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LEPROSY DISEASE IN NEPAL :
KNOWLEDGE AND NON-COMPLIANCE OF PATIENTS

ChaliseSC
Department of Health Services/MOH, Kathmandu, Nepal

ABSTRACT
Non-compliance among leprosy patients has always been a problem in Nepal. Many researches on drug
compliance hasindicated that if a patient under standswell about his/her disease and itstreatment, he/she
ismorelikely tobemotivated to takethewhole prescribed cour se of treatment properly. It iswidely believed
that the understanding and behavior of patientsin relation to drug compliance are largely influenced by
their socio-economic condition and level of knowledge.

In order to deter minethe socio-economic char acteristics of non-compliant leprosy patientsand their level of
knowledge of leprosy disease and treatment, a non-inter vention study was carried-out in Dhanusha - a high
prevalent district in Nepal bordering India. A total of 57 non-compliant leprosy cases were selected using
systematic sampling method on the basisof availableclinical recordsand an interview-schedule wasused for
data collection. The result shows that the majority of non-compliant cases were illiterate, laborers by
occupation and from poor economic class family background (73.7%).

Data revealed that majority did not understand the cause of the disease and wer e not awar e of the duration
of treatment. It was interesting to note that an overwhelming majority (94.7%) were having strong belief
that the disappearance of sign/symptoms was the only meaning of the “cure of leprosy disease”. In view of
this, it is strongly recommended that the patient education and counseling, public/community awareness
program should be improved and further strengthened. A socio-economic rehabilitation program with
vocational/trade training to leprosy patients or their family members should be arranged to up-lift their
socio-economic status.
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INTRODUCTION per 10,000 population) and thus, His Majesty’s Government

hastakenit asapriority program and concentrating all itsefforts
At present, Nepal is moving ahead towards the attainment of  on the formulation and implementation of an effective and
national target of “leprosy elimination” as a public health  qualitative leprosy control services throughout the country.
problem (to attain alevel of prevalence below oneleprosy case
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In implementation of effective and qualitative leprosy control
program, it is necessary not to overlook the key aspect of non-
compliance. Itsrateisan important indicator of the performance
and success of adisease control program. In such aprogram, if
non-compliancerateishigh, it indicatesthat the aspects of case
holding and compliance with treatment are poor. However, itis
apparent that the overall compliance among leprosy patientsis
far from satisfactory.t

According to the National Manual for Leprosy Elimination, a
Paucibacillary (PB) patient must complete 6 monthly doses of
Multidrug Therapy (MDT) within 9 monthsand aMultibacillary
(MB) patient must complete 12 monthly doses of MDT within
18 months.?2 Any PB patient three (>3) months without MDT
for any MB patient more than six (>6) months without MDT
for are labeled “Non-compliant cases’ and these patients are
recorded under the category of “Irregular” for the purpose of
Health Management Information System of Ministry of Health.?
They need to restart the full course of treatment and remain as
leprosy cases that increase the risk of disease transmission in
the society, allowing to develop high grade of disability/
deformity. These casesmay a so create negative attitude towards
leprosy treatment that are availablefree of costin all government
health ingtitutions.

The problem of non-compliance has been reported universally,*
though the extent and its causes vary widely. In Nepal, non-
compliance among leprosy patients hasbeen aproblemin amost
all districts. However, the Terai districts bordering India are
experiencing high non-compliance rate.

At the beginning all cases were registered for leprosy treatment
at units/centers of the district with a hope of cure. Over the
treatment period, they started to be absent for treatment and finally
became non-compliant. Thisindicatesthat there are some strong
reasons, which affectsthe behavior of leprosy patients towards
the treatment. Generally, it is believed that if the patient
understands well about his’her disease and treatment, he/she is
morelikely to be motivated to finish the whole course of treatment
correctly. Many studies have found that the patient’s
understanding and behavior in relation to compliance are
influenced by various categories of factors.45678% Among these,
socio-economic factors are major factors contributing to non-
compliance of leprosy patients.

The overall objectivesof this study wereto determine the socio-
economic characteristics of non-compliant leprosy cases in
Dhanusha district and their knowledge of leprosy disease and
its treatment.

MATERIALS AND METHODS

Sudy area

The study areawas Dhanusha district, one of the Terai districts
of Nepal. The study consi dered non-complaint casesfrom areas
served by 2 of the 4 primary health centers, 8 of 10 health posts
and 1 district clinic run by the district health office (DHO) at
district headquarters.

Sampling

All non-compliant leprosy cases of thedistrict (n=436) that had
failed to completefull courseof MDT within prescribed period
of time were considered as study population. Keeping in view
of the large study area and other limitations, only 57 non-
compliant cases were chosen (SE=10%) as sample size. Using
Systematic Sampling Method on the basis of a sampling frame
constructed from the Lalgadh Leprosy Hospital, Lalgadh and
District Health Office, Dhanusha, the selection of sample study
population were compl eted.

