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ABSTRACT

Background: Epilepsy is a chronic neurological disorder that affects millions worldwide, often leading 
to not only medical complications but also significant social and economic burdens. In low- and 
middle-income countries like Pakistan, limited awareness and access to resources further 
exacerbate the challenges faced by individuals living with epilepsy. The study aimed to evaluate 
the socioeconomic and health-related challenges experienced by individuals living with epilepsy in 
Karachi.

Methods: A descriptive cross-sectional study was conducted from March to October 2023 involving 
252 patients diagnosed with epilepsy. Participants were recruited using non-probability purposive 
sampling from Jinnah Postgraduate Medical Centre (JPMC), Darul Sehat Hospital, and the 
Neurology and Epilepsy Care Centre, Karachi. Informed consent was obtained, and a pilot study 
was conducted to assess questionnaire validity. Data were collected using a structured 
questionnaire and analyzed using SPSS version 22, with a p-value of <0.05 considered statistically 
significant.

Results: Among the 252 participants, 75 individuals (29.7%) reported being financially dependent, 
while 177 (70.3%) were economically independent. Only 64 patients (25.4%) were able to visit 
healthcare facilities without assistance, whereas 188 (74.6%) required support. Educational 
challenges were reported by 68 participants (27.0%), and 87 individuals (34.5%) experienced 
employment-related difficulties. Most participants, 209 (82.9%), attended regular medical checkups, 
while 43 (17.1%) did not. Additional medication use besides antiepileptic drugs was reported by 51 
individuals (20.2%), with 201 (79.8%) relying solely on antiepileptics. A majority, 165 participants 
(65.5%), reported financial burdens associated with their condition. Additionally, 107 individuals 
(42.5%) experienced bowel or urinary incontinence during seizures, while 145 (57.5%) did not.

Conclusion: Epileptic patients in Karachi face significant socioeconomic and functional challenges, 
including financial dependence, mobility limitations, and employment barriers. Targeted healthcare 
policies and support services are essential to improve the quality of life and promote social inclusion 
for this population.
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INTRODUCTION
Epilepsy is a common neurological illness described 
by intermittent seizures & it affects 50 million people 
globally. Epilepsy is a substantial public health 
problem in Pakistan, with a frequency of 9.99/1000 
suffering from this disease. It is associated with 
cultural views, social disgrace & inadequate 
healthcare, especially in rural zones. These patients 
confront complex challenges that interplay with 
socio-economic issues, healthcare discrepancies, 
and cultural dynamics. Epilepsy is a chronic medical 
complication characterized by the presence of 
nerve cells in the epileptic brain1. Roughly 75% 
epileptic incidences begin during childhood, 
reflecting the vulnerability of the developing brain 
to seizures2. Epileptic patient feels disgrace due to 
unpredictability of seizures and social prohibition 
because of the deleterious approach of society, like 
academic problems, marriage & finding a 
respectable job. Due to embarrassment, patients 
conceal their ailment from relatives, buddies, and 
employers. Our research is focused on that epilepsy 
is misjudged and concealed in misapprehensions, 
which can lead to an economic burden, delayed 
management, and reduced quality of life for 
patients3.

These patients frequently face psychosocial 
challenges, which will be more painful than the 
illness itself4. Health issues, depressive mood, and 
daily life stresses make it challenging for patients to 
effectually cope with their illness5. Psychological 
suffering, like anxiety and depression, is mostly 
associated with the unpredictability of seizures6. 

Individuals living with severe mental illnesses often 
face a multitude of challenges that hinder their 
recovery and overall well-being. As a result, many 
individuals with severe mental illnesses struggle to 
secure fundamental necessities like quality 
education, stable housing, meaningful 
employment, and adequate healthcare, ultimately 
compromising their quality of life7. Despite the 
improvements in the management of epilepsy, 
there remains a huge treatment gap and stigma 
across the globe. A study conducted in Pakistan in 
1987 found a high prevalence of active epilepsy 
(0.98%) and a large treatment gap (98.1% in rural 
and 72.5% in urban areas), partially due to stigma. 
As a solution, in 2001, a team of medical volunteers 
established the Comprehensive Epilepsy Control 

Programme of Pakistan (CECP), which consists of 
two parts: Epilepsy Support Pakistan (CECP-ESP) 
awareness and education programme, and 
National Epilepsy Centre (CECP-NEC) holistic 
management, professional training, and research 
centre8,9. Epilepsy is a persistent neurological 
disorder, which happens when diverse factors 
interrupt brain functioning, including stroke, drug 
abuse, birth trauma, infection such as meningitis, 
encephalitis, parasitic infection such as 
cysticercosis, brain abscess, and some hereditary or 
genetic illnesses10,11,12. 

