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Introduction

Compared with other leprosy-associated issues, the topic of stigma and discrimination has received little
attention from the International Federation of Anti-Leprosy Associations (ILEP) members, the World
Health Organization (WHO), and national programs. Yet, it is consistently the number one issue and
challenge described by persons affected by leprosy in most areas of the world. Discrimination and
attitudinal biases are often mentioned as the primary barrier to inclusion for persons with other
disabilities and are a key topic in the United Nations (UN) Convention on the Rights of Persons with
Disabilities (CRPD). Stigma is often the factor that turns an impairment into a disability and causes social
exclusion. The mental health consequences of living with disabilities and the associated stigma and
discrimination are increasingly an area of interest in the neglected tropical disease (NTD) field.

Stigma is highly relevant in the context of the Global Partnership for Zero Leprosy (GPZL), as zero
discrimination is a declared goal. Moreover, stigma is a barrier to zero leprosy due to its effect on
leprosy prevention, treatment, case management, and prevention of disabilities.



To achieve zero leprosy and to have a meaningful impact on stigma and discrimination, future research
should address major challenges at the national and international levels. The priorities for this research
should fit with or optimally integrate with those of the ILEP’s Triple Zero Campaign, the WHO Global
Leprosy Strategy 2016-2020, and the aspirations of the GPZL and the Neglected Tropical Disease NGO
Network (NNN). The GPZL Research Agenda Working Group’s Subgroup on Stigma examined these
reports to make an inventory of needs related to leprosy stigma and discrimination. The Subgroup also
drew on the report of a global research priority review conducted by the Leprosy Research Initiative
(LRI) in 2018 and considered the work of the various task groups of the NNN’s Disease Management,
Disability and Inclusion (DMDI) Working Group, which has a Task Group on Mental Wellbeing and Stigma
that works on related issues.

Based on this review, the following were identified as important needs and challenges to be addressed
in the leprosy field related to stigma:
e Documenting (and mapping) the level of stigma in communities and health services
e Addressing community stigma as a barrier to zero transmission, e.g., as a barrier to
o Treatment seeking, early diagnosis, and disclosure
o Treatment adherence
o Prevention of disabilities
e Addressing negative attitudes and behaviors against persons affected by leprosy as barriers to
inclusion in the community, with special reference to women and girls, and in access to health
services
e Documenting the impact of stigma and discrimination on the mental health of persons affected
by leprosy (and other NTDs) and identifying and evaluating ways to prevent and mitigate this
impact
e Mitigating the effects of stigma and discrimination among persons affected by leprosy
(especially internalized stigma) and among their family members
e Validating stigma and mental health assessment tools from the NTD Disability and Morbidity
Toolkit in more leprosy-endemic countries

e Applying the health-related stigma concept (1): pioneering joint stigma reduction interventions
for persons with NTDs and/or disability groups

Goals of the Research Prioritized by the Stigma Subgroup

The goals of the research recommended by the Stigma Subgroup are to

e Reduce stigma as a barrier to treatment seeking, case detection, diagnosis, treatment
adherence, self-care, and rehabilitation

e Mitigate the impact of stigma and discrimination on mental wellbeing and all aspects of social
participation among persons affected by leprosy

e Increase active participation of persons affected by leprosy in leprosy services

e Improve social inclusion of all persons affected by leprosy through disability-inclusive
development

Research Priorities, Current knowledge, and Key Questions

In 2018 the Leprosy Research Initiative (LRI), a combined venture of several ILEP partners and other
NGOs supporting work in the field of leprosy, conducted an extensive review of leprosy research



priorities that had been defined in 2013. Their efforts involved an inquiry panel, focus group discussions,
a global e-survey, and a Delphi panel. The purpose was to draft an updated set of research priorities
aligned with the current developments and challenges in the field of leprosy. The effort involved a wide
range of stakeholders, including persons affected by leprosy, representatives from organizations
working in the field of leprosy, medical staff, policy makers, and researchers. The main questions
identified were 1) which leprosy-related research topics are considered to be the most important and 2)
how are they ranked according to priority by the stakeholders?

The LRI results were grouped according to the three zeros in the ILEP Strategy: Zero Transmission, Zero
Disability, and Zero Discrimination. The Stigma Subgroup reviewed these results and did not identify any
major missing topics. The Subgroup then took the top eight research priorities for Zero Discrimination
from the LRI study and grouped them into four major priority themes that could be studied together in
large, coordinated multi-country projects. Changes were made to the wording and emphasis of several
of the topics. The four priority themes are listed below, together with key research questions for each.

