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Background and Objectives: Epilepsy, a neurological disorder, affects approximately 50 million 
individuals worldwide, including around 12 million in India. Inadequate treatment of epilepsy can 
significantly impact daily routines and compromise both the physical and mental health of affected 
individuals. This article aims to investigate whether the Indian population possesses a fundamental 
understanding of epilepsy to evaluate the level of awareness and comprehension among the public 
and explore the reasons why patients may still resort to sorcery. 

Methods: To assess epilepsy knowledge among the urban population in India, a quantitative 
research approach utilizing structured closed and open-ended questionnaires and a thorough review 
of existing literature was employed. Of the 418 individuals approached, 401 participated in the 
study, and their responses were analyzed statistically.

Results: Preliminary results indicated a broad spectrum of awareness levels in the Indian 
population. While some demonstrated an adequate understanding of epilepsy, others still 
harbour misconceptions and erroneous beliefs. Factors, such as socioeconomic status, education 
level, cultural influences, and access to accurate information may influence these variations in 
understanding. 26% of responders said that epilepsy is contagious, the prevalence of epilepsy was 
56% among responders, 31% still resort to sorcery, 38% think that an epileptic person cannot get 
married, and 10% believe that letting a patient during seizures smell socks or onion will help instead 
to seek proper medical treatment.

Conclusion: The compelling results indicate the need for public health campaigns, educational 
initiatives, and awareness programs to bridge informational gaps and improve the quality of life 
(QoL) for people with epilepsy (PWE). Epilepsy disrupts the daily lives of patients, emphasizing 
the critical need for community education on the condition in India. Further research in rural areas 
is essential to gain a deeper understanding of public perceptions of epilepsy and its impact on those 
living with the disorder.
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Introduction

ndia is one of the most diverse and popu-
lous countries in the world, where people 
of different beliefs live in different parts 

of the country, and it is difficult to impress the common 
Indians with disease awareness and its impact on soci-
ety. Epilepsy is a severe brain disorder that affects 1% 
of the world’s population and has a significant impact 
on people’s quality of life (QoL), especially those with 
wholly controlled seizures [1].

Epilepsy has multiple causes and is multifactorial. It 
occurs when clusters of nerves in the brain send out 
abnormal signals to the rest of the brain. Anything that 
disrupts the typical patterns of nerve activity, from dis-
ease to brain injury to abnormal brain growth, can cause 
seizures [2].

Most people in our societies consider neurological dis-
orders as taboo in India. We do not want to talk about 
them, and people do not understand how sensitive it is. 
The patient used to say, “Epilepsy cannot happen to me.” 
Like all of us here, the patient denied it. According to re-
ported cases in India, nearly one-sixth of the people with 
epilepsy (PWE) worldwide live in India. A person with 
epilepsy may develop epilepsy due to abnormal wiring 
in the brain, an imbalance in nerve signaling chemicals 
known as neurotransmitters in the brain, changes in es-
sential features of the brain’s membrane receptors and 
channels, or a combination of those and other factors.

India is one of the largest South Asian countries, with 
a population of over 1.3 billion people belonging to 
various castes and creeds, with various social and cul-
tural backgrounds, and socio-economic classes. In India, 
people have different opinions, beliefs, perceptions, and 
knowledge about various situations.

One of the main issues we face in this article is the 
awareness, knowledge, and belief about epilepsy. Epi-
lepsy is a chronic, non-infectious brain disease. It is 
characterized by repeated seizures, sometimes resulting 
in unconsciousness and involuntary movement of the 
bowel and bladder. Epilepsy can be treated with medica-
tion or surgery [3, 4].

World Health Organisation (WHO) recently reported 
that 80% of epileptic patients live in low and middle-
class countries. Epilepsy is not contagious. While many 
underlying disease mechanisms can cause epilepsy, the 
underlying cause of epilepsy is still unknown in approxi-
mately 50% of cases worldwide. Still, 12% of the sur-
veyed urban population believed that epilepsy does not 
originate from the brain, as shown in Figure 1. Epilepsy 
causes can be classified into structural, genuine, infec-
tious, metabolic, immune, and unknown. Some common 
causes of epilepsy include:

● Brain damage from prenatal and perinatal conditions 
(e.g. oxygen deprivation or trauma during birth, low 
birth weight)

● Congenital abnormality or genetic conditions with 
brain malformations

● Severe head injury

● Stroke that limits the oxygen to the brain

● Infection of the brain (including meningitis and en-
cephalitis, specific genetic syndromes)

● Brain tumour

According to some estimates, as many as 70% of PWE 
could live seizure-free if diagnosed and treated correctly 
[5].

I

 What is “already known” in this topic:

In India, a lot of individuals have false beliefs regarding epilepsy, such as that it is contagious or the result of 
supernatural possession. Social stigma surrounds people with epilepsy, particularly women and children.

