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ABSTRACT

Background: Leprosy a chronic infectious affliction, is a communicable disease that posses a risk of permanent and progressive
disability. The associated visible deformities and disabilities have contributed to the stigma and discrimination experienced by
leprosy patients, even among those who have been cured. Aims and Objectives: 1) To assess the knowledge, attitude and belief
about leprosy in leprosy patients compared with community members. 2) To find the perceived stigma among leprosy patients.
3). To evaluate the quality of life in leprosy patients as compared to community members using WHO Quality of Life assessment
questionaire (WHOQOL- BREF). Materials and Methods: A cross sectional study was conducted at Leprosy Rehabilitation
Centre, Shantivan, Nere in Panvel Taluka, district Raigad from October — December 2009. A pre-designed and pre-structured
questionaire was used to evaluate knowledge, attitude and perceived stigma among leprosy patients and community members.
WHO Quality of life questionaire (WHOQOL-BREF) was used to assess quality of life in leprosy patients and controls. Data
analysis was done with the help of SPSS package. Result: Among the cases and control, 43.13% of cases were aware that
leprosy is an infectious disease compared to 20.69% of control. 68.62% of cases had knowledge of hypopigmented patches being
a symptom of leprosy compared to the 25.86% in control. There was overall high level of awareness about disease, symptoms,
transmission and curability in leprosy patients as compared to control. Among control group, 43.10% of population said that they
would not like food to be served by leprosy patients as compared to 13.73% in study group. It was seen that the discrimination
was much higher in female leprosy patients as compared to male leprosy patients. The mean quality of life scores for cases
was significantly lower than those for control group in physical and psychological domain but not in the social relationship and
environmental domain. The mean quality of life scores for male cases were lower in each domain as compared to male control
group but the difference was not significant except in the physical and enviornmental domain. The mean quality of life scores
for female cases were lower in each domain as compared to female control group and the difference was not significant except
in the psychological domain. Conclusions: There was a significant difference in physical domain in male leprosy patients and
psychological domain in female leprosy patients as compared with their respective gender controls. The leprosy patients were
more aware about the infectious nature of the disease, symptoms, transmission, and curability than the control group. A negative
attitude was seen towards the leprosy patients in the society.
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and discrimination experienced by leprosy patients, even
among those who have been cured.”! Because of the stigma
associated with the disease, patients sometimes delay
seeking proper care until they develop physical deformities.
The quality of life of such persons declines rapidly. Stigma
toward persons affected by leprosy and their families has
also adversely affected their quality of life due to its impact
on their mobility, interpersonal relationships, marriage
employment, leisure and social activities.!

In eatly days, leprosy patients used to be forced to leave
their home and some of them were admitted to asylums
or sanatoriums. Today, however, they remain within their
families, although they are often looked down upon and
may receive little or no support from their communities.
Much of the stigma associated with leprosy stems from
inadequate or incorrect knowledge about the disease and
its current treatment.>®l Even after nearly two decades of
excellent multi-drug therapy and remedies for reaction and
ulcers, large segments of rural population seem ignorant or
weakly motivated to seek eatly treatment. In India, many
leprosy rehabilitation centers are working for the physical,
social and vocational rehabilitation of leprosy patients.
Hence, the present study was conducted to throw light
on the quality of life of leprosy patients, their knowledge,
belief and attitude about leprosy disease as compared with
community members.

Aims and Objectives

1. To assess the knowledge, attitude and belief about
leprosy in leprosy patients compared with community
members.

2. To find the perceived stigma among leprosy patients.

3. To evaluate the quality of life in leprosy patients
compared to community members using World
Health Organization Quality of life Assessment BREF
(WHOQOL-BREF) questionnaire.

MATERIALS AND METHODS
Study design

A cross-sectional study was conducted in October—
December 2009 at the Leprosy Rehabilitation Centre,
Shantivan Nere, in Panvel taluka, District Raigad, where
leprosy patients from all over Maharashtra came for
diagnosis, treatment and rehabilitation.

