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ABSTRACT

Background: The psychological and social stigma associated with lymphatic filariasis can adversely affect
productivity and quality of life. This study was carried out to assess the perception of social stigma among patients
with lymphatic filariasis.

Methods: A hospital based cross sectional study was done on 30 subjects with lymphatic filariasis who attended a
filariasis morbidity control clinic in Tamil Nadu. Data was collected using a locally adopted, pilot tested interviewer
administered questionnaire derived from explanatory model interview catalogue community stigma scale (EMIC-
CSS). Patients were categorized into none, mild, moderate and severe levels of social stigma based on their responses
for questions related to stigma assessment. Data was analyzed using Epi-Info. Quantitative variables were presented
as mean with standard deviation. Qualitative variables were presented as frequency with proportion.

Results: Majority of the study subjects were males (60%), Hindu by religion (73.3%) and belonged to nuclear family
(73.3%). The mean age (£SD) was 47 (£10.9) years. 66.7% of subjects were aged between 46-50 years. Majority
(60%) of subjects had mild stigma. 13% had moderate while 3% had severe stigma. 23% of subjects had no stigma.
Conclusions: 87% of this study subjects had perceived the social stigma towards lymphatic filariasis. Hence, apart
from prevention and treatment measures for filariasis, importance has to be given in context of reducing social stigma
towards the disease.
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INTRODUCTION

Lymphatic filariasis is a chronic and debilitating disease
with the potential to cause disability permanently. It is
widely prevalent in tropical and sub-tropical countries.!
Globally, the highest burden of lymphatic filariasis is in
the south-east Asian region. Worldwide, this region also
accounted for half of the total lost disability-adjusted life
years.>? More than 50% of the population requiring multi
drug administration (MDA) is from WHO South-East
Asian region.! The mental disability, stress and stigma
caused by the disease go unrecognized behind the well-

recognized physical presentation of lymphedema,
elephantiasis, scrotal swelling and other permanent
disabilities.>® They suffer mental, social and financial
loses contributing to stigma and poverty. Furthermore, the
psychological and social stigma associated with the
disease is significant and can adversely affect
productivity and quality of life.>® The deformity and the
resulting disability caused by the disease appears to be the
main reasons for the stigmatization and discrimination.”
Although morbidity control is one of the main goals of
the global programme for elimination of filariasis, the
stigmata and discrimination associated with such
morbidity also need to be addressed. Stigma is also an
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important social determinant of the effectiveness of
disease control through its effect on help-seeking and
treatment adherence. Furthermore, stigma influences
political commitment to disease control. Although that is
typically a problem because stigma may encourage
neglect, for agencies committed to working on problems
that matter, recognition of the serious impact of stigma
may encourage them to support disease control. Stigma is
a complex construct with a variety of definitions and
frameworks. The commonly used scales to assess stigma
are EMIC-CSS and the social distance scale (SDS).1°
They have adequate cultural validity to assess stigma.''12
EMIC measures the patient's fear of discrimination and
awareness of negative attitudes as perceived or
anticipated stigma while SDS measures the stigma from
the perspective of the stigmatize. There are only a very
few studies available in the literature with regards to
understanding the stigma and discrimination experienced
by subjects with lymphatic filariasis. This study is the
first of its kind to our knowledge in Tamil Nadu, a part of
South India. This study was aimed at assessing the
perception of social stigma among patients attending a
filariasis morbidity control clinic in Woraiyur, Trichy.

Objective was to assess the perception of social stigma
towards lymphatic filariasis among those patients
attending filariasis morbidity control clinic in Woraiyur,
Trichy.

METHODS

This hospital based cross sectional observational study
was conducted among all lymphatic filariasis patients
attending the filariasis morbidity control clinic in
Woraiyur, Trichy, Tamil Nadu for 2 months from 1%
February to 31 March 2015. The sampling frame
included all patients with lymphatic filariasis attending

the clinic. All the adult patients aged 18 years and were
included in the study. Purposive sampling was used.
Informed consent was obtained from the patients after
explaining the title, objectives, procedure and benefits
from the study. Patients who were unwilling to give
consent were not included in the study.

