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Abstract

The present study concerns psychological aspects of leprosy-afflicted patients.
The purpose is to examine the perceived stigma, internalised stigma, self-esteem
and social participation of the patients. In view of the above, the present paper is
a primary survey based study on 262 (55 women and 207 men) aged 18-75 years
leprosy-affected patients undergoing treatment in and around Kolkata. The main
aim of the present paper is to look into the impact of leprosy on stigma, self-esteem
and participation of patients in the society. Apart from calculation of descriptive
statistics, the study undertakes t test for differences in means for independent
sample. The results show that stigma, self-esteem and participation of the leprosy
patients are affected by the gender of the patients, type of leprosy, place of stay,
caste and visibility of the symptoms of the disease.
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Introduction

Leprosy, a chronic infectious disease had always terrified humanity
since time immemorial. With advancement in Science, cure has
been found for this debilitating disease but still 9527 new cases of
leprosy were reported in India during 2017-2018 (National Leprosy
Eradication Programme, 2017-18). In 1948, Dr. Earnest Muir wrote
that leprosy was the most dreaded disease —ironically, not because it
kills, but rather, because it leaves its victims alive (SVICLITTLE, 2013).
Leprosy is considered as a social disease more than a physical one. It is
one of the oldest diseases, and possibly the most dreaded. It has caused
social stigma and ostracism unrivaled by any other disease, worming
its way into human religions, literature, art, and society (Dogra,
2013). Stigma is typically 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 (National Leprosy Eradication
Programme, 2016 )

Three kinds of stigma associated with leprosy-affected persons
have been described. Enacted stigma denotes actual occurrences
discrimination (e.g. divorce, denying someone access to public
transport) or negative behavior (e.g. gossiping) (National Leprosy
Eradication Programme, 2016 ). Studies have reported that leprosy
patients experience unsympathetic reactions, discrimination, insults,
hate, avoidance, abandonment or rejection from their families, spouses
and society members (Arachchi et al., 2017; Das et al., 2015).

Felt stigma refers in particular to the negative attitudes the community
felt or perceived by those with a stigmatized condition. Internalized
(or self-) stigma refers the way people who are (or perceive themselves
to be) at the receiving end of stigma. (National Leprosy Eradication
Programme, 2016 ). Internalized stigma (self stigma) is also defined
as outcome of a subjective process embedded within a socio-cultural
context which may be characterized by negative feelings about
oneself, maladaptive behaviour, identity transformation or stereotype-
endorsement regarding self resulting from an individual’s experiences,
perceptions or anticipations of negative social reaction on the basis
of their health or other condition (Livingston and Boyd, 2010). This
usually includes reduced self-esteem (“I am no good”; “no one will
want to marry a person affected by leprosy like myself”), hopelessness
(“I can no longer do anything”) and some times feelings of guilt or self-



An Exploratory Study on Stigma, Self Esteem and Social Participation... 683

blame related to the stigmatized condition (“ it is probably my own
fault that I have developed leprosy”) (National Leprosy Eradication
Programme, 2016). A study doneby Van Brakel et al. (2011), interviewing
31 leprosy patients found that they commonly reported self-stigma,
embarrassment and secrecy.

Institutional stigma is stigma or discrimination which is a part of
institutional arrangements or policies. This would include separate
clinicarrangements for people affected by leprosy, mentalillness or HIV/
AIDS, insufficient arrangements for confidentiality, laws sanctioning
divorce or social exclusion on the basis of a health condition eg. Lepers
Actof 1898 (National Leprosy Eradication Programme, 2016). Steps have
been taken for the repeal of discriminatory laws and Report 256 which
advocated several new measures to end the discrimination. Report
No.256 which contains the EDPAI bill (Eliminating Discrimination
Against Persons Affected by Leprosy) submitted to the parliament last
year recommends improving lives of people suffering from leprosy
e.g. raising awareness of leprosy, access to education and employment,
land rights and other benefits (The Leprosy Mission, 2019).

