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ABSTRACT

Background: Leprosy remains a public health problem, with various factors contributing to the transmission and progression
of the disease. Stigma and discrimination towards leprosy patients have hindered the treatment and eradication of the disease.
Purpose: To identify the related factors and strategies to overcome stigmas towards leprosy patients. Review: Leprosy is a
chronic infectious disease that affects skin and nerve, and causes visible permanent impairment if the patients do not get
adequate treatment. Therefore, visible clinical manifestations and cultural beliefs have created stigma towards leprosy patients,
which negatively impacts their quality of life and their awareness of seeking health care. These factors may lead to patients
avoiding diagnosis and treatment, which in turn increases number of G2D cases and transmission rate. Cultural and religious
beliefs, low education level, and minimal information about leprosy have been known to contribute to the stigma. Several
strategies can be considered to use to overcome stigma and discrimination towards leprosy patients. Conclusions:
Understanding factors related to leprosy stigma and its effects on the progression of the disease will help determine the
strategies to overcome stigma and discrimination.
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BACKGROUND

Leprosy is one of the neglected tropical diseases
that produced problems in various aspects such as
health, socioeconomics, and culture! According to the
World Health Organization data for 2020, there were
177,175 registered cases of leprosy, with a prevalence
rate 22.7 per million population. India, Brazil, and
Indonesia are the three countries with the highest
number of leprosy cases, accounting for 80% global
leprosy cases.? In Indonesia, new leprosy cases reached
17,439 with 1,121 of them having grade-2 disability
(G2D).? Leprosy causes skin and nerve impairment, as
well visible complications such as disfunction,
disability, and body deformation, which lead to
negative stigma and discrimination against leprosy
patients.
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Stigmas and discrimination are two of the problems
that hinder the eradication programs of leprosy.
Negative stigmas and discrimination affected the
social-daily life and health of leprosy patients and their
families®. This condition has negative psychological
effects on leprosy patients, such as frustration or
suicidal attempt.*5 In the health aspect, these negative
stigmas hinder leprosy patients from seeking treatment,
which in turn leads to a rise in the number of people
with G2D.%

Numerous factors contribute to the proliferation of
negative stigmas and discrimination against leprosy
patients. This paper confirms to identify the related
factors and strategies for overcoming stigmas.
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REVIEW

Leprosy or Hansen s disease, is a chronic infectious
disease caused by Mycobacterium leprae.! Leprosy has
become a public health concern due to permanent
physical impairment caused by delayed diagnosis,
improper  treatment, and  unavailability  of
interventions. World Health Organization (WHO) has
classified leprosy-related disability into three grades :
Grade 0, which involves no impairment, Grade 1,
which involves loss of sensation in the extremities
(hand or foot), and Grade 2, which involves visible
impairment.? Disabilities and impairments that affect
their ability to perform daily chores and jobs may
compromise the quality of life for leprosy patients and
their families, leading to a loss of family income.” Loss
of family income leads to numerous issues, including
the incapacity to provide nutritious food, education,
and health care for the family. On top of the various
problems, stigmatization and discrimination against
leprosy patients and their families add another problem
to the treatment of the disease.®

Perceived stigma refers to perceptions, fears, and
subjective awareness that leprosy patients have about
what society thinks or wants to do with them. The
consequences of the perceived stigmas by leprosy
patients lead to projects of what other people think and
say about the patient, causing insecurity and lower self-
esteem that can develop into an internalized stigma
(self-stigma).

Three levels of stigma exist around leprosy: self-
perceived stigma, stigma from closest relatives, and
community stigma.® Leprosy patients often experience
restriction on physical, psychological, environmental,
and social interactions that can reduce their quality of
life. Quality of life refers to an individual's perception
of their position in life, within the context of culture,
and value system, in relation to their identity, life goals,
expectations, and other related standards. World
Health Organization (WHQO) defines a measure of the
quality of human life which includes physical,
psychological, environmental, and social aspects, as
stated in the World Health Organization Quality of
Life-BREF (WHOQOL-BREF) questionnaire.’