1. Interventions to Reduce Stigma as a Barrier to Zero Leprosy

Several stigma interventions such as contact intervention, peer counseling, and socioeconomic
development have been tested (2,3). Also, the effectiveness of using “champions” and involving persons
affected by leprosy in stigma reduction have been demonstrated (4,5). The positive effects of a
sustained social marketing campaign in Sri Lanka have been shown, but results in terms of stigma
reduction were never measured (6,7). The effects of a multi-media modified leprosy elimination
campaign in India were measured but never published in a peer-reviewed journal.! The interventions
described in these studies should be tested in additional settings and cultures, and ways to scale up such
interventions should be investigated through operational research. A few surveys have been done in
recent years to document the types, prevalence, and severity of stigma in leprosy-endemic countries
(2,8-13). However, such studies are needed in all leprosy-endemic countries and in countries and areas
where leprosy-related stigma is known to be a problem. Baseline data are needed for monitoring the
effect of interventions. It is important that such baseline and stigma monitoring studies use standard
tools. The Participation Scale (14) and the 5-Question Stigma Indicators are recommended in the
Monitoring and Evaluation Guide that accompanies the WHO Global Leprosy Strategy 2016-2020. These
and a number of stigma-assessment tools have been validated cross culturally (15—22), but additional
validation studies are needed—especially validation of the short 5-Question Stigma Indicators in the
Monitoring and Evaluation Guide and the SARI Stigma Scale (20). Stigma levels are known to vary
significantly, even at local levels, which has direct repercussions for targeting interventions (23). Stigma
baseline studies should also address health services-related stigma, which is still a common, but rarely
studied phenomenon in many leprosy-endemic countries. An instrument for this purpose was recently
developed and validated to assess attitudes of health care providers towards persons affected by
leprosy in southern India (24).

Guidelines for participation in research studies have been formally adopted by WHO (25), but the
implementation often has been rudimentary. It is essential for research projects to include persons
affected by leprosy among the investigators, where possible, and on steering committees. Similarly,
these persons should be involved in decisions that may impact them and in the implementation of
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leprosy services. Studies examining how this can best be done in various situations and the effects of
this involvement are urgently needed.

Research into the effectiveness of stigma reduction interventions should include feasibility,
acceptability, and the impact of community involvement, skills building, and empowerment and
participation of persons affected by leprosy. Such studies should also include cultural validation of tools
to determine the level and type of stigma in communities and health services and among persons
affected by leprosy and to monitor and evaluate the effect of the interventions.
» Key questions
— What is the effectiveness of various stigma-reduction interventions in different settings, and
which interventions can be used on a large scale?
— What is the prevalence of different types of stigma and their geographic distribution in
leprosy-endemic areas?
— How often and in what ways do stigma and discrimination against persons affected by
leprosy occur in the health services? How do stigma experiences develop over time?
— What are the effects of the participation of persons affected by leprosy in research and
health services? What are best practice models to implement this?

2. Understanding Perceptions of Leprosy and the Reasons Behind Them

Patient and community knowledge, beliefs, fears, and practices play major roles in the perception of
leprosy (15,26,27), in the perceived need for early diagnosis and treatment, and in the prevention and
management of disabilities (28—33). These factors need to be well understood so that interventions
targeted to specific beliefs and attitudes can be used instead of generic messages.

Research is needed on the perceptions of the disease and explanatory models (personal
conceptualization of the cause, course, and consequences of leprosy). Research into experiences with
the disease and its consequences is also needed as a basis for developing optimal communication and
behavior change approaches. A standard toolkit using mixed methods should be cross-validated and
adopted for studying the perceptions and explanatory models regarding leprosy.
» Key question
— What do patients and community members know, believe, fear, and do concerning leprosy
that would be relevant for developing tools for health education and behavior change
regarding stigma, disclosure, treatment seeking, treatment adherence, and prevention of
disabilities?

3. Mental Wellbeing of Persons Affected by Leprosy

The negative impact of having leprosy and leprosy-related visible and other disabilities and especially of
experiencing stigma and discrimination on the mental wellbeing of persons affected by leprosy has long
been recognized (34-38). However, population-based studies of mental distress, anxiety, and depression
among this population and their family members are scarce. There is evidence that various forms of
counseling can help greatly to mitigate the mental health impact of leprosy (39-41). Studies are needed
to examine the association between mental distress, anxiety, and depression and various health and
programmatic outcomes, such as case detection, treatment adherence, self-care, and rehabilitation.



Studies are also needed on mental wellbeing of persons affected by leprosy and on the associations
between mental health, health care-seeking behavior, and accessibility of services (e.g., diagnostic or
treatment delay, treatment compliance, participation in self-care groups). Such studies should be part of
or directly linked to intervention studies to prevent a negative impact on and/or to improve mental
wellbeing among those suffering from anxiety, depression, or other mental health conditions.

» Key questions

— What is the prevalence of mental distress, anxiety, and depression among persons affected
by leprosy and their family members?

