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ABSTRACT

Background: Epilepsy is a chronic neurological disorder with significant psychological and social
implications for affected children and their families. Disclosure of a child's epilepsy status is a crucial
aspect influencing social support and stigma but remains understudied in rural Indian settings. Aim:
To assess the knowledge, attitude, and practices (KAP) regarding epilepsy among parents of children
with epilepsy in a rural tertiary care hospital, and to explore their disclosure practices and associated
factors. Methods: A descriptive, self-report survey was conducted on 262 parents of children aged
below 18 years diagnosed with epilepsy as per the 2014 ILAE criteria. Data were collected using a
semi-structured questionnaire assessing KAP, demographic variables, disclosure status, reasons for
disclosure/non-disclosure, and its consequences. Statistical analyses included chi-square and Fisher’s
exact tests. Results: 64.88% of parents disclosed their child’s epilepsy status to two or more target
groups; 35.12% concealed it. Socioeconomic status, family type, and family history of epilepsy did
not significantly affect disclosure rates. Disclosure was motivated by reduced parental anxiety,
perceived lower social stigma, and increased help from schools and community. Non-disclosure was
mainly due to fears of school exclusion, bullying, and embarrassment. Conclusion: Disclosure
practices are improving among parents of children with epilepsy in rural India, leading to better social
acceptance and reduced parental anxiety. Nonetheless, persistent stigma and misconceptions highlight
the need for enhanced awareness and psychosocial interventions.
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INTRODUCTION

Epilepsy is a chronic neurological disorder characterized by recurrent, unprovoked seizures that
significantly impact psychological, social, and daily functioning of affected individuals. The global
prevalence of epilepsy varies, with epidemiological studies showing a rate of approximately 3.6 to 4.2
per 1000 children in developed nations, while in developing countries, this rate is often double. This
higher prevalence in resource-limited settings is compounded by stigma, misconceptions, and limited
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healthca[tlr]e access, which adversely affect treatment and quality of life for people living with epilepsy
(PWE).

According to the International League Against Epilepsy (ILAE) 2014 operational definition, epilepsy
is diagnosed if there are at least two unprovoked seizures more than 24 hours apart, or one unprovoked
seizure with a high probability of recurrence, or a diagnosed epilepsy syndrome. Despite advances in
diagnosis and management, a knowledge gap remains among caregivers, and societal stigma continues
to hinder optimal care.[?

Parents of children with epilepsy (CWE) often face complex challenges, including the decision to
disclose the child's diagnosis. Disclosure may impact the child’s social acceptance and access to
support but also carries the risk of stigma and discrimination in schools and communities. Fear of
negative societal reactions, embarrassment, and misinformation often lead to concealment of the
diagnosis. This concealment can exacerbate feelings of isolation and anxiety both in the child and their
family, affecting psychosocial well-being.!

The stigma related to epilepsy includes both enacted stigma-actual experiences of discrimination-and
felt stigma, which is the fear or anticipation of discrimination. This stigma influences not just the
individual but also their families, affecting relationships and social integration. Studies have shown
that stigma contributes to worse health outcomes, decreased adherence to treatment, and diminished
quality of life.l*]

Aim
To understand the knowledge, attitude, and practices of parents of children with epilepsy before
seeking treatment.

Objectives
e To study knowledge, attitude, and practices about epilepsy among parents of children with
epilepsy.

e To identify the groups to whom parents disclose their child's epilepsy status and the factors
affecting their disclosure decisions.

« To explore the enablers and barriers for disclosure among parents in a rural tertiary care
hospital setting.