However, 57 non-compliant individuals from 2 PHCs and 8
HPs including 1 DHO clinic area were contacted and
information collected with the hel p of semi-structured interview
schedule. The interview data were augmented by information
collected during informal discussionswith non-compliant cases.

RESULTS

Socio-economic characteristics

Of the sample population (n=57), 58% were multibacillary
leprosy cases and 42% were paucibacillary cases, which were
residing in health post and PHC areas that cover the rural
population of the district. Table | shows that majority (80.7%)
of the non-compliant cases were from the age group of 15-56
years, which is known as economically very active age group.

It was found that the magjority (12.2 % more than joint family)
of total non-compliant leprosy cases bel onged to nuclear family
consisting of both biological parents and their children. About
44% lived in a joint family, which included more than two
generations or having extended family members e.g. married
sistersand/or brothers. In Table 11, the social characteristics of
the non-compliant cases are summarized.

Tablel: Age structure of study population according to
type of their leprosy disease

Age group MB type PBtype Total %
1-14years 1 3 4 7.0
15 - 28 years 3 2 5 8.8
29 —42 years 11 16 27 47.4
43 —56 years 13 1 14 245
57 —70 years 5 2 7 12.3
Total 33 24 57 100.0
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Tablell: Main social characteristics of the sample study
population (n=57)

Sex : Mae40 (70.2%), Female 17 (29.8%)

Age : Mean age 39.2 years

Religion Hindu 52 (91.2%) Muslim 5 (8.8%)

Literacy Illiterate 39 (68.4%) Literate 18 (31.6%)

Marital status : Unmarried 6 (10.5%) Married 45 (79%)
Widowed 6 (10.5%)

Family type Nucl ear 32 (56.1%) Joint 25 (43.9%)

Family size Mean size 6.9 members

In economic aspect, Table Il shows that about 81% non-
compliant caseswere actively involved in someform of income
generating activities. However, majority wereinvolvedin labor/
daily wage work that isknown as atemporary/seasonal work in
nature.

Tablelll: Main occupation of the sample study
population (Non-compliant cases)

Occupation Freguency %
Laborers /Daily wage earners 30 52.6
Own agriculture 12 21.0
Student 4 7.0
House wife 4 7.0
Shop keeper 3 53
Officejob 1 18
Very old /retired 3 53
(Unableto do job)

Total 57 100.0

For the purpose of study, the economic status of non-compliant
cases have been classified in four categories such as lower,
lower-middle, middle, and high economic class. Lower class
represents those families whose income was not sufficient for
their basic family needs and lower-middl e represented families
whose income was sufficient but could not save their earnings
for futurebasic needs. Similarly, middle classrepresented family
with sufficient income and have reasonable amount of saving
while high classrepresentsrich family with capacity of enough
saving. Ingeneral, both lower and lower-middle economic class
represents poor economic class background.

I'n order to ascertain the economic class of non-compliant cases,
al respondents were asked to rate the economic class of their

family after explaining the set meaning of each economic class.
The results are shown in Table IV

Knowledge of Leprosy disease

In order to assessthelevel of knowledge of leprosy disease and
itstreatment, all respondentswere asked various questions and
responses were summarized in the following tables V, VI, VI,
VIII, IX.

TableV : Cause of disease asknown to the sample
population

Cause of disease Frequency %
God'swish/sin 19 33.6
Micro organism 8 141
Bad-blood 6 10.5
Hereditary 2 35
Don't know 22 38.6

Total 57 100.0

Table VI : Sign/symptoms of leprosy disease as known to
sample population

Sign/symptoms Frequency %
Anesthetic skin patch 41 71.9
Loss of sensation in hands/feet 7 12.3
Tingling /burning sensation 3 5.3
Painless wound 3 53
Ul ceration and deformity 2 35
Don't know 1 1.7

Total 57 100.0

Table VIl : Meaning of 'Cure of the disease' as believed
by sample population

M eaning of 'Cur€e Frequency %

Disappearance of sign/symptoms 54 94.7
Don't know 3 5.3
Total 57 100.0

Table VIII : Belief of sample population on the curability
of leprosy disease
Belief on the curability

Freqguency %

Yes (Iscurable) 40 70.2

No (Isnot curable) 3 5.3

Don't know 14 24.5
Total 57 100.0

Table 1 X : Duration of treatment asknown to sample
population according to type of their disease

Duration of MB PB Total
. . treatment No % No %

Table |V : Economic Class of Sample study population 1-5 months 3 . 1 40 1

Economic class Frequency % 6 months 4 12.1 10 417 14

Lower 23 40.4 12 months 12 36.3 1 42 13

Lower —middle 19 33.3 24 months 5 15.2 - - 5

Middle 11 19.3 More than 7 21.2 5 20.8 12
High 4 7.0 24 months

Total 57 100.0 Don't know 5 15.2 7 29.2 12

Total 33 1000 24 100.0 57
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DISCUSSION

The study has reveal ed various facts about the socio-economic
characteristics of non-compliant leprosy cases and their
understanding about the disease and its treatment.