Stigma of leprosy can have a profound effect on the self-esteem and
self worth of the leprosy patients. Self- esteem reflects a person’s
overall subjective emotional evaluation of his or her own worth. It is a
judgment of oneself as well as an attitude toward the self. Self-esteem
encompasses beliefs about oneself, as well as emotional states, such
as triumph, despair, pride, and shame (Hewit, 2009). Recent studies
confirmed that leprosy patients reported of having low self-esteem.
They felt ashamed, embarrassed, experienced anxiety, guilt and
suicidal thoughts because of leprosy (Das et al., 2015; Eyanoer, 2018;
Van Brakel et al., 2011). Augustine et al. (2012) reviewed literature and
stated that self-perceived stigma often impaired self-perception and
reduced self-esteem. Sometimes a person’s sense of wellbeing and
their self worth are linked with the ability to find jobs and their income
generation. Unemployment and difficulty in finding jobs were found
to be associated with higher perceived stigma attached to the disease
(Kaehler, 2015; Van Brakel WH, 2012), which in turn leads to lack of self
esteem among the patients.

The accompanied stigma and resultant lowered self-esteem may
lead to decreased social participation and social exclusion among
the leprosy patients. Social participation is referred to as a person’s
involvement in activities providing interactions with others in society
or community (Levasseur et al., 2010). Social participation is related to
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activities like travelling in public transport, holding discussions, taking
part in family festivities and rituals (wedding, funerals, religious
festivals) employment, conducting business, helping others, visiting
friends, relatives or public places etc. (Levasseur ef al., 2010; Lusli
et al., 2015). Studies have found that leprosy patients suffer from major
participation restriction in his/her community because of the stigma
attached to leprosy (Arachchi ef al., 2017; Marahatta et al., 2018; Nardi
etal.,2011). In India, considerable perceived stigma, internalized stigma
and barriers to social participation were experienced by the leprosy-
afflicted patients (Rensen ef al., 2011). Eyanoer, (2018) and Geetha
et al. (2015) in their study confirmed that the adult leprosy patients
presented problems in mobility, interpersonal relationships, marriage,
employment, leisure activities and social attendance and even seeking
health care due to the associated stigma of leprosy. Sometimes, leprosy
patients tend to become ashamed possibly due to deformity and
negative perceptions and misbeliefs of people about the disease. Hence
concealing the disease, avoiding the questions regarding the disease, at
times even telling lie for the fear of disclosure, getting socially isolated
and skipping social contacts were identified as most common types of
coping methods (Adhikari, 2013a; Arachchi et al., 2017). Neighbours
avoided sitting with the leprosy patients after diagnosis/disclose of
the disease and most patients did not visit neighbour’s home due to
their rude behaviours (Verma et al., 2010). Van Brakel et al. (2011) in
their research termed people affected by leprosy as a forgotten group
with a high social burden due to low self-esteem and reduced social
participation.

Based on the above premise, the present study aims to find the
differences in perceived stigma, internalized stigma, self-esteem and
social participation due to demographic, economic, health of Leprosy
patients in West Bengal.

Objectives

1 Tolook into the differences in perceived and internalized stigma of
leprosy patients due to demographic, economic, health and other
variables.

2 Tolook into the differences in self-esteem of leprosy patients due to
demographic, economic, health and other variables.

3 To look into the differences in social participation of leprosy
patients due to demographic, economic, health and other variables.
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Methodology
Hypotheses

1

10

11

There is no difference in perceived stigma, internalized stigma,
self-esteem and social participation of the male and female leprosy
patients.

There is no difference in perceived stigma, internalized stigma, self-
esteem and social participation of the Hindu and Muslim leprosy
patients.

There is no difference in perceived stigma, internalized stigma, self-
esteem and social participation of the upper caste and backward
castes leprosy patients.

There is no difference in perceived stigma, internalized stigma,
self-esteem and social participation of the married and unmarried
leprosy patients.

There is no difference in perceived stigma, internalized stigma, self-
esteem and social participation of the literate and illiterate leprosy
patients.

There is no difference in perceived stigma, internalized stigma,
self-esteem and social participation of the rural and urban leprosy
patients.

There is no difference in perceived stigma, internalized stigma,
self-esteem and social participation of the leprosy patients coming
from joint or nuclear families.

There is no difference in perceived stigma, internalized stigma, self-
esteem and social participation of the multi-bacillary and pauci-
bacillary leprosy patients.

There is no difference in perceived stigma, internalized stigma,
self-esteem and social participation of the leprosy patients whose
lesion are concealed and those whose lesions are visible.