Data collection

On an average, 120 leprosy patients stay with their family

at the center. The study was conducted on patients in
the center and controls selected randomly from the
surrounding area of Shantivan Nere, who were properly
matched for age, sex and occupation.

About 50% of leprosy patients were selected randomly
and their consent for the study was obtained. Patients
with debilitating disease and psychiatric problems were
excluded from the study. Thus, 51 cases were selected for
the study. These leprosy patients were compared with 58
community members (controls). Individuals with reported
history of leprosy or chronic disease were excluded from
the controls.

Instrument

A pre-designed and pre-structured questionnaire was
used to evaluate knowledge, attitude, belief and perceived
stigma in leprosy patients and community members. The
questionnaire was piloted and necessary changes were done
beforehand. In addition to the questions that examined
the socio-demographic characteristics and Knowledge,
Attitude and Practices (KAP) of leprosy, the WHOQOL-
BREF was used. This questionnaire was developed to
evaluate QOL and contains 26 items divided into four
domains: physical, psychological, social relationships and
environmental.*”! Each item uses a 5-point response scale,
with higher scores indicating a better QOL. The validity and
reliability of the Bangla version of the WHOQOL-BREF
has been previously confirmed."”

Interns were trained beforehand to conduct the interview
for leprosy patients as well as controls.

Data analysis

WHOQOL-BREF total scores and physical, psychological,
social relationships and environmental domain subscales
were compared between patients and control with the
help of SPSS.

RESULTS
Socio-demographic profile

The socio-demographic profile of the leprosy patients and
the community members in shown in Table 1. It is seen
that age, education and marital status of both the leprosy
patients and controls were comparable. Almost half of the
study group and controls were illiterate. More than 80%
of the population in both the study and control groups
was married, suggesting that leprosy is not a deterrent
for marriage.
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Table 1: Socio-demographic profile of study
subjects

Table 2: Knowledge about leprosy as a disease
among leprosy cases and controls

Socio-demographic Cases of leprosy  Controls (58) Pvalue
characteristics (51) n (%) n (%)
Age (years) 0.112
19-30 7(13.73) 4(6.90)
31-50 20(39.22) 34 (58.62)
51-80 24 (47.05) 20 (34-48)
Education 0.537
Illiterate 27 (52.94) 25 (43.10)
Primary 10 (19.61) 13 (22.41)
Secondary 09 (17.65) 8(13.79)
High school 05 (9.80) 12 (20.69)
Occupation 0.450
Laborer 11 (21.58) 11 (18.98)
Service 06 (11.76) 10 (17.24)
Farmer 17 (33-33) 25 (43.10)
Sedentary work 17 (33.33) 12 (20.68)
Marital status 0.695
Unmarried 04 (7.84) 04 (6.90)
Married 44 (86.27) 48 (82.76)
Separated / spouse left 03 (5.89) 06 (10.34)
Addiction to tobacco 21/51 (41.18) 15/58 (25.86) 0.313
H/o medical problems 11/51 (21.57) 14/58 (24.13) 0.976

Knowledge of leprosy

Table 2 compares the knowledge regarding leprosy among
cases and controls. It is seen that 43.13% of cases were
aware that leprosy is an infectious disease compared to
20.69% of the controls. 68.62% of cases were aware of
hypopigmented patches being a symptom of leprosy,
compared to 25.86% of controls. It was, however, seen
that the knowledge regarding transmission of disease was
poor in both the groups. 72.41% of the control group
and 84.31% of cases did not know the mode of disease
transmission.

41.38% of the control group was aware that leprosy is
a communicable disease, compared to the study group
(21.57%). There was a high level of awareness about the
fact that the disease is not hereditary (78.43% in the study
group and 65.52% in the control group) and that the disease
is curable (88.24% in the study group and 79.31% in the
control group).

This probably indicates that the health education provided
to the patients along with treatment has increased the
knowledge and awareness of leprosy in the cases as
compared to controls.

