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Abstract

Epilepsy, a chronic neurological disorder, profoundly impacts an individual’s quality of life. Comprehensive patient education is pivotal in
empowering patients and their families to manage epilepsy effectively. However, in India, patient education is often fragmented and inadequately
delivered, leading many patients to resort to traditional beliefs and practices. This article highlights the critical gaps in patient education for epilepsy
in India, underscoring the urgent need for structured and accessible educational interventions.

Recent studies indicate that the prevalence of epilepsy in India ranges from 3.0 to 11.9 per 1000 people. Despite this, government data suggests
that actual prevalence rates may be higher.

In reality, epilepsy can be effectively managed with modern medicine. Unfortunately, this awareness is not widespread, particularly in rural areas
where most people with epilepsy (PWE) reside, leading to poor living conditions and inadequate access to treatment. Connecting these patients with
neurologists and other healthcare professionals is crucial for providing appropriate care. International guidelines emphasize that anti-epileptic
drugs (AEDs) can help patients achieve lifelong seizure control, yet these guidelines are not widely implemented in India.

Public health challenges that require a comprehensive and integrated approach. Collaboration among neurologists, public health experts,
psychiatrists, psychiatric sociologists, psychiatric nurses, and program managers is essential to improve patient care and rehabilitation for PWE in
India. The unmet need for comprehensive patient education is critical in raising awareness about the disease and improving the quality of life for
PWE. Education can lead to increased adherence to therapy, reducing the burden and improving outcomes.
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Key Message: Epilepsy continues to pose a significant public health challenge in India due to persistent stigmatization, socio-economic disparities,
and inadequate patient education. Effective patient education has the potential to enhance therapy adherence and reduce the disease burden.
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Introduction

Stigma and discrimination against people with epilepsy (PWE)
have persisted for centuries. Historically, epilepsy was often misin-
terpreted as a spiritual or divine affliction rather than a neurologi-
cal disorder, leading to the inhumane treatment of individuals with
epilepsy. Philosophers such as Hippocrates and Aristotle, as early
as the 5th and 4th centuries, recognized the physiological origins
of epilepsy, yet the illness continued to be misunderstood and stig-
matized. Shockingly, even into the 20th century, individuals with
epilepsy were often institutionalized and deprived of basic rights.

In recent years, global attitudes towards epilepsy have im-
proved, with many countries enacting laws to protect the rights of
PWE and reduce discrimination. However, a lack of understanding
about epilepsy persists in many parts of the world, including India,
where stigma remains a significant barrier to raising awareness,
providing care, and improving the quality of life for those affected.
Addressing this issue requires innovative communication strate-
gies and dedicated research efforts [1,2].

The Role of Education in Epilepsy Management

Effective management of chronic diseases like epilepsy requires
more than just information dissemination; it necessitates disorder
literacy, which involves interpreting and comprehending informa-
tion about the disease. Self-empowerment—taking responsibility
for self-care, medication adherence, avoidance of triggers, and ef-
fective symptom management—is equally crucial. Unfortunately,
research on enhancing knowledge about epilepsy and promoting
self-empowerment remains limited, with few studies focusing on
reducing seizure anxiety and improving patient outcomes [3,4].

In India, the scarcity of outpatient clinics and the absence of
dedicated epilepsy nurses or educators result in patients receiving
insufficient information during brief interactions with physicians.
[5,6] Consequently, PWE and their families lack access to accurate,
reliable, and easily understandable information. Education can sig-
nificantly improve knowledge about epilepsy, boosting self-esteem,
self-management skills, and attitudes towards the disease [7,8].

The Indian Context
Limited Resources

India has approximately 3,000 practicing neurologists, lead-
ing to a neurologist-to-population ratio of just 0.0002%. The
overwhelming number of patients each neurologist must see dai-
ly makes it nearly impossible for clinicians to provide adequate
counselling or education to every patient experiencing recurrent
seizures. The perceptions and treatment of PWE by the public, fam-
ily members, and society significantly impact their recovery and
quality of life. Despite increasing awareness of epilepsy, negative
attitudes remain widespread, further complicating the delivery of
effective care [9,10].