The experience of caring for a loved one with 
seizure disorders may be both demanding and 
exhausting, representing a considerable strain on 
the physical and mental well-being of the 
caregivers. Coordinating doctor visits, treatments, 
and getting used to fluctuations in the condition of 
the patient can result in anxiety, frustration, and 
sadness. Unattended, the emotional burden on the 
caregivers may interfere with the quality of care 
they offer, which in the end reflects on the outcome 
and well-being of the patient13,14. 

Epilepsy affects not only physical health but also 
social, educational, and economic well-being, 
especially in low-resource settings like Pakistan. 
Karachi's diverse population provides a relevant 
context to explore these challenges. This study was 
selected to identify key barriers faced by epileptic 
patients in healthcare access, employment, 
education, and social inclusion, to inform targeted 
support and policy improvements. The research 
study aimed to evaluate the socioeconomic and 
health-related challenges experienced by 
individuals living with epilepsy in Karachi.

METHODS
A cross-sectional study was conducted at Jinnah 
Postgraduate Medical Centre Karachi, Darul Sehat 
Hospital Karachi, and Neurology and Epilepsy Care 
Centre, from March 2023 to October 2023. The study 
included epileptic patients aged between 19 and 
65 years. Participants were known epileptics with a 
history of generalized epilepsy, focal epilepsy, 
combined generalized and focal epilepsy, or 
epilepsy of unknown type. Additionally, only 
patients who had experienced multiple seizure 
attacks were included. Children below 18 years of 
age and adults above 65 years were excluded from 
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the study. Furthermore, patients who had 
experienced only a single seizure episode were not 
considered for inclusion.

A sample size of 252 epileptic patients was 
calculated by the open EPI software for public 
health (version 3.01). The sample was taken through 
a non-probability purposive sampling technique. 
The IRB approval letter is taken from the institutional 
review board committee of LCMD with reference 
number IRB-68/03/LCMD/03/23. Both genders were 
included in the sample, i.e., 65% males and 45% 
females. 57% were married and 43% were 
unmarried. Consent was taken from patients, and 
the project was piloted to analyze the 

questionnaire's validity. Data were collected 
through a designed questionnaire, and the validity 
of the questionnaire was checked by using 
Cronbach’s alpha value, which was between 0.70 
to 0.85. The validity of the data was checked by an 
expert from Jinnah Postgraduate Medical Centre 
Karachi, Darul Sehat Hospital Karachi, and 
Neurology and Epilepsy Care Centre. 

SPSS (Statistical Package for Social Sciences) Version 
22 was used to calculate the chi-square to 
determine the association between two or more 
categorical variables. The level P < 0.05 was set as 
the threshold for statistical significance.

RESULTS 

Table 1: Demographic Data of Patients 

Demographic Frequency Percentage 
Gender 
Male 164 65% 
Female 88 35% 
Marital Status 
Married 144 57% 
Unmarried 108 43% 
Occupation 
Employed 106 42% 
Unemployed 146 58% 
Income 
Low 124 49% 
Middle 91 36% 
High 37 15% 
Education 
Matric 113 45% 
Intermediate 25 10% 
Undergraduate 55 22% 
Graduate 58 23% 

A total of 252 individuals from the general population of Karachi were enrolled in the study. The sample 
consisted of 65% males and 35% females. In terms of marital status, 57% of the participants were married, 
while 43% were unmarried. Socioeconomic distribution showed that nearly half of the respondents (49%) fell 
into the low-income category, earning between PKR 5,000 and 30,000 per month. About 36% belonged to 
the middle-income group (PKR 31,000–80,000), and 15% were classified as high-income earners (above PKR 
81,000), based on the Pakistan Economic Survey 2020. Employment data revealed that a majority (58%) of 
the participants were unemployed, with a reported average household income of approximately PKR 20,000 
per month. 

Table 2: Analysis of Key Barriers in Access to Healthcare, Employment, Education, and Social Integration  

Question Asked Affected (%) Not Affected (%) P Value 
Patients reporting physical dependence on others 29.7 70.3 0.001 
Patients requiring assistance to visit the hospital 25.4 74.6 0.001 
Marital life reportedly affected by the condition 28.2 71.8 0.002 
Students experiencing academic difficulties 27.0 73.0 0.000 
Patients reporting employment-related challenges 34.5 65.5 0.001 
Patients adhering punctually to treatment regimens 82.9 17.1 0.007 
Use of medications other than antiepileptics 20.2 79.8 0.001 
Financial burden experienced due to epilepsy 65.5 34.1 0.001 
Incidents of bowel and urinary incontinence reported 42.9 57.1 0.001 
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This study aimed to evaluate the challenges encountered by individuals living with epilepsy, focusing on 
barriers to healthcare access, employment, education, and social integration. Table 2 presents a detailed 
analysis of these factors. Among the 252 participants, 29.7% (p = 0.001) reported requiring physical assistance, 
while 70.3% remained physically independent. Only 25.4% (p = 0.001) were able to visit healthcare facilities 
unassisted, indicating that the majority (74.6%) relied on others for hospital visits. Of the total sample, 57% 
were married; within this subgroup, 28.2% (p = 0.002) reported disruptions in marital life attributed to their 
condition, whereas 71.8% did not report such issues. 