Numerous factors contribute to the stigma of
leprosy, such as the fear of transmission and
contamination, the visible manifestations of deformity
and disability in people, and the influence of religious
and cultural beliefs, about the causes and treatment of
leprosy. Adequate treatment at the early stage of
exposure can manage leprosy and prevent impairment.
However, despite these benefits, leprosy remains a
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disease misunderstood, feared,
stigmatized in society.®

People with leprosy suffer not only physically but
also psychologically due to this stigma, as they often
face neglect from family members and the surrounding
community. According to the community-based
survey, leprosy is considered a very contagious,
incurable and frightening disease because it causes the
fingers and toes to fall off. 1°

Stigma towards leprosy patients affects their daily
lives such as restriction on social activities, rejection of
job opportunities, difficulties in finding a marriage
partner, or problems in marriage or divorce. Earlier
studies showed 38% of people affected by the leprosy
stigma were unmarried, separated, or divorced, and this
correlates with a study in South Africa that stated one-
third of leprosy patients were abandoned by their
spouses”!. In Indonesia, female leprosy cases
predominate and have a greater impact on women due
to the stigma and discrimination associated with the
disease.” In addition, women in developing countries
tend to be underdiagnosed and find it to access health
treatment in health facility.>*® The dominant role of
women in taking care of their family increases the risk
of transmitting the disease, especially to their children.
These conditions contribute to the relatively stable
number of new leprosy cases, especially in children
aged below 15 years old, which indicates the failure to
stop the leprosy transmission, increased prevalence in
general population, and poor monitoring programs.4

According to Noordendee et al.(2021), the
Indonesian people hold some of the following beliefs
about leprosy: certain types of food or drink, such as
seafood or unhealthy foods, can cause leprosy; dirty
environment can cause leprosy; leprosy is a hereditary
disease or curse; leprosy occurs due to supernatural
phenomena by black magic; leprosy occurs when a
man and a woman have sexual intercourse while the
woman is menstruating, then bears a child that will be
affected by leprosy; or leprosy is transmitted through
touch and associates it with "untouchability" and
sometimes becomes religiously unclean.®

Previous research also demonstrated a significant
relationship between knowledge about leprosy and
level of education with stigma and discrimination
towards leprosy patients.5-18 Other studies conducted
by Oktaria et al. also reported higher education levels
and their protective effects against leprosy.’® Van
Brakel et al. (2012) observed a higher, participation in
restrictions among the Indonesian leprosy population
compared to those in China and India. This study also
showed higher education and economic status had a
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protective effect on stigma. Not only do leprosy
patients themselves reject health treatments, but health
workers outside leprosarium or leprosy centers also
avoid treating leprosy patients.® Thus, stigmatization
and discrimination in health services inhibit leprosy
patients from getting proper examination and
treatment.

DISCUSSION
In order to overcome stigma and discrimination
and mitigate their negative effects, the benefits of
communication, information, and education could be
leveraged to enhance public awareness of leprosy. This
initiative aims to reduce stigma and facilitate the
treatment of leprosy patients prior to the onset of
disability.1° Different media could carry out a general
introduction to leprosy and health information,
conveying the message that leprosy is a normal disease
that is curable and does not cause disability if treated
early. A community-based survey informs the content
of the introductory program, revealing leprosy-related
knowledge, attitudes, and behaviors, while also
examining public perceptions of the disease. The
information obtained is used to develop the required
materials ~ for introductory  programs.’®  The
introductory programs should provide information on
the initial symptom of leprosy, which typically
manifests as painless hypopigmented patches
(anesthetized macules), often accompanied by
peripheral nerve enlargement, two of the three cardinal
signs of the disease. Immediately refer leprosy patients
with this condition to a dermatologist or other health
care facilities.?°
Promoting the importance of leprosy treatment may
help to prevent stigma and discrimination against
leprosy patients. If left untreated, leprosy may cause
permanent visible impairment to the skin, nerves,
limbs, and eyes. Therefore, promoting the importance
of consuming multidrug therapy (MDT) completely
could prevent the permanent visible impairment that
could affect their ability and opportunities to perform
important tasks in their daily activities.?® Reassurance
and supports from family and former leprosy patients
who have completed their treatment can be used to
educate people that leprosy patients can be readmitted
by their families and the surrounding community.®2
Family support is the most important aspect of
successful leprosy treatment. Patients' families should
also receive information about leprosy and treatments,
enabling them to complete the treatment.*?
A rehabilitation program for leprosy patients is one
of the strategies to reduce the stigma of leprosy by