Many primary healthcare doctors in India overuse electroen-
cephalograms (EEGs), prescribe AEDs inappropriately and lack the
necessary skills to manage AED-resistant epilepsy. This over-reli-
ance on outdated or incorrect practices exacerbates the challenges
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faced by PWE in receiving appropriate care [11].

Cultural Challenges

In Kerala, a significant portion of the population relies on tra-
ditional medical practices to treat epilepsy. Additionally, many PWE
attending tertiary hospitals report using complementary and alter-
native medical (CAM) treatments. Recent studies reveal that a sub-
stantial number of patients discontinue epilepsy treatment within
ayear, primarily due to a lack of understanding of the consequences
of stopping treatment [12,13].

Furthermore, nearly one-fifth of the Indian population contin-
ues to believe that epilepsy is caused by evil spirits. This pervasive
stigma is a major obstacle to effective epilepsy treatment and ser-
vice utilization. Discriminatory attitudes in society negatively affect
education, employment, marriage, and social life for PWE, discour-
aging them from seeking and maintaining care. These attitudes also
lead to reduced availability of healthcare, treatment adherence, and
lifestyle guidance, ultimately impacting overall health [14].

Stigma not only affects PWE but also their families, leading to
various psychological and social repercussions, including loss of
self-esteem, social isolation, and, in severe cases, suicide. Addition-
ally, the side effects of medication can further diminish an individ-
ual’s quality of life.

Challenges in the Indian Healthcare System

Population Pressure and Policy Reform

India, one of the most populous countries and the third-largest
economy globally, has seen significant improvements in health out-
comes over the past decade. However, the Indian healthcare system
continues to contribute substantially to the global burden of dis-
ease [15,16].

The Indian healthcare system is organized into a three-tiered
structure, with primary, secondary, and tertiary-level services.
These services include: [17,18]

e  Primary Level: Focused on rural populations through subcen-
tres, primary health centres (PHCs), and community health
centres (CHCs).

e  Secondary Level: Provided at district or subdistrict-level hos-
pitals.

e  Tertiary Level: Offered at regional or central-level institu-
tions, such as superspecialty hospitals, following Indian Public
Health Standards (IPHS).

Communication Gaps

Educating patients from diverse backgrounds and languages
presents significant challenges for clinicians. The lack of structured,
trained healthcare support staff, such as nurses and counsellors,
creates a considerable gap in patient education. There is an urgent
need for Psychosocial and Vocational Rehabilitation (PVR) for PWE
to enhance their employment opportunities through skill-based
approaches in a non-discriminatory context. Raising awareness
of epilepsy through audio-visual channels, street plays, and exhi-

Page 2 of 5


http://dx.doi.org/10.33552/ANN.2026.19.000951

Archives in Neurology and Neuroscience Volume 19-Issue 1

bitions—particularly in schools, workplaces, and communities—
holds immense potential for improving the lives of PWE. [19].

Lack of Multidisciplinary Approach

A comprehensive team comprising psychologists, social work-
ers, health workers, primary care doctors, and neurologists trained
in epilepsy care is essential for improving outcomes. Non-govern-
mental organizations (NGOs) should be actively involved in facil-
itating the broader integration of PWE into mainstream society
[20,21].

Addressing both the demand and supply sides of healthcare is
crucial for informing, educating, and motivating individuals and
professionals from diverse backgrounds through a multidisci-

plinary approach.

Unmet needs of Care

The shortage of specialist personnel and health facilities ded-
icated to epilepsy necessitates structuring services in a public
health-oriented manner using existing resources. Priority should
be given to building the capacity of healthcare providers, employ-
ing appropriate technology for diagnostics, ensuring uninterrupted
drug delivery, and raising awareness [22].

Recent years have seen a strong push for establishing a Nation-
al Epilepsy Control Program in India. This program is expected to
bridge the significant treatment gap, addressing communication
gaps at nearly every stage of the patient journey (Figure 1).
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Figure 1: Patient Journey in India.
o J

A shortage of trained staff contributes to poor clinical out-
comes, highlighting the need for comprehensive patient education
to improve the lives of PWE and their families.