Academic performance was impacted for 27% of the respondents, while the remaining 73% reported no 
academic difficulties. Employment emerged as a notable area of concern, with 34.5% (p = 0.001) of 
participants experiencing challenges in securing or maintaining a job due to their condition, while 65.5% did 
not face such barriers. Regarding adherence to medical care, 82.9% (p = 0.007) of individuals reported being 
punctual with their treatment and follow-ups, whereas 17.1% lacked regular medical engagement. 

When evaluating concurrent medication usage, 20.2% (p = 0.001) of participants were taking medications in 
addition to antiepileptic drugs, while the majority (79.8%) relied solely on antiepileptics. Financial burden due 
to epilepsy was reported by 65.5% (p = 0.001) of participants, highlighting a significant economic impact. 
Additionally, 42.9% (p = 0.001) experienced bowel or urinary incontinence during seizure episodes, a factor 
contributing to notable social difficulties, while 57.1% did not report such symptoms. 

Table 3: Incidence of Bowel and Urinary Incontinence Among Epileptic Patients 

Incontinence Reported Frequency (n) Percentage (%) 
Yes 107 42.5 
No 145 57.5 
Total 252 100 

Chi-Square Test:  = 2.645, p = 0.104 (Not statistically significant) 

A total of 42.5% of participants (107 out of 252) reported experiencing bowel and/or urinary incontinence 
during seizure episodes, whereas 57.5% (145 out of 252) did not report these symptoms. Statistical analysis 
using the Chi-Square test yielded a value of  = 2.645 with a p-value of 0.104, suggesting that the observed 
difference was not statistically significant. 

DISCUSSION
Epilepsy is a neurological disorder that affects 
millions of people worldwide, including a significant 
population in Karachi, Pakistan. Epilepsy is a 
substantial public health problem in Pakistan, with a 
frequency of 9.99/1000 suffering from this disease. It 
is associated with cultural views, social disgrace & 
inadequate healthcare, especially in rural zones14. 
Irrespective of being so common, epilepsy is 
surrounded by stigmas and misconceptions that 
cause serious socioeconomic problems to people 
with the condition15.
 
It causes social isolation and discrimination to 
patients and their families. This stigma stops the 
patients from seeking medical attention, coming 
out, and receiving proper care. Severe mental 
illnesses affect victims in various ways, such as low 
self-esteem, social impairment, and decreased 
treatment compliance, which challenge the recov-
ery and well-being of individuals. They are also 
marginalized through stigma and discrimination, 
which denies them access to much-needed 
resources and opportunities. This undermines their 
capacity to obtain the basic needs such as educa-

tion, shelter, jobs, and health, and their general qual-
ity of life16. 

They experience job insecurity, fear of being exclud-
ed from social functions, gatherings, and activities, 
in fear of seizures or stigmatization. The prevalence 
of epilepsy in Pakistan is 0.98 per cent, and the treat-
ment gap is huge (98.1 per cent rural, 72.5 per cent 
urban) because of stigma. In 2001, the Comprehen-
sive Epilepsy Control Programme of Pakistan (CECP) 
was initiated to help reduce these problems by 
creating awareness, educational programs, and 
managing the disorder in a holistic manner17. They 
have obstacles to obtaining specialized healthcare 
services, medication, and diagnostic tests. The cost 
of drug management is also high, and it leaves a 
great economic responsibility on the patients and 
their relatives18. 

Limited education and awareness about epilepsy 
among healthcare professionals, patients, and the 
general public perpetuate stigma and hinder 
appropriate care. Caring for a loved one with 
seizure disorders can be emotionally draining, 
posing a significant burden on caregivers' physical 
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and mental health, potentially compromising the 
quality of care and the patient's well-being if left 
unaddressed19. Education and training for health-
care professionals, patients, and caregivers on 
epilepsy management and first aid is essential, 
providing emotional support and reducing social 
isolation20. Specified healthcare services, medica-
tions, and diagnostic tests are essential for epileptic 
patients of all ages21,22.

CONCLUSION
Addressing the socioeconomic challenges faced by 
individuals with epilepsy in Karachi is essential for 
improving their overall well-being. In addition to 
enhancing access to consistent medical care, 
efforts must be directed toward alleviating financial 
burdens, reducing social stigma, and creating 
supportive educational and employment opportu-
nities. Tackling these multifaceted barriers can 
contribute significantly to improving quality of life, 
promoting positive health outcomes, and fostering 
greater social inclusion for people living with epilep-
sy.
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