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Current 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 people

Stress and anxiety, depression, etc. X X X X X X
Problems in marriage or getting married X X X X X
Problems in social relationships X X X X X X
Problems with employment X X X X X
Problems with education X X X XX
(own or children)

Concealment X X X X X
Isolation X X X X X
Increased disability / worse prognosis X x X X

Increased gender differences X X X X X

What people themselves said:

(leprosy-affected persons in South Sulawesi, Indonesia)

“After 1 got sick even my own family started to avoid me.
They no longer expect me to come to their activities or
events; | 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.”

“l don't even go to the mosque for Friday prayer anymore.
1 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.”




Impact on public health programmes

Delay in presentation X X x X X
Failure of prevention / continued X X X

transmission

More complicated, more expensive X X x X X
treatment

Poor adherence and default X X X X

Risk of drug resistance X X X

Poor image of the public health services X X x X

Measuring stigma

Direct

Attitudes

Among rehabilitation staff or health care staff
Internalised (or self-)stigma
Discrimination (enacted stigma)
Media

Legislation

Structural

Indirect

= Participation

= Psychological well-being

= Self-esteem

= Quality of life.
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Profile of stigma in the community
(5 districts in Indonesia, n=959)

 Possibly ® Yes

Refuse to buy food

Difficulty finding work

Problem for relative to get married
Problems in marriage

Problems to get married

Family concerned about disclosure
Cause problems for family

Think less of family
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Differences in EMIC score between people
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Profile of participation restrictions

(n=1,342; 5 districts in Indonesia)

= Small ® Medium B Large problem

Are you able to ... as
your peers do? Find work

Work as hard

Contribute economically
Visits outside

Take part in festivals
Casual activities
Socially active

Visit people in the community

Comfortable meeting new people
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Care & support
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Stigma reduction model

Counselling

Education Empowerment
Contact interventions Self-help groups
Advocacy

Protest

Person
Affected

Knowledge-based interventions

Legislation / advocacy Policies




Evaluation of stigma elimination

project (STEP) in Nepal fter 3 years) Recommendations
100 Research to use multiple perspectives
% M STEP (n=152) M Non-STEP (n=103) Involve persons affected by leprosy

80 1

0 (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.

% with participation restrictions

All subjects Visible No visible
impairments impairments
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