Rehabilitation Gaps

Psychosocial and vocational rehabilitation is a key need for peo-
ple with epilepsy (PWE) to enhance their chances of employment
by using a skill-based method in an environment free from stigma.
Raising awareness about epilepsy through audio-visual media,
street plays, and exhibitions, particularly in schools, workplaces,
and communities, offers a significant opportunity to enhance the
quality of life for PWE. There is an urgent need for a team that in-
cludes psychologists, social workers, healthcare providers, primary
care physicians, and neurologists who are trained in epilepsy care.
Greater involvement of non-governmental organizations (NGOs) is
also necessary to help integrate PWE more fully into mainstream

society. Therefore, addressing both the demand and supply sides
is essential to inform, educate, and inspire individuals and profes-
sionals from different backgrounds through a multidisciplinary
approach. A diploma in epilepsy care, a correspondence course
launched by the International Epilepsy Association (IEA), is a posi-
tive step toward building this capacity [31,32].

Epilepsy Care in India: Treatment Gaps

The lack of specialist personnel and dedicated health facilities
for epilepsy in India necessitates the structuring of services in a
manner that utilizes existing public health resources. Prioritizing
the capacity building of healthcare providers, employing appropri-
ate technology for diagnostics, ensuring the uninterrupted delivery
of medications, and raising public awareness are crucial steps. A
National Epilepsy Control Program is anticipated to be implement-
ed in India soon to address the significant treatment gap [23,24].
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Discussion

There is an urgent need to develop a comprehensive patient
education program for individuals with epilepsy to improve their
health outcomes and quality of life. Leveraging the latest advance-
ments in tech-based patient education tools may prove pivotal for
PWE [25].

The social stigma associated with epilepsy often prevents in-
dividuals from seeking timely medical evaluation. Reducing this
stigma is critical, and one of the most effective strategies is increas-
ing public awareness and education about seizures and epilepsy
[26,27]. Public health campaigns have proven successful in treating
various diseases, particularly in neurology, where stroke care has
dramatically improved due to public awareness campaigns, educa-
tion, and quality improvement measures [28,29].

Understanding the general public’s perception of epilepsy
through qualitative techniques is essential to direct efforts toward
bridging real gaps in knowledge and understanding. Comprehen-
sive patient education is vital to support epileptic patients, enabling
them to seek treatment and live a quality life [30].

The community-based rehabilitation model faced resistance
because people with epilepsy (PWE) were often categorized as hav-
ing disabilities. Meanwhile, the camp approach and satellite clinic
model had issues like stigma, difficulty in follow-up, and an inability
to ensure a constant supply of medications. These initial challenges
can be addressed through active community involvement. Although
these models may be cost-effective and complementary, there have
been no large-scale studies so far to evaluate their cost-effective-
ness in India.

To address these challenges, a decentralized model of epilepsy
care at the district level was proposed, incorporating two parallel
and complementary approaches: “center to periphery” and “pe-
riphery to center” In this model, the district medical officer was
considered the central figure, the neurologist as the key contact,
and the primary health center medical officer as the delivery per-
son.

In line with this, Tripathi et al. emphasized the importance of a
bottom-up training and case detection approach combined with a
top-down information, education, and communication (IEC) strat-
egy [33]. A national epilepsy network and a national epilepsy sur-
gery support program were also proposed to provide proper guid-
ance and support for managing complex cases and to reduce the
gap in surgical treatment in India.

To improve the management of epilepsy, it was suggested to
strengthen and build capacity in primary care settings, implement
telemedicine for managing complicated cases, expand surgical op-
tions and therapeutic drug monitoring, and provide emergency kits
in various settings to handle status epilepticus [34,35,36]. These
measures aim to prevent unnecessary referrals and improve the
use of available services [37].

Conclusion
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Despite numerous efforts to establish comprehensive pa-
tient education for Indian epileptic patients, achieving this goal
remains a distant dream. Epilepsy continues to pose a significant
public health challenge in India due to persistent stigmatization,
socio-economic disparities, and inadequate patient education. Ef-
fective patient education has the potential to enhance therapy ad-
herence and reduce the disease burden. This review article aims to
serve as a foundation for researchers to conduct extensive studies
on patient education and develop comprehensive solutions for de-
livering effective epilepsy education in India.
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