An overwhelming majority (80.7%) of the non-compliant cases
in the study were from the age of 15-56 years, which is
considered as an economically active age group. The study has
shown that majorities of non-compliant cases were male
(70.2%), hindu (91.2%), married (79%), and illiterate (68.4%)
having the mean size of 6.9 family members. Thelarge numbers
were from nuclear type family (56.1%) consisting of both
biological parentsand their children while about 44% wereina
joint family, which enclosed more than two generations or
having extended family members e.g. married sisters /or
brothers.

Majorities (52.6%) were engaged in labor /daily-wage work,
and werefrom poor economic classfamily background (73.7%).
In other studies of non-compliance in India, it was also found
that the mgj ority of non-compliant caseswerelaborersand wage
earners.t %1 The loss of daily wage if they visited the clinic
forced them to become "irregular”.

The study revealed that about 86% of the non-compliant cases
do not have scientific concept of leprosy. About 39% were not
sure of what caused the disease. A significant proportion (33.3%)
of non-compliant cases believed that the disease was caused
due to God's wish or due to sin committed by them in the past
life. A study of help-seeking behavior in Nigeria recorded a
similar finding i.e. mgjority of patients used traditional beliefs
to explain the cause of leprosy.'? It is to be noted that only
about 14% non-compliant cases knew the real cause of the
diseasei.e. caused by abacterium or a“micro organism”.

Regarding knowledge on sign /symptoms of the disease, 71.9%
non-compliant cases mentioned “anesthetic skin patch,” (it is
considered as one of the cardinal sign of leprosy) while 26.4%
have mentioned other sign /symptoms. It is interesting to note
that mgjority (94.7%) of non-compliant caseswere having strong
belief that the disappearance of sign/symptoms is the only
meaning of the ‘ cure of the disease’. Thisalso clearly indicates
their low level of understanding of treatment and its outcome.
In leprosy, the loss of sensation and established deformity /
disability may remain after “ Cure of the disease”. These aspects
would not beimproved by chemotherapy i.e. Multidrug therapy
(MDT). Other additional measureslike physiotherapy, self-care
procedures, and /or surgical interventionsbesides chemotherapy
are necessary.

In this study, the majority (70.2%) of non-compliant cases had
shown their belief that leprosy is curable while 24.5% were not
aware about its cure. However, 5.3% of non-compliant cases
had exposed their strong negative belief onit. Among the sample
population, only 36.3% of MB type and 41.7% of PB type non-
compliant cases mentioned correct duration (12 monthsfor MB
type and 6 months for PB type) of their treatment while
maj orities of non-compliant caseswere not aware of the duration
of treatment. In astudy carried-out in South India, Rao hasalso
reported similar findings.*?

CONCLUSIONS

The study found that the majority of non-compliant caseswere
socio-economically poor and having deprived family
background. These conditions can barricade the devel opment
of positive behavior of leprosy patients towards drug
compliance.

The present study reveals that community is still associating
God’s wish and sin with the occurrence of the disease. This
may strongly contribute towards non-compliance of leprosy
cases because they believe that man-made modern medicine
can not challenge God's wishes. They also have strong belief
that the “Cure of leprosy disease” means disappearance of its
entire sign/symptoms.

A significant proportion of non-compliant caseswere not aware
about the cure of the disease and some were having strong
negative belief onit. Thesefactsindicatesthat traditional beliefs
inthe community about leprosy and reveal sthe non-permeation
of health education/public awareness activities in the
community. Thus it is to be concluded that despile launching
community/public awareness program and implementing
various activitiesfor health services providers and receiversin
the Dhanushadistrict, the level of knowledge of non-compliant
cases about leprosy disease and its treatment is indigent.

RECOMMENDATIONS

In order to improve the socio-economic condition of non-
compliant leprosy cases and their level of understanding about
the disease, the following recommendations are made:

I.  Encourage further operational research in the domain of
non-compliant behavior of leprosy patients.

1. Makenecessary arrangementsto provide vocational /trade
training to leprosy patients or their family members with
an objective to uplift their socio-economic status.
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[11.  Introduce effective counseling as part of the therapy at all
treatment centers/clinicsin order to alleviate patient’sfear,
doubt and anxiety in relation to disease, treatment and its
outcome. It should be made aroutine practiceto maintain
drug compliance at high level.

The areas of deficiency in currently used leprosy related
information, education and communication (IEC) activities
need to be identified, so that appropriate and effective
measures to strengthen these areas can be applied.
Public awareness /health education activities should be
improved and build-up on the understanding of community
perception of the disease and on cultural meaning of the
disease within the community.

Train and mobilize Village Health Workers, Mother and
Child Health Workers and Female Community Health
Volunteers to educate patients, their families, and
communities so their level of knowledge of disease can
be improved. These workers and volunteers are the key
catalyst of change at rural level and can play a potential
rolein changing hel p-seeking behavior of rural population
in Nepal.
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