— What is the impact of mental distress, anxiety, and depression on health care and
programmatic outcomes, such as case detection, treatment adherence, self-care and
rehabilitation?

— How can a negative impact on mental wellbeing be mitigated once it has occurred?

4. UN Principles and Guidelines for the Elimination of Discrimination

The UN Human Rights Council adopted Principles and Guidelines for the Elimination of Discrimination
against Persons Affected by Leprosy and Their Family Members in 2010. However, very few studies have
addressed the implementation of this important document. Studies are needed to assess the (local)
implementation and impact of these principles and guidelines, and interventions should be developed to
improve this practice.
» Key questions
— What is the status of the implementation of the UN Principles and Guidelines for the
Elimination of Discrimination Against Persons Affected by Leprosy and Their Family
Members?

— What is the impact of these principles and guidelines?

References

1. van Brakel WH, Grover S, Nyblade L, et al. Out of the silos: identifying cross-cutting features of
health-related stigma to advance measurement and intervention. BMC Med 2019;17(1):13.

2. Dadun D, van Brakel WH, Peters RMH, Lusli M, Zweekhorst MBM, Bunders JGF, Irwanto. Impact of
socio-economic development, contact and peer counselling on stigma against persons affected by
leprosy in Cirebon, Indonesia—a randomised controlled trial. Lepr Rev 2017;88(1):2-22.

3. Ebenso B, Fashona A, Ayuba M, Idah M, Adeyemi G, S-Fada S. Impact of socio-economic
rehabilitation on leprosy stigma in Northern Nigeria: findings of a retrospective study. Asia Pacific
Disabil Rehabil J 2007;18(2):98-119.

4. Cross HA, Choudhary RK. STEP: an intervention to address the issue of stigma related to leprosy in
Southern Nepal. Lepr Rev 2005;76(4):316—-324.

5. Sermrittirong S, van Brakel WH, Bunders JFG, Unarat G, Thanyakittikul P. The effectiveness of de-
stigmatising interventions. Int J Trop Dis Health 2014;4(12):1218-1232.

6. Williams PG, Dewapura D, Gunawardene P, Settinayake S. Social marketing to eliminate leprosy in
Sri Lanka. SocMarQ 1998;4(1524-5004):27-31.

7. Wong ML. Can social marketing be applied to leprosy programmes? Lepr Rev 2002;73:308—-318.

8. Sermrittirong S, van Brakel WH, Kraipui N, Traithip S, Bunders JGF. Comparing the perception of
community members towards leprosy and tuberculosis stigmatization. Lepr Rev 2015;86(1):54—61.



10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

Adhikari B, Shrestha K, Kaehler N, Raut S, Chapman RS. Community attitudes towards leprosy
affected persons in Pokhara municipality of western Nepal. J Nepal Health Res Counc
2013;11(25):264-268.

Kaehler N, Adhikari B, Raut S, Marahatta SB, Chapman RS. Perceived stigma towards leprosy among
community members living close to Nonsomboon leprosy colony in Thailand. PLoS One. Public
Library of Science; 2015 Jan 5;10(6):e0129086.

Brouwers C, van Brakel WH, Cornielje H. Quality of life, perceived stigma, activity and participation
of people with leprosy-related disabilities in South-East Nepal. Disabil CBR Incl Dev 2011;22(1):16—
34,

van Brakel WH, Sihombing B, Djarir H, et al. Disability in people affected by leprosy: the role of
impairment, activity, social participation, stigma and discrimination. Glob Health Action 2012;5:1—
11.

Rao PS, Raju MS, Barkataki A, Nanda NK, Kumar S. Extent and correlates of leprosy stigma in rural
India. Indian J Lepr 2008;80:167-174.

van Brakel WH, Anderson AM, Mutatkar RK, et al. The Participation Scale: Measuring a key concept
in public health. Disabil Rehabil 2006;28(4):193-203.

Weiss MG, Doongaji DR, Siddhartha S, Wypij D, Pathare S, Bhatawdekar M, et al. The Explanatory
Model Interview Catalogue (EMIC). Contribution to cross-cultural research methods from a study of
leprosy and mental health. Br J Psychiatry 1992;160:819-830.

Rensen C, Bandyopadhyay S, Gopal PK, van Brakel WH. Measuring leprosy-related stigma - a pilot
study to validate a toolkit of instruments. Disabil Rehabil 2011;33(9):711-719.

Stevelink SAM, van Brakel WH. The cross-cultural equivalence of participation instruments: a
systematic review. Disabil Rehabil 2013;35(15):1256-1268.

Stevelink SAM, Terwee CB, Banstola N, van Brakel WH. Testing the psychometric properties of the
Participation Scale in Eastern Nepal. Qual Life Res 2013;22(1):137-144.