 What this article adds:

There is a pressing need to increase awareness about epilepsy and create awareness about people with epilepsy 
(PWE) seeking treatment and enhancing their quality of life (QoL). And ordinary Indian (36%) is ready to help 
PWE if needed.
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This issue suggests that more exhaustive studies should 
be conducted to assess the actual prevalence of epilepsy 
in India. 

Epilepsy is one of the most common medical condi-
tions in that PWE do not seek treatment from a profes-
sional. Some of the reasons why people do not seek 
treatment for epilepsy are:

● People have negative attitudes towards the help 
available.

● People are concerned about the cost of treatment.

● People are worried about transportation or inconve-
nience.

● People are afraid of breach of confidentiality.

● People feel like they can manage the problem alone.

● Traditional healers are one of the leading providers of 
treatment for epilepsy in India.

● People who believe in the supernatural cause of epi-
lepsy mainly seek treatment from indigenous healers in 
India.

● Many people do not receive epilepsy treatment due 
to delay in initiation.

● Many people in the community do not receive treat-
ment for epilepsy.

The myths and misunderstandings about epilepsy also 
affect the patient’s health. For example, due to the be-
lief in superstitions and supernatural powers, patients are 
often forced to rely on religious healing and traditional 
treatments that can damage their health [6].

Epilepsy has a detrimental impact on educational at-
tainment, employment, marital status, and other fun-
damental social relationships. The economic burden of 
epilepsy is exceptionally high, with the cost of treatment 
and travel is a significant factor. This culminates in a vi-
cious cycle of economic burden and inadequate disease 
outcomes [6]. Public awareness campaigns and allocated 
disease days should be implemented because they play a 
vital role in eliminating the stigma and misperceptions 
associated with epilepsy.

In the Indian urban population, only 52% knew that 
medications are available that can well manage the epi-
lepsy condition and that PWE can live a seizure-free life, 

and 48% believed that medications are unavailable that 
can help a person with epilepsy live seizure-free life, as 
shown in Figure 2.

It is remarkable that, even though approximately 12 
million individuals in India are affected by epilepsy, this 
remains a largely unexplored area in the field of health 
and practice sociology. 

This paper seeks to address this intellectual and politi-
cal neglect by examining the social, psychological, and 
legal issues that affect the lives of PWE, with a particu-
lar focus on the negotiation of arranged marriages and 
employment, drawing upon the analytical frameworks of 
sociological studies of stigma and critical race theory, as 
well as the cultural paradigms of health and suffering. 
In addition, PWE reported continued discrimination, ha-
rassment, and preconceived notions of cognitive impair-
ment in the workplace due to the prevalence of cultural 
beliefs and popular depictions of seizures associated 
with epilepsy, reported in many reference articles [7]. 

Despite these advances in science, significant progress 
has not yet been made in the treatment of individuals with 
epilepsy. This confirms Wolf’s assertion that epilepsy is 
a phenomenon that exists in two distinct realms: The 
realm of scientific progress in epilepsy treatment, where 
considerable progress has been made, and the realm of 
religious belief and prejudice, which has remained rela-
tively resilient despite the numerous initiatives taken 
by PWE [8, 9]. Stigma and the resulting psychosocial 
problems are enormous obstacles that PWE face every 
day. Women with epilepsy, especially in poor countries, 
are often ill-equipped to deal with the stigma that they 
face on many levels. This article searched sociology and 
social psychology on stigma and how it can lead to ste-
reotyping, prejudice, and discrimination about epilepsy 
or similar illnesses [10].

Materials and Methods

A quantitative research approach, utilizing structured 
closed and open-ended questionnaires and a thorough re-
view of existing literature, was employed to assess epi-
lepsy knowledge among the urban population in India. 
Of the 418 individuals approached, 401 participated in 
the study, and their responses were analyzed statistically. 
A questionnaire was formulated and sent through an 
e-platform (Google form) to seek responses about epi-
lepsy. The questionnaire included close-ended and open-
ended questions to gather information and examine the 
attitudes and behaviour regarding epilepsy.
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Since the e-platform provides access to different geog-
raphies and various sections of our society.

Most questions were Yes/No and others were standard 
short answer questions. The participants were provided 
with a brief introduction to the questionnaire to ensure 
that they took part in the survey voluntarily after under-
standing its purposes. Completing the questionnaire took 
about a week and a half.

The survey questionnaire was spread across the urban 
areas of India. While approaching 418 people, only 401 
responses were considered for final statistical analysis. 

Results

The respondents of this study were mostly from Guja-
rat, Maharashtra, UP, J&K, and Himachal Pradesh. Their 
socio-economic conditions were in the middle and up-
per-middle classes of our society. Their education level 
was at least that of university graduates.