MATERIALS AND METHODOLOGY
Source of Data
The data were collected from parents or guardians of children aged O to 18 years diagnosed with
epilepsy, attending the pediatric epilepsy outpatient and inpatient clinics at a rural tertiary care hospital.
Participants were enrolled consecutively over an 18-month period from January 2023 to June 2024.
Study Design
A descriptive research design was employed involving a self-report survey of parental knowledge,
attitude, practices, and disclosure patterns regarding their child's epilepsy. Data were collected using a
semi-structured questionnaire.
Study Location
The study was conducted at the Department of Paediatrics in a tertiary level rural hospital affiliated
with Maharashtra University of Health Sciences, Nashik.
Study Duration
The duration was 18 months, from January 1, 2023, to June 31, 2024.
Sample Size
The total sample size was 262 parents of children with confirmed epilepsy as per the ILAE 2014
definition. The sample size was calculated based on previous disclosure rates in similar Indian
populations, ensuring adequate power for descriptive analysis.
Inclusion Criteria

o Parents or guardians aged 18 years or older of children below 18 years diagnosed with epilepsy

based on the ILAE 2014 criteria.
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« Children with generalized or partial seizures.
o Parents who understood English, Hindi, or Marathi.
o Consent to participate was obtained.
Exclusion Criteria
o Parents of children with epilepsy associated with comorbidities such as attention deficit
hyperactivity disorder (ADHD), autism, intellectual developmental disorder (IDD), mental
retardation, cerebral palsy, or any systemic illness.
« Children with progressive neurological disorders were also excluded to avoid confounding due
to overt disabilities.
Procedure and Methodology
After ethical approval, eligible parents were approached and informed consent was obtained. They
completed a validated semi-structured questionnaire designed to assess their knowledge, attitudes, and
practices toward epilepsy, and to identify their disclosure behaviors. The questionnaire included
sections on demographics, seizure characteristics, socio-economic status (as per Modified
Kuppuswamy Scale 2018), and disclosure patterns to target groups such as relatives, school personnel,
neighbors, and friends.
Parents who disclosed were asked about reasons for disclosure and subsequent consequences, while
those who did not disclose were questioned on barriers and concerns related to non-disclosure.
Responses were collected personally during clinic visits.
The questionnaire's validity was confirmed by experts in neurology, pediatrics, epilepsy, psychology,
and counseling.
Sample Processing
Completed questionnaires were collected, and data were entered into Microsoft Excel for tabulation
and cleaning prior to statistical analysis. Demographic and clinical data were cross-verified against
clinical records for accuracy.
Statistical Methods
Descriptive statistics were employed. Quantitative data were summarized as means and standard
deviations, whereas qualitative data were reported as frequencies and percentages. Chi-square tests or
Fisher’s exact tests were used to determine associations between categorical variables such as
disclosure patterns and socio-demographic factors. A p-value of <0.05 was considered statistically
significant.
Data Collection
Data were collected in person during outpatient and inpatient visits by trained study personnel. Each
participant completed the questionnaire in a preferred language (English, Hindi, Marathi).
Confidentiality and anonymity were maintained throughout.

OBSERVATION AND RESULTS
Table 1: Knowledge, Attitude, and Practices of Parents Before Seeking Treatment

Parameter Frequency (n) | Percentage (%)
Heard about seizure/fits (Yes) 208 79.38
Source: Relatives/Friends 185 70.61
Epilepsy leads to: Loss of consciousness 110 42.00
Causes of seizures: Fever 169 64.00
Awareness about safety and prevention (Yes) | 205 78.24
Seizure can happen anytime 161 62.00
Doctor choice: Paediatrician 153 58.00
Used traditional treatment 29 11.00
Think long term treatment needed (Yes) 228 87.00

In table 1, Before seeking treatment, a significant majority of parents (79.38%) had heard about
seizures or fits, primarily gaining information from relatives or friends (70.61%). Most parents
understood that epilepsy could lead to loss of consciousness (42%), and many believed fever to be a
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common cause of seizures (64%). A substantial portion of parents demonstrated awareness of safety
and prevention during seizures (78.24%) and recognized that seizures could occur at any time (62%).
When seeking medical help, more than half preferred consulting a paediatrician (58%), while a smaller
group reported using traditional treatments (11%). Notably, an overwhelming majority (87%)
acknowledged the need for long-term treatment in epilepsy.

