ORIGINAL ARTICL APMC - 513

Outcomes of Perceived Stigma Among Epilepsy Patients
Rabia Fatima, Najma Igbal Malik, Farheen Jamil, Ashraf Awan, Mohsin Atta

DOI: 10.29054/APMC/18.513

ABSTRACT

Objective: The purpose of present study was to study the impact of perceived stigma on three outcomes including self-concept, self-esteem and social
isolation among people with epilepsy. Study Design: Purposive sampling technique. Duration: October 2014 to May 2015. Setting: Awan Clinic
Sargodha, CDA Hospital Islamabad and Col. Masood’s Psychiatric Clinic, Lahore. Methodology: The sample consisted of 186 people with epilepsy.
To collect the data The Stigma Scale, Six Factor Self-concept Scale, Rosenberg Self Esteem Scale and Social Network Index were used to measure
the variables under study. Results: Results showed that perceived stigma had considerable negative connection with self-esteem and social isolation,
moreover minor connection with self-concept was noticed. Regression analysis revealed that stigma is a very important negative predictor of self-
esteem and social isolation. Conclusions: The present study was an attempt to highlight the psycho-social issues which play an important role in the
lives of epileptic patients. It can assist clinical psychologists and psychiatrists to understand clearly the strong impacts of stigma to bring awareness

among masses.
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INTRODUCTION

Epilepsy is both a medical diagnosis and a social label. People
with epilepsy have been stigmatized and discriminated against
for long times, being treated as insane, evil, and possessed of
evil spirits or contagious'. The history of epilepsy can be
précised as 4000 years of ignorance, superstition and stigma,
followed by 100 years of knowledge, superstition and stigma.
Even in modern societies, they have been institutionalized,
segregated and socially rejected. Due to this stigmatization and
discrimination, people with epilepsy have been the target of
prejudicial behavior in many spheres of life, over many centuries
and in many cultures?. At present several people are facing this
stigmatization and due to this social label multiple psychological,
psychiatric and social problems are getting common in the
epileptics*. These may include reduced quality of life, poor self-
esteem and social anxiety>. Some of the psycho-social
problems (i.e. self-concept, self-esteem and social isolation)
and the stigma related to them are studied in the present
research.

The word stigma is also believed as a tattoo or brand and
originated from Greek word stizein, a cut into the flesh or a
distinguishing mark burned of criminals or slaves by Ancient
Greeks so that the other people would know who these
individuals were; and that they were the members of society
which were not valued. Though the term stigma was not used
by Greeks relative to psychological disease but the stigmatizing
approaches of the people about the ailments were previously
clear with the logic that the mental sickness was linked with
thought of humiliation, embarrassment and loss of expression®.
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At present, despite the modernization of the societies, there are
still false ideas and concepts about people with epilepsy which
results in difficult social environment for the epilepsy patients®.
According to few studies people with epilepsy who don't have
much knowledge about epilepsy have poor self-concept as
compare to those who got knowledge about their disease. Due
to lack of awareness about the disease, stigma of epilepsy has
negative effects on the self-concept and self-esteem of epileptic
patients particularly in developing countries®.A person's self-
concept is the idiosyncratic collection of attitudes and beliefs
about him or herself. It embraces thoughts and feelings about
one's weaknesses, abilities, strengths and limitations’.
Research explained that youngsters having epilepsy report
lower level of self-respect. A recent study in India has been
conducted to check the relationship between felt stigma and
self-esteem and found significant results ©.

A constructive self-esteem is a human requirement, necessary
to well adjustment, and appreciably linked with personal
approval and perfect functionality'®. Because of the long-term
treatment through medication and the stigmatization linked with
the label of epilepsy, it is considered a very disturbing or
distressing disease which definitely have strong effect on the
self-esteem of the individual. In short, self-esteem is an
individual decision of value that is uttered in the position the
person holds toward himself 7. Individuals with epilepsy report
adverse level of self-esteem as compared to the people without
epilepsy?.