Education level of responders:

● Graduate: 289

● School level: 112

● Never attended school: 0

● Work status of responders:

● Salaried: 348

● Self-employed: 53

● Non-working: 0

All respondents were professionals.

As depicted in Figure 1, awareness in the well-educat-
ed urban Indian population was 96%. This is compelling 
that epilepsy is more prevalent than reported in various 
platforms and research articles. All respondents were 
professionals. 

While some demonstrate an adequate understanding 
of epilepsy, others still harbour misconceptions and er-
roneous beliefs. Factors, such as socioeconomic status, 
education level, cultural influences, and access to ac-
curate information may influence these variations in 
understanding. 26% of responders said that epilepsy is 
contagious, the prevalence of epilepsy among respond-
ers was 56%, 31% still resort to sorcery, 38% think that 
an epileptic person cannot get married, and 10% believe 
that letting a patient during seizures smell socks or onion 
will help instead to seek proper medical treatment.

The respondents knew that PWE lived in their fami-
lies or neighbourhood, and the prevalence was as high 
as 56%. This means that in rural India, the prevalence of 
epilepsy is sure to be higher than reported. 

In the 21st century, 26% of respondents consider epilep-
sy contagious, and another 20% have no idea about the 
disease, as mentioned in Figure 2, which is itself com-
pelling that epilepsy awareness should be aggressively 
pursued so that PWE can live with a better quality. 

Table 1. Seeking treatment for epilepsy (n=401)

%
Patient Seeking Treatment

NeurologistDo not Know

5644Which doctor (speciality) is eligible to treat epilepsy?

Table 2. What a common person would do when they see someone with a seizure (n=401)

If You Find Anyone Having A Seizure (Fits/Mirgi), What Would You Do? No. (%)

Will give a helping hand 143(36)

Letting the patient smell shoes/onions/socks near the patient’s nostrils 40(10)

I will help the patient by lying down, turning to the left side, and protecting from getting injuries 109(27)

It probably will help the patient 56(14)

Do not know 53(13)
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Figure 1. Understanding of epilepsy in common Indian
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Appendix: 

Questionnaire: 

 Have you heard about epilepsy (mirgi /fits)? 

 Are you aware that epilepsy is not a disease but a disorder originating from the brain? 

 Do you know anyone who has epilepsy? 

56

124

248

345

276

153

If you get to know that a person is suffering with
epilepsy, will you distant yourself from them?

Do you know anyone who does not visit a specific doctor
but goes for sorcery (Jhaad Phoonk) for the treatment?

Do you think an epileptic person can have normal life and
can marry anyone?

Figure 3: Can Epilepsy Become a Barrier

NO YES

Figure 3. Can epilepsy become a barrier
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It was evident that 44% of respondents did not know 
which specialist doctor could treat epilepsy, as mentioned 
in Table 1. The people’s perception that PWE can have a 
regular daily routine is 38% of the perception that PWE 
cannot have a regular daily routine, as mentioned in Fig-
ure 3. It is the healthcare services’ failure to define the 
proper image of epilepsy that disappoints patients more. 

Despite the improvement of educational and social 
conditions over time, the stigma, discrimination, and 
perception of epilepsy in the country have not changed 
significantly. 

It is sad and compelling that epileptic patients in In-
dia face discrimination, which is depicted in Figure 3, 
wherein 14% of respondents said that they would dis-
tance themselves from PWE the moment they get to 
know it. Furthermore, the vast disparity in treatment and 
the lack of QoL associated with epilepsy is exacerbated 
by the presence of co-morbid conditions.

In Figure 3, it is pretty evident that 31% of well-educat-
ed people still think that sorcery is the option for epilepsy 
because they perceive it not a disease but a curse on the 
person with seizures.

In Table 2, it is very clear that we are far behind in creating 
awareness about epilepsy in common Indian. Even in urban 
people, the concept of epilepsy is still unclear as to what 
to do if a person has a seizure; 40 out of 418 respondents 
said they would let the person smell shoes, onion, or socks 
instead of helping the person to get the medical treatment.

In Figure 3, the public perception is still that 38% of 
respondents believed an epileptic person cannot get mar-
ried and can live an everyday life. This strong belief has 
to wane-off, which is possible only by creating more 
awareness programmes about epilepsy. More roadshows 
and parodies can help familiar Indians to understand 
what epilepsy is and which can be managed well so peo-
ple can live a normal life [11].