focusing on the rehabilitation process for patients with
disabilities that involves community and government
policies. Cross, Missions, and Way developed the
Stigma Elimination Program (STEP), a program that
emphasizes self-care for leprosy clients who have
recovered or are currently undergoing treatment, with
the aim of reducing disability. The STEP provides
leprosy patients with skills training and aids in
identifying leprosy cases in the community, with the
aim of actively eradicating leprosy.l® The East Java
government's rehabilitation program, known as
JELITA (Jawa Timur Eliminasi Kusta 2017 Demi
Indonesia di Mata Dunia/ East Java Leprosy
Elimination in 2017 for Indonesia in World’s
Perspectives) is implemented by SCORE (Sosialisasi,
Cari Pasien Kusta, Obati sesuai regimen sampai
tuntas, Rehabilitasi dan Evaluasi/ Find Leprosy
Patients, Treat with Suitable Regimen Completely,
Rehabilitate and Evaluate). These programs have had a
significant impact on the lower prevalence rate of
leprosy, which went from1,04/10.000 in 2016 to
0.93/10.000 at the end of 2017 and remain stable until
September 2018.%2

One strategy to eliminate the effect of stigma could
be the Social Economic Rehabilitation (SER) program
for leprosy patients. This is a program designed to
eliminate barriers between leprosy patients and the
community, promoting active client participation and
empowering the client’s abilities. This program might
open opportunities and support for leprosy patients
with disabilities by providing ongoing assistance,
protection, and effective partnerships with other
organizations that contribute to activities that benefit
leprosy patients.’® Surya Mas Jelita ( Sehat untuk
berkarya, mandiri bersama kelompok jelang eliminasi
kusta/ health to create, independent with groups
towards leprosy elimination) is one of the SER
program from Pasuruan District Government, East
Java Province, Indonesia, to solve leprosy-related
problems in Grati, one of the leprosy endemic area with
‘Srupud’  approach. The “Srupud” approach
(Sosialisasi, Rembuk Kusta, Upaya Pembentukan
Personal, Pembentukan Kelompok Perawatan Diri,
Upaya Memberdayakan kelompok, Evaluasi/
socialization, leprosy discussion, health care groups,
and empowering groups program, evaluation) is a
modification of the JELITA program, aiming to
decrease negative perception and discrimination.

Last but not least, various countries, including
Japan, have changed the name of leprosy to Hansen's
disease. In addition, the State of Brazil changed leprosy
into "Hanseniasis”. Changing the term hanseniasis can
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help reduce stigma and ensure that MDT treatment and
management are successful.”

Stigmas and discrimination towards leprosy
patients negatively impact their personal and family’s
quality of life. Rejection from daily activities and
neglect from family, society, and health workers may
contribute to the avoidance of seeking health treatment,
which in turn can affect the disease's progression,
increase the risk of transmission, and lead to an
increase in the number of patients with leprosy
complications. Understanding factors related to
leprosy stigma and its effects on the disease's
progression will assist in determining strategies to
overcome stigma and discrimination.

CONFLICT OF INTEREST
The authors declare that they have no conflict of
interest.

SOURCE OF FUNDING
Self-funding. The authors received no financial
support for the research.

REFERENCES

1. Franco-Paredes C, Rodriguez-Morales AJ.
Unsolved matters in leprosy: A descriptive
review and call for further research. Ann Clin
Microbiol Antimicrob. 2016;15(1):33.