After obtaining consent from patients, data was collected
using a locally adopted, pilot tested interviewer
administered questionnaire (schedule) derived from
EMIC-CSS. Patients were categorised into none, mild,
moderate and severe levels of social stigma based on their
responses for questions related to stigma assessment. The
EMIC was developed to elicit illness-related perceptions,
beliefs, and practices.2%135 |t is a 12-item scale with
Likert scale response options as follows: (3) “yes”; (2)
“possibly”; (1) “uncertain”; (0) “no”. EMIC-CSS
measures perceived attitudes and behaviour of the
respondent regarding the attitudes and behaviour of others
in the community. EMIC-CSS includes totally 15 items.
It covers areas of life affected by stigma, like
concealment, avoidance, pity, shame, being made fun of.
It is readily available in various languages. It has been
used to investigate stigma associated with various
diseases like filariasis, leprosy, depression and various
diseases.>**16 |t has adequate cultural validity to assess
stigma.!*'? The EMIC-CSS asks how filariasis is
considered in the community of the interviewee, while the
SDS assesses the personal perception of the interviewee.
Used a locally adopted, pilot tested interviewer
administered questionnaire derived from EMIC-CSS. The
scale included 10 items. It is scored from O to 3 for every
response-definitely willing (0 points), probably willing
(1), probably not willing (2) and definitely not willing (3).
The maximum score that could be scored was 30 and the
minimum was 0. They will be categorised into 4 groups
as no stigma (0-4), mild stigma (5-9, moderate stigma
(10-14) and severe stigma (15-30).891%15

Table 1: Self adopted social stigma questionnaire used in this study.

Conditions
Afraid to go to Filarial clinics
Feeling lonely

Feel guilty because family has the burden of caring for them
Keep distance from others to avoid spreading the disease

Others refuse to visit your house
Uncomfortable to meet new people

Not participating in any social functions
Asked to stay away from work

Decided to stay away from work

Did not get support from spouse

Data was entered in Microsoft excel and analysis was
carried out wusing Epi-Info statistical software.
Distribution of the data was checked for normality.
Descriptive analysis was carried out by mean and
standard deviation for quantitative variables, frequency
and proportion for categorical variables. Bar chart and

No Uncertain  Possibly yes Yes

o
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pie diagrams were used for representing categorical
variables.

RESULTS

A total of 30 subjects were included in the study.
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Table 2 describes the age distribution of the study
population. The mean age of the study population was
47+10.9 years. The age of the participants ranged from 33
to 66 years. Majority (66.67%) of the population were in
the age group of 46 to 50 years.

Table 2: Distribution of study population according to

age (n=30).
Age group (year) Frequency Percentage (%)
31-35 1 8.8
36-40 2 6.67
41-45 1 3.3
46-50 20 66.67
51-55 1 8.8
56-60 2 6.67
>60 3 10
Total 30 100

Figure 1 describes the gender distribution of the study
population. Majority (60%) of the study subjects were
males.

= MALE
= FEMALE

Figure 1: Distribution of study population according
to gender (n=30).

Figure 2 describes the distribution of type of family in the
study population. 73.3% of study subjects belonged to
nuclear family. 13.3% were from joint family and another
13.3% belonged to 3 generation family.
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Figure 2: Distribution of study population according
to type of family (n=30).

Figure 3 describes the distribution of religion the study
population. 73.3% of study subjects were Hindus. 20%
were Muslims and 6.7% were Christians.
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Figure 3: Distribution of study population according
to religion (n=30).

Table 3 describes the level of social stigma perceived by
the subjects. Majority (60%) of subjects had mild stigma.
13% had moderate while 3% had severe stigma. 23% of
subjects had perceived no stigma.

Table 3: Levels of social stigma (n=30).

Levels of social stigma  Frequency Percentage

(%)

No stigma (0-4) 7 23

Mild (5-9) 18 60

Moderate (10-14) 4 13

Severe (15-30) 1 3

Total 30 100
DISCUSSION

Stigma is a complex construct with a variety of
definitions and frameworks. In many health conditions,
people are severely affected by health-related stigma and
discrimination. 87% of this study subjects had perceived
the social stigma towards lymphatic filariasis. Majority
(60%) of subjects had mild stigma. 13% had moderate
while 3% had severe stigma. 23% of subjects had no
stigma. This study was the first of its kind to our
knowledge, to quantify the stigma in lymphatic filariasis
although many other studies have done an elaborate
qualitative analysis.