Table 2: Knowledge, Attitude, and Practices About Epilepsy Among Parents 385
Parameter Frequency (n) | Percentage (%)
Consulted faith-healer (No) 224 85.50
Visited holy place for treatment (Yes) 88 33.58
Allow child to play outside (Yes) 171 65.26
Allow child to continue schooling (Yes) 196 74.80
Think person with epilepsy can get married (Yes) | 194 74.04
Think child can live independent life (Yes) 176 67.17
Allow marriage to person with epilepsy (Yes) 135 51.52
Employ a person with seizure (Yes) 130 49.61

Table 2, Regarding attitudes and practices about epilepsy, most parents had not consulted a faith-healer
for treatment (85.5%), although about one-third (33.58%) had visited holy places to perform rituals.
Many parents expressed support for their child's social and educational involvement, with 65.26%
allowing their child to play outside and 74.8% permitting continued schooling. Most parents believed
that people with epilepsy could get married (74.04%) and live independent lives (67.17%). However,
there was more hesitancy about allowing their child to marry a person with epilepsy (51.52%) and
hiring a person with seizures (49.61%).

Table 3: Enablers and Barriers for Disclosure Among Parents

Reasons for Disclosure Frequency (n) | Percentage (%)
Decreased social stigma 148 87.05
Increased chances of getting help 148 87.05
Reduces anxiety 144 84.70
Better acceptance in society 141 82.94
Advised by family members/doctor 118 69.41
Family history makes more open 98 57.64
Reasons for Non-Disclosure Frequency (n) | Percentage (%)
Fear child might be asked to leave school 89 96.73
Child would be bullied/teased 81 88.04
Feel embarrassed about child's condition 66 71.73
Cannot accept child's illness 69 75.00
Advice not to disclose by family/doctor 54 58.69
Fear of negative attitudes due to wrong ideas about epilepsy | 84 91.30

In table 3, Enablers for disclosure included perceived benefits such as decreased social stigma and
increased chances of receiving help, each endorsed by 87.05% of the disclosing parents. Additionally,
disclosure was associated with reduced parental anxiety (84.7%), better acceptance of the child in
society (82.94%), and advice from family members or doctors (69.41%). Openness was also higher
among those with a family history of epilepsy (57.64%). Conversely, barriers to disclosure were
primarily fear-based: nearly all parents who concealed the condition feared their child might be asked
to leave school (96.73%) and anticipated bullying or teasing (88.04%). Many felt embarrassment about
the child's condition (71.73%) or struggled to accept the illness themselves (75%). Advice against
disclosure from family or doctors was reported by 58.69%, and a large majority (91.3%) worried that
misconceptions about epilepsy would lead to negative attitudes from others.

In the study population, 64.88% of parents disclosed their child's epilepsy to at least two target groups,
including extended family, friends, teachers, neighbors, and peers, while 35.12% chose to conceal the
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condition. Disclosure decisions were not significantly associated with socio-economic status or family
type (p > 0.05).

DISCUSSION

Knowledge, Attitude, and Practices (KAP) Before Treatment

Table 1 shows high general awareness among parents, with 79.38% having heard of seizures, primarily
from relatives or friends (70.61%). Most parents (64%) identified fever as a cause, and a large majority
(87%) recognized the need for long-term treatment. Awareness about safety and seizure occurrence
(78.24% and 62%, respectively) was also significant. However, some traditional treatments were still
reported (11%), reflecting cultural influences.

This aligns with studies such as Radhakrishnan et al. (2000)! and Surekha et al. (2007) in India,
which reported good awareness but persistent myths about causes and treatment. Thacker et al.
(2008)[" showed awareness not always translating into correct first aid knowledge. Similar proportions
using traditional remedies were also documented by Pal et al. (2008).