2. WHO. Global leprosy (Hansen disease) update,
2019: time to step-up prevention initiatives. Wkly
Epidemiol Rec. 2020;95(36):417-40.

3. Rahayu, NP. Kehidupan Sosial Mantan Penderita
Kusta Di Dusun Sumber Glagah Desa
Tanjungkenongo Kecamatan Pacet Kabupaten
Mojokerto: Tinjauan Teori Interaksionisme
Simbolik George Herbert Mead. Surabaya: UIN
Sunan Ampel Surabaya.; 2016.

4. Adhikari B, Kaehler N, Raut S, Gyanwali K,
Chapman RS. Stigma in leprosy: a qualitative
study of leprosy affected patients at green
pastures hospital, western region of Nepal. J
Health Res. 2013:27(5):295-300.

5. Livanka A, Niardhy P, Sigit Prakoeswa FR, Dewi
LM, Herawati E. The association of stigma with
the incidence of depression in leprosy patients: a
systematic review. J Kedokt Syiah Kuala.
2023;3(23):377-83.

6. Sinambela DWI, Lubis SR, Dalimunthe DA.
Correlation between perceived stigma and quality
of life of leprosy patients. Bali Med J.
2020:9(3):830-35.

62

10.

11.

12.

13.

14.

15.

16.

17.

18.

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.

Dako-Gyeke M, Asampong E, Oduro R.
Stigmatisation and discrimination: Experiences
of people affected by leprosy in Southern Ghana.
Lepr Rev. 2017;88(1):58-74.

Sardana K, Khurana A. Leprosy stigma & the
relevance of emergent therapeutic options. Indian
J Med Res. 2020:5(1):1-5.

Tarnoto KW, Sahar J. Strategi Mengurangi
Stigma Penyakit Kusta di Komunitas. J llmu
Kesehatan. 2020:9(1) :6-15.

Dijkstra JIR, Van Brakel WH, Van Elteren M.
Gender and leprosy-related stigma in endemic
areas: A systematic review. Lepr Re.
2017;88(3):419-40.

Sarkar R, Pradhan S. Leprosy and women. Int J
Womens Dermatol. 2016;2(4):117-21.
Prakoeswa FRS, Maharani F, Fitriah M, et al.
Comparison of IL-17 and FOXP3+ Levels in
Maternal and Children Leprosy Patients in
Endemic and Nonendemic Areas. Interdiscip
Perspect Infect Dis. 2021:8879809.

Santos SD, Penna GO, Costa M da CN,
Natividade MS, Teixeira MG. Leprosy in
children and adolescents under 15 years old in an
urban centre in Brazil. Mem Ins Oswaldo Cruz.
2016;111(6):359-64.

Van’T Noordende AT, Lisam S, Ruthindartri P,
et al. Leprosy perceptions and knowledge in
endemic districts in india and indonesia:
Differences and commonalities. PLoS Negl Trop
Dis. 2021;15(1):1-19.

Sulidah. Hubungan Pengetahuan Dan Sikap
Masyarakat Terkait Kusta Terhadap Perlakuan
Diskriminasi Pada Penderita Kusta. J Med
Respati. 2016;XI1(3):53-65.

Utami IT, Prakoeswa FRS, Lestari N, Ichsan B.
Hubungan tingkat pengetahuan dengan stigma
masyarakat terhadap infeksi HIV/AIDS di
Indonesia: Literature Review. J Kedokt Syiah
Kuala. 2023;23(1):99-107.

Dewi RK, Kusumaningrum TAI, Saputri MW,
Febriyanti D, Pebrianti S. Faktor Personal dan
Sikap Teman mengenai Tindakan Pencegahan
Dampak Penularan HIV/AIDS dengan Stigma
Mahasiswa Terhadap Orang dengan HIV/AIDS
(ODHA). J Kesehatan. 2021;14(2):184-94.



