
1

Recent evidence and insights into Recent evidence and insights into 
leprosyleprosy--related stigmarelated stigma

Wim H. van Brakel
KIT Leprosy Unit

and
Technical Advisor NLR

Current definition of stigmaCurrent definition of stigma

“Stigma is a social process, experienced 
or anticipated, characterized by 
exclusion, rejection, blame or 
devaluation, that results from 
experience, perception, or reasonable 
anticipation of an adverse social 
judgment about a person or group.”
(Weiss & Ramakrishna)
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Impact of stigma on peopleImpact of stigma on people

XXXXXIncreased gender differences

XXXXIncreased disability / worse prognosis

XXXXXIsolation

XXXXXConcealment

XXXXXProblems with education 
(own or children)

XXXXXProblems with employment

XXXXXXProblems in social relationships

XXXXXProblems in marriage or getting married

XXXXXXStress and anxiety, depression, etc.

DisEpMITBH/ALep

What people themselves said:What people themselves said:
(leprosy(leprosy--affected persons in South Sulawesi, Indonesia)affected persons in South Sulawesi, Indonesia)

“After I got sick even my own family started to avoid me. 
They no longer expect me to come to their activities or 
events; I understand that they feel ashamed of me.”

“I know people will avoid me, especially when I go to public 
places.”

“We are no longer involved in sports; we are also no longer 
involved during village meetings.”

“I’m no longer invited to weddings or circumcision 
ceremonies.”

“I don’t even go to the mosque for Friday prayer anymore. 
I am self-conscious; people avoid praying side by side with 
me in the mosque. […] Sometimes I go to a wedding 
ceremony and stay outside the party area, just to listen to 
the music.”
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Impact on public health programmesImpact on public health programmes

XXXXXMore complicated, more expensive 
treatment

XXXXPoor image of the public health services

XXXRisk of drug resistance

XXXXPoor adherence and default

XXXFailure of prevention / continued 
transmission

XXXXXDelay in presentation

DisEpMITBH/ALep

Measuring stigmaMeasuring stigma

Direct
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Indirect
Participation
Psychological well-being
Self-esteem
Quality of life.

Profile of stigma in the community Profile of stigma in the community 
(5 districts in Indonesia, n=959)(5 districts in Indonesia, n=959)
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Profile of participation restrictions Profile of participation restrictions 
(n=1,342; 5 districts in Indonesia)(n=1,342; 5 districts in Indonesia)
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Stigma reduction modelStigma reduction model

National

Society

Community

Interpersonal 
and Family

Institution

Person Person 
AffectedAffected

Counselling
Empowerment
Self-help groups

Legislation / advocacy

Education
Contact interventions
Advocacy
Protest

Knowledge-based interventions
Policies

SHOs
Empowerment

Care & support
CBR



3

6.6
10.5

2.6

39.8
45.7

19

0

10

20

30

40

50

60

70

80

90

100

All subjects Visible
impairments

No visible
impairments

%
 w

ith
 p

ar
tic

ip
at

io
n 

re
st

ric
tio

ns STEP (n=152) Non-STEP (n=103)

Evaluation of stigma elimination  Evaluation of stigma elimination  
project (STEP) in Nepal project (STEP) in Nepal (after 3 years)(after 3 years) RecommendationsRecommendations

Research to use multiple perspectives
Involve persons affected by leprosy 
(emancipatory research)
Conduct systematic reviews of available 
evidence
Test and compare instruments to find most 
optimal and simple way of assessment
Conduct studies on effectiveness of stigma 
interventions.