Attitude toward leprosy

Table 3 shows that that among the control group, 43.10%
of population said that they would not like food to be
served by leprosy patients, compared to 13.73% in the

Knowledge about leprosy disease Cases n (%) Control n (%)
Knowledge about leprosy disease
Infectious disease 22 (43.13) 12 (20.69)
Sin in the past / curse of god 08 (15.68) 03 (5.17)
Skin disease 06 (11.76) 06 (10.34)
Don't know 15 (29.41) 37(63.79)
Total 51 (100) 58 (100)
Knowledge about symptoms of leprosy
Hypopigmented patches 35(68.62) 15 (25.86)
Sensation loss 02 (3.92) o (o)
Black and white patch 10 (19.61) 07 (12.07)
Don't know 04 (7.84) 36 (62.07)
Total 51 (100) 58 (100)
Transmission of disease
Air 08 (15.69) 07 (12.07)
Water o (o) 03 (5.17)
Food o (0) 06 (10.34)
Don‘t know 43 (84.31) 42 (72.41)
Total 51 (100) 58 (100)
Communicability to other
Yes 11 (21.57) 24 (41.38)
No 40 (78.43) 34 (58.62)
Total 51 (100) 58 (200)
Knowledge about at least two symptoms
Two symptoms 32(62.75) 06 (10.34)
Only one symptom 09 (17.65) 18 (31.03)
Don't know 10 (19.60) 34 (58.62)
Total 51 (100) 58 (200)
Disease is hereditary
No 40 (78.43) 38 (65.52)
Don't know 11 (21.57) 20 (34.48)
Total 51 (100) 58 (100)
Disease is curable
Yes 45(88.24) 46(79.32)
No 06 (11.76) 12 (20.69)
Total 51 (100) 58 (100)

study group. This was found to be statistically significant.
As many as 67.24% in the control group said that either
leprosy patients should be treated separately or isolated,
which was also found to be statistically significant.

60.34% of people in the control group were against
the idea of a key post to be given to leprosy patients,
against 23.53% in the study group, which was found to be
statistically significant. Almost 82.35% in the study group
and 67.24% in the control group agreed that the patients
should be given light work.

Discrimination in leprosy patients

Table 4 shows that out of the 51 leprosy patients examined,
it was seen that though both the sexes complained of
being discriminated, the discrimination was much higher
in female patients as compared to male patients. This
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may be due to a patriarchal society where the preference
is for male sex.

Table 3: Attitude toward leprosy

Practice and attitude Casesof Controls P
leprosy (58) value
(51)n (%)  n(%)
Would you like to eat food sold by leprosy patients? 0.002

Yes 44(86.27) 33(56.90)

No 07(13.73)  25(43.10)
Would you like to treat leprosy patients separately 0.001
from other patients?

Yes 15(29.41) 39 (67.24)

No 36(70.59) 19(32.76)
Would you isolate leprosy patients from general 0.002
community?

Yes 15(29.41) 39 (67.24)

No 36 (70.59) 19 (32.76)

How do you treat leprosy patients? 0.002

As human beings 43(84.32) 32(55.18)

With pity 8(15.68) 26 (44.82)
Which work should leprosy patients do? 0.163

Light work like farming, crafting, security guard 42(82.35) 39 (67.24)

Don’t know 05(9.80) 13 (22.41)

Any work 04 (7.84) 06 (10.34)
Would you like to give surpanch post to a leprosy 0.001
patient?

