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Abstract

Background

Inadequate knowledge regarding Tuberculosis leads to
stigmatization due to perceived risk of transmission of disease.
It is pertinent to comprehend the origin of Tuberculosis stigma
so asto reduce its impact on health as geographic and cultural
variation may play an important role. Aim was to assess
perception of stigma among patients and discriminations faced
by them within the family and society.

Methods

A cross sectional study was conducted on 300 Tuberculosis
patients of Gulab Devi Chest Hospital, Lahore, Pakistan after
IRB clearance. Interviews were conducted after taking consent,
using a validated questionnaire adopted from a previously
published study. Perceptions of the participants were addressed
regarding stigma related to Tuberculosis especially regarding
their fears associated with disclosing their disease within and
outside their families, experiencing of loneliness, losing of
friends and fedling hurt on the reaction of their families, friends
and outsiders. Chi square was chosen as the test of significance
with a p-value of <0.05 considered significant.

Results

Mean age was 42.5+17 with male predominance (median 42,
IQR 13.5), 239 (79.7%) having an income less than 25,000.
Participants and spouses were mostly illiterate 154 (51.3%)
and 161 (53.6%) respectively, 239 (79%) being self-employed.
They 213 (71%) were not afraid to disclose their disease to
their families and others, while 175 (58.3%) were not worried
of being a burden on their family. On the contrary 158 (52.7%)
felt hurt at the reaction of others on disclosing their disease
(p=0.000, CI=12.57 — 35.52). Many had lost friends 216 (72%)
and were experiencing loneliness (p=0.000, Cl1=29.95 — 52.24).
Fear of visiting tuberculosis clinics was observed in 200 (67%).
Participants had no fear of being perceived as AIDS patients 235
(78.3%) (p=0.000, Cl=8.58—32.26).They had no fear of developing
AIDS 243(81%) Tuberculosis 190 (63.3%) due to smoking,
drinking or other risky behaviors (p=0.03, Cl= 0.50 — 30.22)
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Conclusions

This study concludes that substantial stigmatization and
discrimination was being faced at community as compared to
family level attributed to strong family bonds in countries like
Pakistan.
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Introduction

An important social determinant of health constitutes stigma
which is proclaimed by communities, personal attitudes and
ingtitutions.® When a certain characteristic of individuals or
groupsis disvaluedit is sated as stigma.? The targeted individual
develops a sense of being looked down upon by the society
which leadsto internal feelings of disapproval, self -accusation
and shame.® These feelings attribute to increased risk taking
behavior, concealing of the cause leading to stigma as well as
disturbance within personal relationships.* Stigmatization is an
attitude or belief aimed to attain exclusion while discrimination
isthe behavior due to these beliefs.® Individuals tend to suffer
from both as they imply them to be undesirable and disvalued
by the community and family.?

Difficulties in identifying, characterizing, measuring, and
tracking changes in stigmatization over time have made it
challenging to justify devoting resource-intensive interventions
to the problem.* One exception being human immunodeficiency
virus (HIV)/acquired immunodeficiency syndrome (AIDS)
research.® Substantially less studies have been conducted on
how stigma impacts the health of individuals at risk for or
infected with Tuberculosis (TB).

It is pertinent to comprehend the origin of Tuberculosis stigma
so as to reduce its impact on health. Geographic and cultural
variation may play an important role, but most authors identify
the perceived contagiousness of Tuberculosis as aleading cause
of stigmatization.® Lack of knowledge regarding routes of
transmission may also contribute to stigma.” People with
relatively good knowledge of transmission, transmissibility and
perceived risk can lead to stigmatization and isolation of
individuals diagnosed with Tuberculosis.?

HIV and Tuberculosis coexist and in areas of high prevalence,
stigmaagainst Tuberculosisis on the higher side.® Mostly HIV
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positivity is linked to Tuberculosis thus promoting HIV
associated Tuberculosis stigma.’® This stigma can be attributed
to many other factors like low social class, poverty,
mal nourishment and foreign born.2** Many communities hold
the individual’s activities responsible for their punishment in
the form of the disease and believe that they deserved to be
infected due their moral and personal behaviors.®:

The stigmaiis so pronounced that the infected person believes
that he/she can have major social and economic setbacks
especiadly in the form of isolation from the society at large. An
example being Ghanawhere Tuberculosis infected individuals
are prohibited from sdlling goodsin public markets and attending
community events.™*

Stigma may be held responsible for the development of fears
which lead to specified behaviors within the community. Cause
of deasth might not be shared or recorded which can be considered
as an important tool for Tuberculosis screening.” They tend to
conceal their disease from their families, friends and society.®
They develop fears leading to self-accusation,guilt and
withdrawal from families attributing to isolation.*®

In general, men bear more socioeconomic impact than females,
including job loss and reduced income.”” The disease effects
both genders. Males and females are concerned regarding the
stigma they may face. Women as they believe it would affect
their marriages and they would be isolated by their families
and lose their homes.*® On the contrary literature states that
men fedl threatened regarding their marriage prospects. Married
females with families fear rejection from their husbands on
being diagnosed with Tubercul osis.'® We aim to assess the
perception of stigma and discriminations faced by Tuberculosis
patientsin the society at large and in their relatives among the
patients of Tuberculosis at Gulab Devi Chest Hospital, Lahore,
Pakistan.