Table 2 highlights attitudes-majority avoided faith healing (85.5%) but a third still visited holy places.
Most parents encouraged normal activities including play (65.26%), schooling (74.8%), marriage
prospects (74.04%), and living independently (67.17%). Acceptance levels for marriage and
employment were moderate (around 50%).

These findings resonate with studies showing improving but cautious attitudes. Baker et al. (2008)[
and Radhakrishnan et al. (2000)®! reported similar acceptance in Indian populations yet noted enduring
stigma affecting marriage and employment decisions. The Saudi Arabia study by Zaini et al. (2013)1%
also reflected ambivalence about marriage and social integration.

Disclosure Practices and Influencing Factors

Table 3 shows a disclosure rate of 64.88%, higher than some Indian urban studies but consistent with
gradual improvements over time. Non-disclosure (35.12%) remains substantial. Socio-economic status
and family type had no significant effect on disclosure decisions.

This finding contrasts with earlier data like Pal et al. (2008)!, which reported even higher disclosure
(94%). It suggests a trend towards greater openness, possibly due to increased awareness and
counseling.

Enablers and Barriers for Disclosure

Table 4 details reasons behind disclosure: desire to decrease social stigma and get help (87.05% for
both), reduced anxiety (84.7%), better acceptance (82.94%), and advice from family/doctors (69.41%).
Positive family history also enabled disclosure (57.64%).

Barriers included fear of child being asked to leave school (96.73%), bullying (88.04%),
embarrassment (71.73%), non-acceptance (75%), family/doctor advice against it (58.69%), and
concerns about negative attitudes due to misconceptions (91.3%).

These patterns echo findings by Benson et al. (2017)*Y, who highlighted fear and stigma as major
reasons for concealment. Moffat et al. (2009)1*2 also found bullying to be a critical deterrent to
disclosure in adolescents. The dual influence of familial and societal pressures on disclosure decisions
has been documented by Quinn and Chaudoir (2009)™, emphasizing anticipated stigma.

CONCLUSION

The study found that the prevalence of disclosure of epilepsy among parents of children with epilepsy
(CWE) in arural tertiary care hospital is higher (64.88%) than non-disclosure (35.12%). Demographic
factors, including socioeconomic status and family type, did not significantly influence parents'
disclosure decisions. Disclosure was associated with better societal acceptance, reduced parental
anxiety, and increased chances of receiving help from schools and community members. However,
stigma and fear of negative social attitudes, especially concerns about the child being asked to leave
school, bullying, and embarrassment, remain significant barriers to disclosure. Despite improvements
in awareness and attitudes toward epilepsy, increased educational efforts and psychosocial support are
needed to further reduce stigma and support parents and children affected by epilepsy.

EISSN 1303-5150 @ www.neuroquantology.com

386


http://www.neuroquantology.com/

Neuroquantology | Sept 2025 | Volume 23 | Issue 7 | Page 382-387| Doi: 10.48047/nq.2025.23.7.nq25037
Mohammed Nabeel Nayyar, KNOWLEDGE, ATTITUDE AND PRACTICES ABOUT EPILEPSY IN PARENTS OF CHILDREN WITH
EPILEPSY IN RURAL TERTIARY CARE HOSPITAL AND THEIR DISCLOSURE PRACTICES

LIMITATIONS OF THE STUDY

e The study included responses from only one parent per child and did not involve both parents,
potentially limiting the perspective on family decision-making dynamics.

o It was a self-reported survey, which may have led to subject bias and limitations in the
reliability of the information provided by the parents.

o Adolescents who might play a significant role in disclosure decisions were not included in the
study population.

e Being a non-interventional, observational study, it could not evaluate changes in parental
attitudes before and after counseling on disclosure issues.

e The educational background and resources available at schools were not uniform for all
participants, which could have introduced bias in parental responses regarding epilepsy
awareness and practices.
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