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ABSTRACT

Background: Leprosy still remains an important public health problem in India. Though effective treatment is
available, but delay in diagnosis and seeking treatment often results in patients presenting with deformity and
disability affecting their quality of life. This study aimed to evaluate the quality of life of leprosy patients with grade-
1 or above disability and to identify certain factors affecting QOL.

Methods: A cross-sectional study was conducted at the Government Leprosy Hospital in western Maharashtra using
the WHO quality of life assessment questionnaire, WHO-QOL (BREF).

Results: In the assessment of QoL, the lowest rating was observed in the social domain, and the highest was observed
in the environmental domain. Males had better QOL scores in all domains as compared to their female counterparts.
The internal consistency of WHOQOL-BREF was acceptable to the facets and domains.

Conclusions: Leprosy not only causes physical suffering but also impacts bodily image, leading to low confidence,
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ostracization from family and society, as well as economic deprivation, leading to poor quality of life.

INTRODUCTION

Amongst the communicable diseases, leprosy is still
prevalent in different parts of the world, particularly
affecting the developing and underdeveloped countries.
Though India had achieved elimination status (prevalence
rate <1/10000) more than a decade ago, the prevalent
cases keep occurring despite having adequate therapy for
the disease. As per reports received, only 2 states are yet
to achieve elimination status (Chhattisgarh and the Union
territory of Dadra and Nagar Haveli) in India.! Leprosy is
a chronic, granulomatous, infectious, and contagious
disease caused by the bacterium Mycobacterium leprae,
primarily affecting the skin and peripheral nerves.? The
highest morbidity is associated with reactional states and
neural involvement due to the disease, which can cause

physical incapacities and deformities, resulting in
disability, moreover leading to rejection behaviours and
discrimination against the patient, with eventual
ostracization from society due to the stigma attached to it.
Besides the physical aspects, disabilities may also
predispose people to developing psychological, economic
and social problems in the form of marital disharmony,
unemployment, and lack of family and interpersonal
relationships. The quality of life of people affected by
leprosy may therefore be compromised due to
impairments that restrict their daily functioning in
productive activities, as well as participation restrictions
arising from a disabling environment.>* This study, thus,
attempted to assess the quality of life of the people with
leprosy-related residual impairment and disability, as well
as socio-demographic factors affecting the quality of life.
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Assessments of the quality of life at periodic intervals are
therefore desirable to guide future programmes and
policies intended to achieve the well-being of patients.

METHODS

It was a cross-sectional study. The present study was
undertaken with the objectives of determining the quality
of life and the factors affecting the quality among people
affected by leprosy (PAL) with grade 1 and above
disability secking treatment at a government Leprosy
Hospital and Rehabilitation tertiary care centre in western
Mabharashtra.

Sample size calculation and sampling technique

The mean score of quality of life was obtained from a
review of the literature.>® Sample size was calculated to
estimate 95% confidence interval for mean for various
domains of quality of life (QOL) using WHOQOL-BREF
scale with absolute error of margin of 0.5 and finite
correction (n=150), the minimum required sample size
came out to be 101. All registered new/old patients (both
men and women), 18 years of age and above, with grade
1 or above deformity seeking treatment and among them
who gave consent were studied. A total of 150 patients
were registered during the period of study.

Data collection

After obtaining clearance from the institutional ethical
committee, the dataset was collected by personally
visiting the hospital during both OPD hours as well as
visiting the wards at the hospital regularly during the
period of study (January-June 2025). Data was collected
using an interview technique using a pre-tested structured
questionnaire for collecting the socio-demographic details
of all the participants (both women and men) who agreed
to participate in the study and gave consent. Data was
also collected on information on leprosy, like the type of
leprosy at the time of diagnosis, family history of leprosy,
surgeries experienced due to leprosy and disability due to
leprosy. The inclusion criteria included those who were
above 18 years of age with grade 1 and above disability
and without any mental disturbances, and gave consent.
Thus, the dataset was collected from 101 patients. Quality
of life (QOL) information was collected using the
instrument WHOQOL-BREF. This questionnaire consists
of 26 questions, two general questions, and the remaining
24 encompass four domains: physical, psychological,
social relations and environment. Each item uses a 5-
point response scale, with higher scores indicating a
better QOL.