There is no difference in perceived stigma, internalized stigma,
self-esteem and social participation of the leprosy patients who are
diagnosed early or late.

There is no difference in perceived stigma, internalized stigma,
self-esteem and social participation of the leprosy patients coming
from different socio economic status.
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The sample

The target population of this study were leprosy afflicted adult patients
in West Bengal. The sample was drawn randomly using simple random
sampling technique. The sample comprised of 262 leprosy afflicted
patients (55 women; 207 men aged between 18 years and 75 years)
hailing from different areas of West Bengal. The patients were under
treatment in The School of Tropical Medicine and Leprosy Mission of
Kolkata from May 2016 to May 2018.

Procedure

The study sample comprised of people affected by leprosy who were
undergoing treatment for leprosy, leprosy reactions, ulcers and or
disability. All willing participants who visited the hospital and mission
between the periods of May 2016 to May 2018 formed a part of the
study. A prior verbal consent was taken before collection of the data.
Each subject was made to understand the purpose of the study and
a good rapport was established before collecting the data. They were
assured about the confidentiality of their response and allowed the
patients to answer at their own pace. Any important remarks were
noted down. They were interviewed using a questionnaire containing
socio-demographic characteristics (age, sex, religion, caste, education,
marital status, occupation, type of family, education level of family
members, monthly income and expenditures of the family, place of
residence and so on) and type of leprosy and clinical presentation of
leprosy (ulcer, disfigurement, reaction and deformity). In addition, the
EMIC scale questionnaire was asked to each participant to elicit illness
related perceptions, beliefs and the practices by family members,
neighbours, relatives and friends. ISMI questionnaire was used for
measuring internalized stigma. Participation scale and Rosenberg self-
esteem scale was used to look into the social participation and self-
esteem of the patients respectively. It has to be mentioned here that all
these standard scales were adapted in colloquial Bengali language with
a pilot sample of 150 patients (Siddiqi et al., 2016).

Results

Analysis of the data was conducted using SPSS version 20.0. It is seen
in the present sample 79% are male and 21% females. The age of the
sample ranges from 18 years to 75 years. The mean age is 42.40 years
with SD 14.64 years. 79.4% of the samples are Hindus while 20.6% are
Muslims. 37% 0f the sample belongs to rural areas while 63% are from
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urban areas. 76.7% of the sample comes from nuclear families while
26.3% are from joint families.

Next we conduct the t test for equality of means for the independent
variables gender (Males-Females), religion (Hindu-Muslims), caste
(Upper-Lower), place of residence (Rural-Urban), education (literate-
illiterate), marital status (married-unmarried), type of leprosy (multi
bacillary —paucibacillary), diagnosis (early-late), visibility of the
external symptoms of the disease (visible-concealed), socio economic
status (middle-lower) etc. for the dependent variables externalized
stigma, internalized stigma, self-esteem and participation of the
leprosy patients. Firstly, we conduct the Levene’s test for equality of
the variances of the dependent variables. The p-value of Levene’s test
comes at p <0.001 -- i.e., p very small for all the independent variables.
So we reject the null of Levene’s test and conclude that the variance of
the independent variable (like gender) males is significantly different
than that of females. Similarly the Levene’s test is repeated for all the
independent variables like (religion: Hindu Muslims), Family (Joint
Nuclear) etc. In all the cases we find the p-value of Levene’s test is
comes at p <0.001 or 0.000. This tells us that we should look at the equal
variances not assumed row for the t-test and corresponding confidence
interval results.

Discussion

In the table 1, we see that for independent variable gender, the t value
for EMIC comes at 0.440 with level of significance 0.000. Since p <.0001
is less than our chosen significance level @ = 0.05, we can reject the
null hypothesis, and conclude that the mean externalised stigma for
the males and females are significantly different at 95% confidence
interval. This is in tandem with studies by Mankar et al. (2011) and
Sarkar and Pradhan (2016), which showed that perceived stigma is high
among female leprosy patients than their male’s counterpart. Also, for
independent variable gender the t value for Internalised stigma ISMI
comes at 0.321 with level of significance 0.000 so we conclude that the
mean ISMI for the males and females are significantly different at 95%
confidence interval. These echo the finding by John et al. (2010) stating
that 60% women leprosy patients hid their disease. Again, in areas of
self-esteem RESES, it was found that the self esteem of males and female
leprosy patients were significantly different. The significant difference
may be because females experience more guilt and embarrassment
and the desire to die or attempted/ considered suicide (Thorpe, 2017).
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Lastly, the t value for the social participation scale comes at 2.34 with
level of significance 0.000, which means that the mean scores for the
males and females are significantly different at 95% confidence. In
our study women were more isolated from all activities than men.
Congruent with our results, other researcher have found that as soon
as they knew that they had contracted leprosy especially multibacillary