Materialsand Methods

Cross sectional study was conducted in Gulab Devi Chest
Hospital, a major tertiary care setup in Lahore, Pakistan. The
hospital has six medical and chest units. In this hospital based
survey, atotal of 300 admitted pulmonary tuberculosis patients
giving consent were enrolled and interviewed by the principal
investigator. Patients suffering from extra-pulmonary tuberculosis
and other ailments were excluded from the study.

A pretested validated questionnaire was used to interview the
patients. | nterviews were conducted in the local language for
better comprehension of the subjects. Study was completed
within three months.

Ethical Considerations

IRB approval and permission from Gulab Devi Chest hospital
was sought before the conduction of the study. Consents were
taken from the participants and data was collected by the

principal investigator assuring anonymity and confidentiality
to ensure that ethical guidelines were followed during the study.

DataAnalysis

SPSS software version 20 was utilized to analyze the data.
Mean and median of age of participants was cal culated, while
frequencies and percentages of occupation, income, fears
associated with disclosure of disease to family, friends and
relatives, experience of loneliness, losing of friends, fear of
developing AIDS or TB being perceived as AIDS, fear of
developing TB or AIDS due to smoking,drinking and fear of
visiting TB clinics were calculated, Chi square was test of
significance used and p-value < 0.05 was considered significant.
Table and bar graphs were the appropriate tools to present data.

Results

In the 300 pulmonary tuberculosis patients enrolled, mean age
was 42.5+1, (median 42, IQR 13.5), diversity in ages can be
explained due to hospital based data. Males were predominant
217 (72%), as compared to females 83 (28%). Mgjority belonged
to lower socioeconomic status, 239 (79.7%) having anincome
< 25,000 compared to 61 (20.3%) with an income >25,000.
About half of the participants and spouses were illiterate 154
(51.3%) and 161 (53.6%) respectively. Mgjority were self-
employed 238 (79%) compared to government employed 28
(9%), unemployed 26 (9%) students 8 (3%).

Substantial stigmatization was being experienced by the
participants within the society. In case of socia factors, mgjority
were not afraid to disclose disease to their families and others,
213 (71%) and 175 (58.3%) were not worried of being aburden
on their family. On the contrary 158 (52.7%) felt hurt at the
reaction of others on disclosing their disease. Many of them
had lost their friends 216(72%) and more than half of them 152
(50.7%) were experiencing loneliness. Fear of visiting
tubercul osis clinics was observed in 200 (67%) of the participants
(Figure 1). They had no fear of being perceived asAIDS patients
235 (78.3%), no fear of developing AIDS 243 (81%) or
Tuberculosis 190 (63.3%) due to smoking, drinking or other
risky behaviors (Figure 2).

Significant relationships were observed between loneliness and
losing friends after disclosure of Tuberculosis (p=0.000,
Cl=29.95-52.25). Participants were experiencing the fedling of
being hurt after disclosure of Tuberculosis to people outside
the family (p=0.000, Cl=12.57-35.52), but had no fear of
Tuberculosis being perceived as AIDS(p=0.000, CI=8.58-
32.36). Most of them had no fear of developing AIDS and
experiencing londiness which exhibited asignificant relationship
(p=0.01, CI=9.05-37.18).

Discussion

Globally, Pakistan isincluded in countries having a high burden
of Tuberculosis.® It is pertinent to assess stigmatizing attitudes
towards tubercul ous patients especialy in countries like Pakistan
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Fig 1. Social Factors associated with Stigma due to Tuberculosis
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where scarcity of studies is pronounced, in addition it also
determines the health care seeking behavior of the patients.
The current study evidenced male pre dominance (72%)
supported by a study (70%) conducted in Thailand.?® Middle

aged groups (25 — 46 years) were the mgjor sufferers as discussed
in the literature, mean age being 34 years. Poor educational
status was a consistent finding, our study featuring magjority of
the participants and their spouses as illiterate (51-54%),
concurrent with findings of Kipp.Z Similarly another study
states that literacy status was not associated with stigmatization
against Tuberculosis.*

Minimal stigmatization against Tuberculosis within the family
was observed in the current study, participants had no fear to
disclose disease to their families (71%), contrary to the findings
in literature, (23%) were not afraid of disclosing disease to
their families.2*In another study, participants stated that families
never left them alone, thus they had no fears disclosing their
disease to them.®

In another study it was evident that (51.3%) had a fear of
disclosing disease to their families, 47.3%) felt hurt of others
reactions to their disease, (41.7%) and were fearful of being a
burden on their families which was attributed to their low
socioeconomic status and productive age group.?