Discussion

This study showed how cultural belief systems and 
misconceptions govern society’s attitudes toward PWE 
in India. In this perspective, attention was paid to cul-
tural models of illness and suffering to guide our under-
standing of the meaning-making process around a condi-
tion that remains stigmatised and underdiagnosed. Using 
online survey data revealed the interpersonal stigma 
experienced by PWE, particularly in marriage and the 
labour market. The brief review of the legal framework 

also sheds light on some laws governing civil rights 
(for example, obtaining employment) that are based on 
unscientific claims and prejudices that reproduce the 
stigma associated with epilepsy. The results of the on-
line survey found that people with limited knowledge 
about epilepsy or no personal contact with someone with 
epilepsy reported a more negative attitude toward the 
condition and its treatment. This observation has been 
consistently demonstrated in previous studies [12]. In 
addition, the extent of negative attitudes is complicated 
by the presence of misconceptions about epilepsy as a 
form of dementia, considered incurable, contagious, 
hereditary, a form of learning and cognitive disability. 
Thus, by previous studies [13], the respondents note 
that negative stereotypes promote the concealment of 
the condition, which reinforces internal stigma. Social 
rejection anxiety resulting from this condition was exac-
erbated in PWE participants. Many suggest living alone 
(avoiding significant company) as a coping strategy to 
avoid social embarrassment and discomfort. We believe 
that this perception of women is the result of patriarchal 
ideologies that limit women’s freedom (more than men) 
to seek a job or a partner of their choice.

Even though the population is relatively well-informed 
about the causes and treatments of epilepsy, a high prev-
alence of misconceptions and myths was reported here. 

With this in mind, it is essential to collect more data on 
the patient’s perception of the underlying causes of epi-
lepsy and help-seeking behaviours in the Indian popula-
tion. This study was conducted to gain insight into the 
patients’ and their families’ perception of the disease and 
support-seeking behaviours in an outpatient department 
and an indoor setting in a tertiary care hospital (TCH) in 
India [14-16].

Epilepsy care should include social education and pub-
lic education about the disease, as well as a reasonable 
prescription of anti-epileptic medications. Social dis-
crimination against PWE is primarily based on misper-
ceptions about the disease, combined with fear and ap-
prehension of the public on facing a seizure [17]. The 
misconceptions people have about epilepsy can nega-
tively impact their health, the health of their babies and 
children, their hygiene, their health care needs, and their 
ability to accept treatment. This can lead to a low QoL 
for PWE. Unfortunately, no qualitative research has been 
found on how people feel about epilepsy in India. How-
ever, some quantitative surveys have been conducted 
with school kids, people in the community, and PWE. 
The support of caregivers and family members is crucial 
for compliance and better patient care [18].
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The prevalence of good knowledge of epilepsy is re-
flected in the proportion of people who cited neurologi-
cal disease or brain disease as the cause question and in 
the proportion of people who reported medical treatment 
with follow-up. However, the prevalence of myths or 
misconceptions was reflected in the number of people 
who chose possession by demons/evil spirits, envy/evil 
eye, or spiritual rituals/religious healing as the best treat-
ment for epilepsy.

Despite limitations, this study tries to highlight the so-
cial, psychological, and understanding challenges that 
must be addressed to help improve the QoL of PWE in a 
context where knowledge of this condition is limited and 
biased. The study reveals that a person with epilepsy is 
caught in interconnected axes of disadvantage that limit 
economic and non-economic opportunities (love, soci-
ety, and well-being). We argue that unless positive socio-
legal interventions are directed at improving awareness 
and social preparation, the PWE’s lives are doomed to be 
entangled in shame and embarrassment for a condition 
over which they have no control. Our study highlighted 
the importance of recognizing cultural variations in un-
derstanding a neurological condition.

Conclusion 

Many attempts have been made to raise awareness 
about epilepsy. Still, more innovative methods and tools 
are needed to help the public understand that epilepsy is 
treatable and, in most cases, it is curable with the drugs 
that are currently on the market. In many cases, a patient 
can live a seizure-free life with a higher QoL. Because 
this sample size is too small for the survey, the actual 
epilepsy awareness could be different. Therefore, a more 
extensive survey is needed to better understand the fun-
damental understanding of this life-changing disorder, 
specifically in rural India.
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Appendix:

Questionnaire:

● Have you heard about epilepsy (mirgi /fits)?

● Are you aware that epilepsy is not a disease but a 
disorder originating from the brain?

● Do you know anyone who has epilepsy?

● Do you think that epilepsy is contagious?

● Which doctor (speciality) is eligible to treat epilepsy?

● Do you think people with epilepsy can do their daily 
routine smoothly?

● Are you aware that there is a proper set of medica-
tions available that almost cures many epilepsy types?

● If you get to know that a person has epilepsy, will 
you distance yourself from them?

● Do you know anyone who does not visit a specific 
doctor but goes for sorcery (Jhaad Phoonk) for the treat-
ment of epilepsy?

● If you find anyone with a seizure (fits / mirgi), what 
would you do?

● Do you think an epileptic person can have an every-
day life and can marry anyone?
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