Table 1: Independent sample t test for equality of means

Emic* Ismi* Rses* Ps*
Variables Sig ) . )
t (two t sig t sig t sig
tailed)
Gender 0.440 0.000 0.321 0.000 1.79 0.000 2.34 0.000
(Male/ Female)
Religion 0.89 021 0.076 0.76 0.764 0.86 0.321 1.06
(Hindu/Muslim)

Caste (General/SC & ST/ 0.236 0.000 1.306 0.000 0.306 0.000 0.306 0.000
OBC)

Marital Status 0.470 0.06 0.440 0.06 0.440 0.06 0.440 0.06
(Married/Unmarried/

Divorcee, Separated/

Widow)

Education 189 0126 189 046 0.89 0.000 0.89 0.096
(Literate/ primary level/ HS
and above)

Place (Rural/Urban) 2.306 0.000 3.306 0.000 0.346 0.000 0.306 0.000
Family (Nuclear/ Joint) 1.440 0.16 0540 056 0.440 0.06 0.440 0.46

Type of Leprosy 0.89 0.000 0.409 0.000 0.89 0.000 1.89 0.000
(Multibacillary /
Paucibacillary)

Physical symptoms of the ~ 0.356 0.000 0.316 0.000 0.306 0.000 0.306 0.000
disease

(Visible/ Non Visible)

Diagnosis of the disease 0.450 0.25 0.440 0.17 0440 0.27 0.440 0.09
(Early and Late Diagnosis)

Socio- Economic Status

(Middle/ Low) 1.89 0.16 0.819 0566 0.89 0.116 0.349 0.54

a=0.05

EMIC: Explanatory Model Interview Catalogue
ISMI: Internalized Stigma Of Mental Illness
RSES: Rosenberg Self Esteem Scale

PS: Participation Scale
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leprosy with visible disabilities, these women stayed in the house as
much as possible, stopped going to school, avoided being seen when
someone came to their house, paid few visits to relatives and friends and
even remained aloof from their family members due to fear of infection
(Ramasamy, 2018; Thorpe, 2017). Thus hypothesis 1 is totally rejected.

Leprosy has been a health issue in India since early civilization. For
independent variable religion, the t value for EMIC comes at 0.89 with
p < .21 which is more than our chosen significance level a = 0.05. It
means that the mean externalised stigma for Hindus and Muslims are
not significantly different at 95% confidence interval. Thus we accept
the null hypothesis. For Internalised stigma ISMI, the t value comes at
0.76 with level of significance 0.76, which is greater than our chosen
significance level @ = 0.05, so we can accept the null hypothesis. It was
found that there was no significant difference in the internalized stigma
of Muslim and Hindu leprosy patients. For religion the t value for
self-esteem RESES comes at 0.764 with level of significance 0.86 so we
can accept the null hypothesis, as the mean self-esteem scores for the
Hindus and Muslims are not significantly different at 95% confidence
interval. Lastly, for independent variable religion, the t value for social
participation PS comes at 0.321 with p < 1.06 Thus, we can accept the
null hypothesis at 95% confidence interval for social participation.
Thus hypothesis 2 is totally accepted.

Ones caste status can be a broad indicator of the nature, the extent of
handicap and acceptance in the family and society. For the independent
variable caste, the t value for EMIC comes at 0.236 with p< .0001 less
than our chosen significance level a = 0.05. Thus the present study
indicates significant differences between upper caste and backward
caste leprosy patients. Upper caste (general caste) experienced fewer
stigmas than their counterpart as found from our study, however
according to a recent research, higher perceived stigma was found in
both higher caste group and the lower caste group (Adhikari ef al., 2013
b). The t value for ISMI comes at 1.306 with level of significance 0.000.
It was found that the mean ISMI for the upper caste and backward
castes are significantly different at 95% confidence interval. The t
value for self-esteem RESES comes at 0.306 with level of significance
0.000, which means that there is a difference in the self esteem of
upper caste and backward caste leprosy patients. Lastly, the t value for
social participation PS comes at 0.306 with level of significance 0.000.
A significant difference was observed between the mean scores of the
upper caste and backward castes leprosy patients. Interestingly no
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research has been done to reaffirm our findings. Thus hypothesis 3 is
totally rejected.