Data analysis
Data was analysed using SPSS24. Descriptive statistics,

including proportions, measures of central tendency and
measures of dispersion, were used to describe the data. To

compare total WHOQOL-BREF scores between two
groups, analysis of variance (ANOVA) was utilized.

RESULTS
Socio-demographic profile

The present study was carried out among 101 leprosy-
affected persons seeking treatment at leprosy shows,
showing the mean age of the study participants to be
60.96+12.89 years, with the majority, 60 (59.4%),
belonging to the age group of 60-79. The majority of
them were males, 70 (69.3%). The illiteracy level in the
study subjects was about 56(55.4%), with all participants
being unemployed currently.

Table 1: Socio-demographic details of study
participants.

Socio-demographic variables Number %

Sex Male 70 69.3
Female 31 31
Unmarried 21 20.8

) Married 41 40.6

ls\f;::al Divorced 12 11.9
Separated 10 9.9
Widowed 17 16.8
Illiterate 56 554
Primary 32 31.7

Education Middle school 08 7.9
High school and 05 495
above

Type of Paucibacillary 80 79.2

Le.p“’sy 3t Multibacillary 21 208

iagnosis

Duration <15 years 29 28.7

since disease 16-30 years 45 44.6

diagnosis 31-45 years 27 26.7
One or both hands 08 7.9
One or both feet 22 21.8

Site of Hands and feet 60 504

deformity both
Eyes, hands and

feet 11 10.89
Surgery Yes 66 65.3
undergone
due to No 35 34.7
leprosy

Information on leprosy revealed that 80 (79.2%) were of
multibacillary type (>5 patches) at the time of diagnosis.
The mean duration since the diagnosis of the disease of
the study participants was 23.58 years, and about 3/4% of
the study participants had no family history of leprosy.
The majority of participants had grade-2 disability (99%),
with the majority (59.4%) having deformity of both hands
and feet (Table 1).
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WHO-QOL (BREF) score

QOL scores were assessed using the WHOQOL BREF
(Table 2). The mean domain scores of the various
domains were computed, and it was as follows: physical
domain 20.37+£3.80, psychological domain 17.66+3.88,
social relationship domain 7.366+2.31 and environment
domain 22.71+491. The overall QOL score was
calculated using the sum of the responses, and the mean
overall quality of life was found to be 16.86+3.30.
Association between various socio-demographic variables
and QOL domain scores is depicted in Table 3.

Table 2: Mean score of different QOL domains among
study participants.

QOL domains Mean+SD

Physical domain 20.37+3.80
Psychological domain 17.66+3.88
Social domain 7.36+£2.31

Environmental domain 22.71+4.97
Overall QOL 16.86+3.30

Table 3: Comparison of sociodemographic variables with the various domains of quality of life.

of life domains

Socio-demographic Physical Psychological Social Environmental Overall QOL
iabl
variables Mean SD P Mean SD P Mean SD P Mean SD P Mean SD P valug¢
value value value value
2039  20.67 3.64 17.67 3.60 8 2.44 2222 5.56 17.13  3.04
40-59 2092 493 1743 4.95 763 253 2325 588 17.12 3.81
Agevears) — oo 2020 357 020 1777 3ea 0080 71 220 0610 o aes 09 Tig7s 330 09%
80-99 18.14 3.02 1743 2.82 771 149 21.86 4.45 1628 1.66
M 2053 4.03 17.94 435 757 245 2291 551 17.03 3.1
22 F 1972 324 932 1706 259 92 eo1 192 U1 08 356 09 Tjeag 219 0448
U 1935 3.58 1695 3.39 6.60 2.8 2035 423 IS8 242 o
Marial M 20.85 401 0407 1810 431 0817 7.60 243 0040 2290 584 17.13 408
st;:sa S 2025 3.85 17.93  5.00 819 253 24.63 428 1746 3.09
w 1843 151 16.86 1.57 543 976 21.86 2.85 15.64 643
D 2075 4.05 1750 2.87 769 192 23.63 3.81 1739  2.63
ill 1929 3.46 17.02 322 688 202 2191 408 16.11 2.86
P 2110 3.27 17.90 445 765 245 2287 5.62 1723 333
Education =\ 2000 1659 292 1788 a61 093 g0 202 %% Touiz s 0192 g0 3q7 0008
H 25.60 4.56 22.80 3.03 10.67 1.52 29.00 6.40 2095 3.42
Typeof  PB 2052 420 19.05 423 833 251 2405 5.52 1776 3.73
leprosy MB 2020 371 "7 1730 373 097 00 220 9% 036 470 M1 Teer 316 0192
Disease <15 2062 3.97 17.04 379 797 250 23.03  5.08 1701322 o
duration | 16-30 19.80 3.56 0547 1745 3.46 0285 693 206 0.172 21.69 425 0132 1626 322
(vears) 31-45 20.67 4.04 18.63 4.54 741 243 2407 572 17.69 3.43
One/both 5, 78 454 1911 3.85 811 242 2552 5.76 1880 3.83
hands
g‘;f”’"th 20.55  3.82 17.68  3.59 709 232 23.09 539 17.10  3.07
Site of
deformity  11ands 2024 365 97 1778 413 OB 763 234 0% 5300 4s9 0006 jogp 334 0018
and feet
Eyes,
feetand  17.60 245 1560 2.41 560 966 17.90 242 1417 1.00
hands
History Yes 2033 3.79 17.68 3.97 742 216 2288 486 0637 1693 330
surgery  No 2015 387 088 T 375 992 o o6 0710 To3g o3 1671 335 70