Loneliness the most painful aspect of stigmatization was
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Confidence

0 0,
Response n (%) n (%) Interval p value
Participantslost friends Participants experiencing
after disclosure of TB loneliness
Yes 84 (38.8) 68 (80.9)
29.95-52.24 <0.001
No 132 (61.1) 16 (19.0)
Participantsfear of disclosure of Participantsfelt hurt of reaction
TB to people outside family of people on disclosure of TB
Yes 63 (36.8) 79 (61.2)
12.57-35.52 <0.001
No 108 (63.1) 50 (38.7)
Participantsfear of disclosure Participantsfear of disclosing TB
of TB outside the family as might be perceived asAIDS
Yes 32 (17.6) 33(37.9)
8.58-32.26 <0.001
No 181 (84.9) 54 (62.0)
Participantsfear of developing AIDS Participants experience loneliness
Yes 112 (46.0) 40 (70.1)
9.05-37.18 0.01
No 131 (53.9) 17 (29.8)
Participantsfear that TB developed Participantsfear of developing AIDS
dueto smoking, drinking or others
Yes 28 (49.1) 82 (33.7)
0.50-30.22 0.03
No 29 (50.8) 161 (66.2)

experienced by (50.7%) of the participants, athough only (28%)
had lost their friends after developing the disease (x? 42.811,
p-value 0.000). Literature provides supporting evidence as
various studies report that participants shared the experience
of loneliness and isolation from families, communities and
friends.®* In a study conducted in India (98% ) patients were
facing discriminating attitude.?? On the contrary some studies
factualize that patients have the support and encouragement of
their friends, thus it helps reduce loneliness and isolation as
was observed in the current study.?2%%" A pertinent observation
was that patients were keeping a distance or avoiding coughing
in front of people as to prevent spread of germs (79.7%),
supported by another study in which (69.9%)patients were
practicing the same.®

AIDS and Tuberculosis go hand in hand asfar as stigmatization

is concerned. In the current study participants had minimal
fears concerned with AIDS which may be attributed to illiteracy
and low prevaence of HIV according to WHO in 2014, 68,000
people were reported to have HIV/AIDS in Pakistan.® In the
current study the participants had minimal fear of TB being
perceived as AIDS (x* 19.098, p-value 0.000) or fear of
developing AIDS, (19%). A significant association was observed
between fear of developing AIDS and experiencing loneliness
(x?10.715, p-value 0.01). Contrarily other studies reported
stigmarelated to HIV (82%) and immoral behaviorsaswell as
beliefs of patients that they had more chances of developing
AIDS% %

Smoking, drinking and many other activities can be attributed
to Tuberculosis leading to misconceptions as quoted in a study,
(34%) of the participants attributed their disease to smoking.*
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In a study conducted in North Africa, (42%), smokers
discontinued smoking and (41%) alcoholics discontinued
drinking as they believed these activities were responsible for
their disease.® But the current study negates these findings as
(63.3%) did not attribute their disease to these factors and a
significant relationship was exhibited between fear of developing
TB due to smoking , drinking and fear of developing AIDS
(X 4.702, p-value 0.03).

Stigmatization leads to decrease in seeking healthcare and
compliance of the patient. Studies have shown that due to fear
of being stigmatized patients do not access health care facilities
(46.2%),% contrary to the observations of the current study,
(32%) were fearful of accessing Tuberculosis clinics. These
results may be attributed to this study being hospital based.

Conclusion

Stigmatization is an issue faced by many tubercul osis patients,
the current study concludes that substantial stigmatization was
being faced in the form of people having fears and experiences
of loneliness and being left by friends depicted by asignificant
p-vaue. Thisis contributing to less hedth care seeking behavior
and compliance of the patients which ultimately effects the
overall control and spread of Tuberculosis, which is of high
concern as Pakistan is high burden country for TB and we need
to address and minimize this problem as much as possible. In
countries like Pakistan strong family bonds and network are
responsible for less stigmatization at family level.

Recommendations

1. Patients and attendants visiting specialized Tuberculosis
centers should be educated regarding stigmatization of
patients and its implications on their treatment and mental
status.

2. Families should be involved in accepting the disease by
extensive counseling, as they play a major role being the
support system for the sufferer and thus can increase
compliance and reduce stigma not only at family level but
at community level too.

3. Further researches should be conducted in other ingtitutions
and the community involving alarger sample, as we need
to highlight this topic on various forums.
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