In Indian society marriage is considered very important and for
independent variable marital status, the t value for EMIC comes at
0.470 with level of significance 0.06, showing that there is no difference
in the perceived stigma scores of married and unmarried leprosy
patients. However, few studies found that leprosy disease affected the
marital status of leprosy patients in several ways for example having
no intercourse for a year when under treatment, sleeping on separate
beds, abandonment and sexual abuse by husband and divorce. (Sarkar
and Pradhan, 2016; Thilakavathi et al., 2012; Van't Noordende et al.,
2016). Also, the t value for Internalised stigma ISMI comes at 0.440 with
level of significance 0.06 which shows that there is not much difference
between married and unmarried leprosy patients regarding the stigma
of leprosy. Our findings contradicts with a study by Seshadri et al.
(2015) which confirmed that over 40% of unmarried patients faced
matrimonial difficulty due to leprosy. As for self-esteem RESES variable
and social participation PS variable also, the level of significance were
more than our chosen significance level a = 0.05 so we can accept the
null hypothesis. So hypothesis 4 is totally accepted

Next for independent variable education, the t value for EMIC comes
at 1.89 with level of significance 0.126. Since p <.0.126 is more than our
chosen significance level a = 0.05, we have to accept the null hypothesis.
In the case of the present data, the researchers did not find any significant
difference between literates and illiterates mean externalized stigma.
However, researches have correlated low education with greater
stigma (Adhikari et al., 2014; Kaehler, 2015; Sinha et al., 2010). Also,
there was no significant difference observed between the mean scores
of literates and illiterates in the area of internalized stigma. So the
null hypothesis will be accepted. Surprisingly, in our study there is
a significant difference in the self-esteem (p < 0.000) of illiterate and
literate leprosy patients. Knowledge regarding leprosy, its causes,
transmission and treatment among the literates might be a reason for
their higher self-esteem. Lastly, for independent variable education,
the t value for social participation PS comes at 0.89 with p < 0.096. So,
we can accept the null hypothesis at 95% confidence interval for social
participation. Thus hypothesis 5 is partially accepted. The restriction in
social participation was worse for patients who did not attend school
or had no more than two years of formal education (Nardi et al., 2011).
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In our study, it was found that there were significant differences in the
stigma (perceived stigma at 2.306 with level of significance 0.000 and
internalized stigma at 3.306 with level of significance 0.000) of leprosy
patients residing in rural and urban areas of West Bengal. Similarly
scores of dependent variables self esteem and social participation (p <
.0001) have also shown significant urban and rural differences. Thus
hypothesis 6 is totally rejected.

Next for the independent variable types of family, the t value for
EMIC comes at 1.440 with level of significance 0.16. Also t value for
Internalised stigma ISMI comes at 0.540 with level of significance 0.56.
Asthelevel of significance for both variables are greater than our chosen
significance level a = 0.05, we can accept the null hypothesis, stating
significant differences were not observed in our study. Again, the t
value for self-esteem RESES comes at 0.440 with level of significance
0.06 and the t value for social participation PS comes at 0.440 with p
< 0.46. As no significant differences were observed in self esteem and
social participation of patients belonging to nuclear and joint family so
hypothesis 7 is totally accepted.

Leprosy can be classified into Paucibacillary leprosy (PB) and
Multibacillary leprosy (MB) on the basis of their symptoms. Patients
suffering from Multibacillary leprosy have more skin lesions and
greater nerve damage which might result in deformity if the treatment
is delayed. Hence the stigma (perceived and internalized) is higher
among patients suffering from Multibacillary leprosy. In our study
scores of both perceived (p< .0001) and internalized stigma (p< .0001)
were significantly different for Paucibacillary and Multibacillary
leprosy patients. The patients suffering from Multibacillary leprosy
have to consume MDT for a year as opposed to 6 months treatment
of Paucibacillary patients. MDT for Multibacillary leprosy includes
Clofazimine, which leads to discolouration of the skin apart from other
side effects. Thus it might be a reason for patients of multi bacillary
leprosy tohavelow self-esteem and participation restrictions. Significant
differences were observed by Paucibacillary and Multibacillary patients
in the areas of self-esteem and social participation as seen from table 1.
Thus hypothesis 8 is totally rejected.