Sex-M-male, F-female, Marital status-U-unmarried, M-married, S-separated, W-widowed, D-divorced, Education-ill-Illiterate, P-primary school, M-
middle school, H-high school and above. Type of Leprosy: PB-Paucibacillary, MB-Multibacillary.

Higher scores were observed among males under all
domains compared to those in females; however, the
differences were marginal. Social domain scores were
lower in both males and males, however, no significant
association was observed between gender and QOI under
any domains. No statistically significant association was
found between different age groups under any of the
domains; however lowest score was observed among
aged participants. Overall QOL scores were found to be
lowest among illiterates and highest among high school
graduates and above. A statistically significant

association among different education groups was found
under the physical domain, psychological domain, social
domain and overall QOIl (p<0.05). Among the leprosy-
affected persons, the presence of a disability had an
adverse effect on the overall quality of life. Those who
had deformity of eyes, hands and feet combined together
had the lowest QOL scores, and a statistically significant
association among different sites of deformity group was
found under the physical domain, social domain,
environmental domain and overall QOL (p<0.05).
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DISCUSSION

Our study showed social domain scores were lowest
among all the scores. The social domain reflects how
people are with their personal relationships, sex life and
social support from family and friends.” It may be due to
the fact that families which are poor may be forced to
spend most of their income on providing support to
people with disability if they don’t have their own
income, and in doing so, valuable income-generating time
is spent to help this person in performing daily life
activities. In spite of the presence of deformities, the
physical domain score in our study was found to be high
and is similar to a study conducted by Mankar et al,
whereas a study in Brazil reported the lowest score in the
physical domain.*® This might have been because the
majority of the participants in our study were diagnosed a
long time ago. Living with the disease over the years,
people might have learnt to overcome their obstacles in
the physical component and could have adapted to the
existing environment. Studies conducted by Centre et al
and Brouwers et al had findings similar to our study, with
the highest score in the environmental domain and the
lowest score in the social domain.> In the current study,
no association was found between different age groups in
relation to physical, psychological, social and
environmental domains. Studies conducted by Costa et al
and Bello et al had similar findings to our study.®!°
However, study conducted by Geetha et al showed a
significant association between age groups and quality of
life scores, which is contrary to our results.!! The current
study showed a statistically significant association among
different levels of education within all the domains. The
participants who had studied high school and above had a
better overall QOl mean score, while participants who
were illiterate had the lowest QOIl mean score. Similar
study findings were reported by Kumar et al and Leite et
al in their study.>'? In the current study overall QOL
score was found to be highest among those who had
deformity of one or both hands and lowest among
participants with deformity of hands, feet and eyes and
the association was found to be statistically significant
under different domains.

CONCLUSION

The present study discussed about the quality of patients
of leprosy with disability. The various socio-demographic
variables, such as age, education, and marital status, had
an overall influence on the quality of life. With regard to
the quality of life, the highest level of dissatisfaction was
observed under the social domain. Early diagnosis and
treatment will consequently help in reducing the burden
of patients presenting late with disability. Socio-economic
rehabilitation in the form of providing employment
opportunities as well as helping them to get back to their
family life will consequently boost their morale,
confidence and help them to improve their quality of life.
Moreover, IEC activities are of equal importance in

creating awareness pertaining to the disease in both
patients and the community.
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