Yes 39 (76.47) 23 (39.66)

No 12 (23.53) 35(60.34)

Table 4: Experience of discrimination in leprosy
patients

Experience of discrimination Males (36) Females (15)
n (%) n (%)
Child discriminated due to parent’s leprosy status 09/36 (25) 03/15 (20)
Discrimination during patient’s own schooling 03/36 (8.33) 05/15 (33.33)
Discrimination at job / work 20/36 (55.56)  11/15(73.33)
Discrimination during social functions 20 /36 (55.56)  08/15(53.33)
Discrimination by family members / relatives 11/36 (30.56) 06/15 (40)
Discrimination by society / community people 21/36(58.33) 12/15 (80)

Table 5: Mean quality of life scores by domain

Quality of life Leprosy patients (n=51)  Controls (n1=58) P value
assessed by domain  Maan score sD Meanscore  SD

Physical 14.46 1.835 15.46 2.09 0.010
Psychological 13.96 2.228 14.9 2.337  0.035
Social relationships 13.83 £4.502 14.74 2.327 0.180
Environmental 13.3 1.842 14.11 2.756 0.078

WHOQOL-BREF of patients and community
members

To compare total WHOQOL-BREF scores between two
groups, analysis of variance (ANOVA) was utilized. The
mean QOL scores for cases and controls in each domain
are indicated in [Tables 5 and 6]. Except in the social
relationship and environmental domain, the mean scores
for cases were significantly lower than those for control
group in physical and psychological domains. The mean
QOL scotes for male cases were lower in each domain as
compared to male control group and the difference was
not significant except in the physical and environmental
domains. The mean QOL scores for female cases were
lower in each domain as compared to female control
group and the difference was not significant except in the
psychological domain. The mean QOL scores for females
were significantly lower in psychological and environmental
domain as compared to male cases.

DISCUSSION

Leprosy can be seen as having psychological, socioeconomic
and spiritual dimensions that progressively dehabilitate
the affected persons who are not propetly cared for. The
emergence of multi-drug therapy has given tise to optimism
about the prospects for eliminating the disease and preventing
disability and dehabilitation.!'! Consequently, the degree of
decline in the QOL needs to be reviewed and correlated
with various socio-demographic and environmental factors,
including the ones associated with health services.

The present study revealed that the overall the QOL
of leprosy patients was lower in physical domain and
psychological domain than the control group, but a
significant difference was not found in social relationship
and environmental domain. Our findings are consistent
with the findings of the studies conducted in Tamil Nadu
and Bangladesh.'>"’)

When male leprosy patients were compared with male
controls, there was a significant difference in the physical
domain, but no significant difference was found in

Table 6: Quality of life assessed by domain in male and female

Quality of life Males P value Females P value
assessed by domain Cases (36) Controls (34) Cases (15) Controls (24)

Mean SD Mean SD Mean SD Mean SD
Physical 14.45 1.92 16.12 1.50 0.001 14.46 1.67 14.49 2.43 0.967
Psychological 14.53 2.14 15.29 1.75 0.110 12.57 1.83 14.33 2.92 0.044
Social relationships 13.361 1.92 14.96 1.55 0.232 14.93 1.35 14.40 3.23 0.551
Environmental 13.49 1.92 14.92 1.55 0.001 12.8 1.67 12.80 3.54 1.00
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other domains like psychological, social relationship
and environment. This could be because the study was
conducted in a leprosy rehabilitation center where patients
are socially and vocationally rehabilitated. This may counter
the effects of psychological and socio-environmental
factors over the QOL of leprosy patients.

For females, WHOQOL-BREF mean scores of
psychological domain were significantly lower in leprosy
patients than in control group. There were no differences
in both groups (cases and controls) with respect to other
domain like physical, social relationship and environment.
The lower scores for psychological domain may be due to
the greater discrimination against female leprosy patients
as compared to male patients by the society.

The above findings are contradictory to the findings of
the studies conducted in Tamil Nadu and Bangladesh.['>"!
Lack of accurate knowledge about leprosy in the
community could be an important factor in hindering
leprosy elimination. The present study revealed that leprosy
patients were more aware about the infectious nature of
disease, symptoms, transmission, and curability than the
control group. Our study findings are similar and consistent
with the findings of vatious studies.!"*"?!

In the present study it was found that more than half the
population in the control group was of the opinion that
leprosy patients should be treated separately and must be
isolated. Thus, it is seen that there is still a negative attitude
toward leprosy patients in the society. Similar results were
obtained in a study conducted in Andhra Pradesh.!"’!
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