Stigma leads people to conceal early signs of the disease, which
results in more significant disability. Our findings lend support to
this fact. In our study, both perceived and internalized stigma’s level
of significance were less than a = 0.05, hence there were significant
differences in the dependent variable stigma for the patients whose
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lesions are concealed and whose lesions are visible. Present findings
are buttressed by those of prior researches for example, Adhikari et al.
(2014); Nagaraja et al. (2011); Nardi et al. (2011) stated that deformities,
disfigurements and ulcers were a major reason for stigma association
with the disease, in majority cases. Similarly, the scores for Self Esteem
and social participation also shows a significant difference among
patients whose lesions are concealed and whose lesions are visible.
This outcome echoes those of Bense ef al. (2013); Nardi et al. (2011) and
Singh et al. (2009) where it was found that patients with external visible
lesions are less socially active. Participation of people with disabilities
is often affected by stigma (Adhikari et al., 2013 b; Adhikari et al., 2013a;
Adhikari et al., 2014; Brouwers et al., 2011; Lusli et al., 2015). The more
severe the level of deformity of leprosy afflicted person; extreme is the
level of participation restriction among them. Outcomes of a study by
Heeren et al. (2014) indicated that people with disabilities in particular
still suffer from felt stigma and discrimination. Thus hypothesis 9 is
totally rejected.

Stigma of leprosy leads to delayed diagnosis and treatment, which
leads to development of physical disabilities and deformities. In our
study, no significant difference was found in the perceived stigma (p <
0.25) of early and late diagnosed leprosy patients. Next for Internalised
stigma ISMI, the t value comes at 0.440 with level of significance 0.17.
Hence, there was no significant difference in the internalized stigma of
early and late diagnosed leprosy patients. Although in the past, other
researchers have also correlated presence of visible impairment with
greater stigma like Boku et al. (2010), Nagaraja et al. (2011), Singh et al.
(2009) Similarly there were no differences in the self esteem (p < 0.27)
and social participation (p < 0.09) of early and late diagnosed leprosy
patients, although a study by Singh et al. (2009) shows contradicting
results. Thus hypothesis 10 is totally accepted.

Socioeconomic status is the social standing or class of an individual
or group. It is often measured as a combination of education, income
and occupation. (American Psychological Association, 2019). For
socio-economic status variable, no significant differences in stigma
(perceived and internalized), self esteem and social participation were
found among leprosy patients belonging to lower and middle socio-
economic status. Thus hypothesis 11 is totally accepted. However,
several studies have shown that the lower the socio-economic status of
leprosy afflicted person; extreme is the level of participation restriction
among them. (Nardi et al., 2011; Singh et al., 2009)
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Conclusion

Thus from the present research it was concluded that stigma
(internalized and perceived) influenced the life of the leprosy
patients to a large extent. Men clearly outnumbered women in our
sample because leprosy affected women tend to avoid diagnosis and
treatment due to greater fear of social exclusion than men. They lack
information about the symptoms of leprosy and come for treatment
after their symptoms become worse. Once they start medication, they
should be motivated to complete treatment without any delay. Regular
counselling of patients and emphasizing the importance of timely
check-up and consequences of discontinuity of medication can prevent
formation of further deformity. There were significant differences in
the stigma, self-esteem and social participation of patients living in
rural and urban areas, higher caste and backward caste, multibacillary
and paucibacillary suffering patients and those with visible deformity
or lesions.

There is a felt need to sensitize the rural and illiterate masses about
symptoms and treatment and the social and emotional problems
related to leprosy through television programmes, health education
campaigns, banners, street plays and newspaper articles to reduce
stigma attached to leprosy. Leprosy should be considered as any other
disease and family and society should encourage leprosy patients to
have normal social and stigma free lives.
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