Individuals with epilepsy can experience social isolation
influencing relationships, whether with family or friends. Social
isolation can be a consequence of the symptoms of numerous
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mental health troubles as well as a consequence of the related Methods:

stigma that person with mental illness can face. Researches Co-relational research method was used to conduct the present
revealed that the variables independently related with feelings study. Sample from epilepsy patients (N = 186) was selected
of stigma were experience of marital issues, experience of through purposive sampling technique. Both males (n = 107)
social isolation, and presence of anxiety disorder®.In south India, and females (n = 79) were added in the sample.
parents of children with epilepsy tended to isolate themselves Stigma Scale was used to measure the perception of stigma
from others in their social network™!. among epilepsy patients. The scale is a 28-item self-report
There are over 50 million sufferers of epilepsy in the world, 85 questionnaire. Itis a five-point Likert type scale. Nine items were
per cent of whom live in developing countries. The crude reversely coded in the scale. The internal consistency of stigma
prevalence rate of epilepsy in Pakistan was 9.98 in 1,000 (14.8 scale was .87. Cronbach’s alpha for the subscale discrimination
in 1,000 in rural and 7.4 in 1,000 in urban areas) ' which was .87, for disclosure .85 and for the positive aspects .6412. Six
encourage the researchers to focus on this topic. The existing Factor Self-concept Scale was utilized to measure the self-
literature suggests that in Pakistan, the studies on epilepsy have concept of epilepsy patients. The scale consists of 36 items. It
more focus on the prevalence! and causes of epilepsy0. This is 7 point Likert type scale's.Rosenberg Self Esteem Scale was
particular study was also an attempt to gain knowledge about used to measure self-esteem of epilepsy patients. The scale
the different psycho-social problems and the impact of stigma in consists of 10 items and do not have any subscales. It is a four-
the epileptic patients. The study examined the effect of point Likert type scale in which five items are reversely coded.
perceived stigma on three outcomes including self-concept, The alpha for various samples ranged from .77 to .88'4.Social
self-esteem and social isolation among epilepsy patients. The Network Index was used to measure level of social isolation
study hypothesized that perceived stigma will negatively predict among epilepsy patients. The scale is an 11-item self-report
self-concept, self-esteem and positively predict social isolation scale with 5 point-rating scale. Alpha for the scale was .64'®.
among epilepsy patients. The patients with diagnosed epilepsy and who were able to read
and write, were only included in the sample. First, consent was
METHODOLOGY ensured from concerned authorities and from the participants
Study Design: Purposive sampling technique. and then scales were administered on them. They were also
Place of Study: Awan Clinic Sargodha, CDA Hospital provided with the instructions required to fill the questionnaire.
Islamabad and Col. Masood’s Psychiatric Clinic, Lahore. The received data was analyzed using SPSS version 20 and
Duration of Study: October 2014 to May 2015. regression analysis was applied for the hypothesis testing.
RESULTS

Table 1 shows means, standard deviations and alpha reliabilities of the scales used in the present study which are ranging from .54 to
.86. Pearson correlations between the study variables are also shown in Table 1.

Table 1: Psychometric properties and Pearson correlation among variables

Range
Variable 1 2 3 4 M SD a Potential Actual Skewness
1. Perceived stigma - -.00 =27 A45* 91.55 15.41 .86 0-4 53-129 33
2. Self-concept - -.04 15* 141.12 25.60 87 1-7 54-215 A1
3. Self-esteem - 247 19.41 311 54 0-3 11-26 -48
4. Social isolation - 23.59 4.07 .70 0-4 14-40 .60

*n <.05.%p <.01."**p <.001.

Table 2 shows that Stigma is a significant predictor of RSES at [F (1, 184) = 14.81, p< .001] and explains 6.9 % variance that could be
attributed to Stigma. However, non-significant results were found between perceived stigma and social isolation.