Peters RMH, Dadun, Van Brakel WH, Zweekhorst MBM, Damayanti R, Bunders JFG, et al. The
cultural validation of two scales to assess social stigma in leprosy. PLoS Negl Trop Dis 2014;8(11):
e3274.

Dadun D, Peters RMH, van Brakel WH, Lusli M, Damayanti R, Bunders JFG, et al. Cultural validation
of a new instrument to measure leprosy-related stigma: the SARI Stigma Scale. Lepr Rev
2017;88(1):23-42.

Braam JF, van Brakel WH, Peters RMH, Waltz M, Moura dos Santos DC. Adaptation and cultural
validation of the Social Distance Scale (SDS) to evaluate social stigma related to leprosy in Olinda,
Pernambuco (Brazil). Masters Thesis. VU University Amsterdam, 2017.

Hanoeman S, van Brakel WH, Arif MA, Waltz M. Validation of the 5-Question Stigma Indicator as
part of the neglected tropical diseases (NTD) toolkit to assess and monitor NTD-related morbidity
and disability in Uttar Pradesh, India. Masters Thesis. VU University Amsterdam, 2017.

Michgelsen J, Peters RMH, Van Brakel WH. The differences in leprosy-related stigma between 30
sub-districts in Cirebon District, Indonesia. Lepr Rev 2018;89(1):65—76.

Srinivas G, Kumar S, Mohanraj R, et al. Development and validation of a scale to assess attitudes of
health care providers towards persons affected by leprosy in southern India. PLoS Negl Trop Dis.
2018;12(9):e0006808.

WHO. Guidelines for strengthening participation of persons affected by leprosy in leprosy services.
World Health Organization, Regional Office for South-East Asia, 2011.

Opala J, Boillot F. Leprosy among the Limba: illness and healing in the context of world view. Soc Sci
Med 1996;42:3-19.



27.

28.

29.
30.

31.

32.

33.

34.
35.

36.

37.

38.

39.

40.

41.

Chen PC, Sim HC. The development of culture-specific health education packages to increase case-
finding of leprosy in Sarawak . Southeast Asian J Trop Med Public Health 1986;17(0125-1562):427—-
432.

Heijnders ML. Experiencing leprosy: perceiving and coping with leprosy and its treatment. A
qualitative study conducted in Nepal. Lepr Rev 2004;75:327-337.

Heijnders ML. The dynamics of stigma in leprosy. Int J Lepr Other Mycobact Dis 2004;72:437-447.
Barrett R. Self-mortification and the stigma of leprosy in northern India. Med Anthr 2005;19:216—
230.

Engelbrektsson U. Challenged Lives: A Medical Anthropological Study of Leprosy in Nepal. Goteborg:
University of Gothenburg, 2012.

Wong ML, Subramaniam P. Socio-cultural issues in leprosy control and management. Asia Pacific
Disabil Rehabil J 2002;13(2):85-94.

Wong ML. Designing programmes to address stigma in leprosy: issues and challenges. Asia Pacific
Disabil Rehabil ] 2004;15(2):3-12.

Behere PB. Psychological reactions to leprosy. Lepr India 1981;53(0024-1024):266—272.

Leekassa R, Bizuneh E, Alem A. Prevalence of mental distress in the outpatient clinic of a specialized
leprosy hospital. Addis Ababa, Ethiopia. Lepr Rev 2004;75:367—-375.

Tsutsumi A, lzutsu T, Islam AM, Maksuda AN, Kato H, Wakai S. The quality of life, mental health, and
perceived stigma of leprosy patients in Bangladesh. Soc Sci Med 2007;64:2443—-2453.

Nishida M, Nakamura Y, Aosaki N. Prevalence and characteristics of depression in a Japanese
leprosarium from the viewpoints of social stigmas and ageing. A preliminary report. Lepr Rev
2006;77:203-209.

Yamaguchi N, Poudel KC, Jimba M. Health-related quality of life, depression, and self-esteem in
adolescents with leprosy-affected parents: results of a cross-sectional study in Nepal. BMC Public
Health 2013;13(1):22.

Floyd-Richard M, Gurung S. Stigma reduction through group counselling of persons affected by
leprosy—a pilot study. Lepr Rev 2000;71:499-504.

Lusli M, Peters RMH, Zweekhorst MBM, van Brakel WH, Seda FS, Bunders JFG, et al. Lay and peer
counsellors to reduce leprosy-related stigma--lessons learnt in Cirebon, Indonesia. Lepr Rev
2015;86(1).

Lusli M, Peters R, van Brakel W, Zweekhorst M, lancu S, Bunders J, et al. The impact of a rights-based
counselling intervention to reduce stigma in people affected by leprosy in Indonesia. PLoS Negl Trop
Dis 2016;10(12).



