectrum disorder as well as neg-
ative attitudes of community health workers; Tilahun

et al. [38] assessed the effect of delivering 10 sessions of
classroom-style training to community health workers on
awareness-raising efforts in community; and Somoza
2013 [50] used theatre in primary schools for school chil-
dren, parents and teachers and seminars in hospital for
paediatric staff, to address negative attitudes of epilepsy.
Results were predominantly positive; however, negative

attitudes remained a barrier to training for some health
extension workers (HEW) [38] (Table 7).

Discussion

This systematic review identified 20 studies of interven-
tions aimed at reducing aspects of stigma experienced by
children with disabilities and their families in LMIC. In
terms of type of intervention, the majority of interven-
tions targeted a single social level only (most commonly
organisation/institutional) and there was limited evidence
for multi-level interventions. Most interventions targeted
a single domain of stigma; predominantly, negative atti-
tudes with few studies focussing on other aspects of the
stigma process, including internalised stigma. The most
common disability type targeted was epilepsy, followed
by intellectual disability while physical and sensory
impairments were relatively neglected, limiting any com-
parison of intervention impact by disability type. The
most common stigma-reduction strategy utilised was edu-
cation (7 = 15, 63%), followed by ‘contact’ interventions
(n =4, 17%). The majority of the studies found either a
positive or a ‘mixed’ impact of the intervention on an
aspect of stigma. However, caution in the interpretation
of findings is warranted because the studies were charac-
terised by a high risk of bias.

There are no previous reviews of stigma-reduction
interventions focussed specifically on children with dis-
abilities with which to compare this review. However,
our review has some findings in common with previous
reviews (which included all-ages) on health-related stigma
reduction. Our finding that ‘sources of stigma’ (negative
attitudes and discrimination/exclusion) were most com-
monly addressed and that education/training was the
most common intervention approach aligns with reviews
of health-related stigma-reduction interventions in LMIC
[23] and multi-level interventions globally [58]. Although
the quality of evidence was relatively poor, this review
suggested some encouraging trends for education and
contact-based interventions in terms of improving atti-
tudes. This aligns with findings of Heijnders and Van Der
Meij [31] who suggested that education and contact
interventions show promising results in the field of HIV/
AIDS, mental illness, leprosy, TB and epilepsy, and
Mehta et al. [59] who reported that social contact
reduced mental-health-related stigma.

Our review also highlighted concerns about the quality
of existing studies assessing effectiveness of stigma-reduc-
tion interventions related to disability. These concerns
align with findings from previous reviews of Heijnders
and Van Der Meij [31] and Mehta et al. [59], underscor-
ing a need for well-designed research in this area. This

14 © 2020 The Authors Tropical Medicine & International Health Published by John Wiley & Sons Ltd
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included identifying a need for more rigorous assessment
of intervention effect, a concern that was also raised in a
review by Kemp et al. [23]. In particular, studies lacked
control groups, validated measures of stigma [23] and
reported statistical significance but not effect sizes [58].

A critical assessment of the studies included in this sys-
tematic review suggests key gaps in the literature. The
majority of studies evaluated short-term outcomes but
lacked evidence of long-term impact, and no studies
included measures of change in behaviour. Stigma-reduc-
tion interventions focussed on a narrow range of impair-
ments, primarily on children with epilepsy or intellectual
impairment and typically focussed on single levels. Con-
sidering the qualitative evidence that experiences of
stigma vary by type and severity of disability [8,9], this
deserves further attention. Few studies appeared to
involve people with disabilities in the design and imple-
mentation of stigma-reduction strategies. Active involve-
ment of people with disabilities is important for
maximising the feasibility, acceptability, sustainability
and impact of interventions. Heijnders & van der Meij
(2006) argue the need for multi-level interventions that
aim to change negative attitudes and discrimination
alongside empowerment of affected individuals by ensur-
ing that they take an active role as in the design and
implementation of stigma-reduction strategies [31].

Given the poor quality of studies assessed in this
review, it is important that results are interpreted with
caution. Future research directions should include multi-
level interventions that address and/or assess internalised
stigma as well as negative attitudes and discrimination/ex-
clusion perpetrated by the ‘sources of stigma’. Compre-
hensive intervention descriptions are necessary to replicate
interventions in different contexts and to evaluate the con-
ditions under which stigma may be optimally reduced. In
addition, a wider range of disabilities evaluated with these
interventions should be included in design and implemen-
tation of future studies. A lack of available validated tools
for assessing stigma experienced by children and their
families is an important area that warrants attention.

The purpose of this review was to describe the evidence
on interventions to reduce stigma experienced by children
with disabilities and their families in LMIC and inform
potential future research studies. We used a comprehen-
sive search strategy that followed PRISMA guidelines, and
robust methods that included double data extraction and
review to produce an accurate, comprehensive state of the
evidence composition. This review has several limitations.
Our study did not limit inclusion of articles through
methodological appraisal. While we include information
on intervention effectiveness, the lack of rigour in these
studies may have led to non-generalisable conclusions.

Studies undertaken in high-income countries were
excluded to focus on the unique challenge of addressing
stigma in LMIC in contexts with limited financial and
logistic resources and unmet need. Inclusion of studies
from high-income settings in future reviews may inform
additional learning. The assessment of outcomes that
lacked uniformity and validity made both interpretation
and comparison of study results difficult.

Conclusions

This systematic review highlights key gaps in the evidence
around effective stigma-reduction strategies for children
with disabilities and their families in LMIC. There are
some promising findings around education and contact
interventions to reduce negative attitudes. However,
given the methodological limitations we found, these
findings have to be interpreted with caution. The valida-
tion and consistent use of contextually relevant quantita-
tive measures of stigma may advance this field of
research.
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