Table 2: Linear Regression showing effect of perceived stigma on self-esteem and social isolation

Self-esteem Social Isolation
Variables AR? B AR? B
Perceived stigma .069 =273 .004 .044
“** p<.001.
DISCUSSION label “epileptic” is thus considered a major cause of the
At present twenty-five percent of adults having epilepsy “psychosocial” problems of people with epilepsy™s. The findings
describe social stigma as a result of their epilepsy. The social of the present study were in line with the previous studies as the
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study hypothesized that perceived stigma and social isolation
are significantly correlated with each other which was accepted.
These results were in line with the previous studies such as a
study found that stigma is related to a broad variety of
psychosocial consequences, counting a loss of self-esteem,
social isolation and withdrawal and it also influences others
within the social network'. An Australian study informed that
two-thirds of citizens affected by a mental illness suffer
loneliness “frequently” or “all of the time”. The study says in
comparison, just 10 per cent of the common populace reported
sense of loneliness’®.

Few results were contrary to the expectations of the present
study, as the second hypothesis stated that there will be
significant relationship between perceived stigma and self-
concept but the correlation analysis found non-significant
relationship between the perception of stigma and the self-
concept. Some previous studies also found similar results i.e.
there were non-significant dissimilarities in total self-concept
among normative control subjects and AWE". According to
Finlay despite the strong belief in the perception of stigma to
have impact on the self-concept of an individual, there is little
evidence in favor of the idea that stigmatized individuals have
low self-concept®. Several studies with a wide range
stigmatized groups showed that people either had equal level of
self-concept or higher than, non-stigmatized groups?'.

Some possible reasons for current findings could be the
practices of techniques which tend to protect self-concept, for
instance the use of discerning social contrasts or provenances
of predisposition to the higher status group.? Jones and his
subordinate’s highlights that self-concepts depend on the
details, which is selected as indicative and vital for the self as
people cannot respond to all the details that might be authentic.
2 For some people the stigma will be important to the self. For
instance, overweight and low self-esteem women tend to project
negative feelings and attitude towards overweight people. This
association was found to be non-significant for overweight men.
|t was also observed that overweighed man is less vulnerable to
low self-concept as compared to overweight women.2

Further justification for the results can be settings in which a
person with epilepsy is living. If there are other people in the
surroundings, living with similar stigma then it will decrease the
salience of the stigma and people will focus on other
characteristics of other people. In such settings, the more
extreme forms of the stigma are more likely to get attention and
lesser forms regress into the background. A study worked on
deaf population and suggested that increasing interactions with
other deaf people is a coping mechanism which can improve
self-concept through avoidance of awkward mixed
interactions?.

The present study also hypothesized that significant negative
correlation exists among perceived stigma and self-esteem
which was also accepted. The results are according to the
expectations as the previous literature also suggested similar
findings. Westbrook and his colleagues worked on a theoretical
structure and tried to describe the relationship of stigma to self-
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esteem amid adolescents with epilepsy. The study hypotheses
were to find relationship amongst several features of epilepsy
(seizure frequency, seizure type, and interval of epilepsy), self-
esteem, management of disclosure, and perceived stigma.
Results of the study found that (a) Seizure frequency and
seizure type estimated low self-esteem, and (b) the conviction
that epilepsy is stigmatizing estimated low self-esteem?.

CONCLUSION

Findings of the study revealed that perceived stigma negatively
affect the self-concept and self-esteem of epilepsy patients
whereas perceived stigma do not have any significant influence
on social isolation. In Pakistan, the focus is more on the medical
issues related to epilepsy like prevalence, causes and treatment
of the disease whereas the psycho-social issues related to
epilepsy also play vital role in the lives of epilepsy patients. The
results can guide the clinical psychologists and psychiatrists
towards better understanding of different psycho-social
problems faced by the epilepsy patients.
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