Lymphatic filariasis is a major health problem in many
parts of the tropical world. Lymphatic filariasis is a
chronic disease which adversely affects the livelihood,
social and marital life of the individual. It can also
weaken the marital prospects of the patients’ children.
The deformity and the incapacitation caused by the
disease is the main cause of discrimination based on
stigma.® Although morbidity control is one of main pillars
for the global programme for elimination of filariasis, the
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stigmata and discrimination associated with such
morbidity also need to be addressed.>” Beyond the
physical challenges associated with the disease, the
effects of stigma can be profound. Men affected by
lymphatic filariasis face challenges in establishing
relationships and in securing financial stability, with
reports that some patients having been prohibited from
trading their produce at local markets.® In this study,
majority of the study subjects were males (60%). This
could be due to the stigma associated with females to
even come out of their homes for treatment. There is a
continued need for gender-specific psychosocial support
groups to address issues particular to men and women as
well as a continued need for improved economic
opportunities for LF-affected patients.t” The age of the
participants ranged from 33 to 66 years and majority
(66.67%) were in the age group of 46 to 50 years. This
could be due to their regular attendance in the clinic after
a certain stage of disease progression. Relatively younger
adults may not go to the clinic regularly because of lack
of severe morbidity. In the qualitative study by
Abdulmalik et al they observed that many patients with
lymphatic filariasis perceived it as a spiritual illness with
a religious connect.® In this study, majority (73.3%) were
Hindus. The association between religious ideas and
stigma needs to be explored further in qualitative studies.
Studies have acknowledged the restricted marriage
prospects of women with lymphedema because of the
failure to meet aesthetic standards held by society.!® A
study done in East Nepal reported that the behaviours of
rejecting and banishing a wife with leprosy for a second
wife was common.?’ The psychological stresses of these
exclusions can be severe, particularly in South Asian
countries, where to be excluded from a family or
community is to be deprived of any sense of purposeful
function in life. Obindo et al in their study in Nigeria
observed that prevalence of depression was high among
individuals with lymphatic filariasis and was associated
with low self-esteem.* Abdulmalik et al in their study
observed that there was a 20% prevalence of depression
in 69 subjects with lymphatic filaraisis.® Person et al in
their study on subjects with lymphatic filariasis observed
that poverty, poor access to health care resources, limited
education, and diminished social support challenged the
coping strategies of many women and exacerbated
negative consequences of lymphedema-related stigma.®
Hofstraat et al in their systematic review reported that
there are similarities in stigma related to the various
neglected tropical diseases.?! They also advocated a joint
approach for stigma associated with these diseases.
Kumari et al in their study on 201 cases of lymphatic
filariasis in Tamil Nadu reported that subjects with
lymphatic filariasis are stigmatized and discriminated.”
Suma et al in their study on subjects with brugian
filariasis reported that patients complained the disease
eroded their community status and diminished their
marriage prospects.?? Hence awareness of these factors
could help in planning suitable disability and
rehabilitation management programmes. Stigma is a
process that begins when a particular trait or

characteristic of an individual or group is identified as
being undesirable or disvalued.’® The stigmatized
individual often internalizes this sense of disvalue and
adopts a set of self-regarding attitudes about the
marked characteristic including shame, disgust, and
guilt.

Limitations

The cross-sectional design limits the inference of
causality of stigma and its associated factors. It was only
a single centre study with a small sample size. Hence the
validity of our results is questionable. We used a self-
adopted questionnaire. We did not validate the
questionnaire. So, results of this study may not be
applicable to other areas. But the hypothesis created from
this study can go a long way in paving the way for further
large-scale research and testing the formed hypothesis.
Acommunity-based sampling frame would help in
improving the external validity of the results. A multi-
centre community-based study involving a wider array of
population would have been better.

CONCLUSION

In summary, this study provides evidence on stigma level
in a small sample of Iymphatic filariasis patients
attending a morbidity clinic in South India. The need of
hour is that apart from prevention and treatment measures
for filariasis, importance has to be given in context of
reducing social stigma towards the disease. This study
was one of its kind throwing light into this neglected
topic for decades. Psychological issues and social stigma
are experienced by nearly all people living with
lymphatic ~ filariasis.  Interventions to  promote
psychological well-being and social inclusion should be
included in all morbidity management programs.
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