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INTRODUCTION

Epilepsy is a chronic condition in which non-compliance is 
considered to be a significant problem faced during clinical 
treatment. Poor compliance to treatment is one of many 
reasons for pharmacological treatment failure and seizure 
recurrence. Despite all the best intention and efforts on 
the part of the healthcare professionals, those outcomes 
might not be achievable if the patients are non-compliant. 
(1) The behavior of compliance depends on specific clinical 
situation, nature of the illness, and treatment program. 
The effect of recurrent epileptic seizure attacks on the 
patient is far reaching. Poor compliance may lead to status 
epilepticus, as well as unexpected, sudden death. (2) 
Recurrent convulsions can reduce the likelihood of 
eventually curing the disorder. With appropriate treatment 
and lifestyle changes, the majority of patients diagnosed 
with epilepsy will become seizure-free. Compliant 
behaviour can be defined as taking anti-epileptic drugs 
(AEDs) on time and without fail, not manipulating dosages, 
and following the doctor’s advice regarding daily activities. 
(2) Non-compliance is a significant problem in epilepsy 
management. As many as 30 to 50% of persons with 
epilepsy are non-compliant to the extent of interfering with 
their optimal treatment. (2) The effect of non-compliance is 
enormous and may lead to an increase in the number of 
seizures, medical costs and injury to themselves and 

others.(2) The frequency of non-compliance was 19% in the 
outpatient group as reported in one study. (3) Reasons for 
non-compliance are complex and multilayered. Patients 
can accidentally fail to adhere through forgetfulness, 
misunderstanding, or uncertainty about clinician’s 
recommendations, or intentionally due to their own 
expectations of treatment, side-effects, and lifestyle 
choice. (3) In India, a study relating to doctor-patient 
communication and compliance stated that compliance 
improved when patients were satisfied with the 
consultation process and were asked to recall the 
information. Multiple visits to the doctor enhanced 
communication, and thus compliant behaviour. (4) Most of 
studies have attempted either to identify predictors or to 
measure the incidence of non-compliance but there is not 
a validated scale for measuring epilepsy patient 
non-compliance to antiepileptic drugs. This is especially 
true for developing countries including Pakistan. The lack 
of these measurements provides difficulties to assess the 
impact of specific factors in compliance to treatment. 
Services Hospital is the regional hospital in the central 
Punjab and serves a huge population of the country. There 
is scarcity of published data reporting the prevalence of 
epileptic patients with noncompliance of antiepileptic 
drugs. In the present study, we have aimed to determine 
the prevalence of compliance and non-compliance of 
antiepileptic drugs in epileptic patients. 

MATERIALS AND METHODS

The present study was conducted in OPD (Outpatient 
Department) at Services Institute of Medical Sciences and 
Services Hospital, Lahore, Pakistan. This 6-month 
descriptive study was carried out in 2012 and included a 
total of 225 patients who were admitted with the primary 
diagnosis of Epilepsy. Male and female patients aged 
between 10 to 70 years, who had been diagnosed with 
epilepsy at least one year previously, were included. 
Patients having other co-morbidities were excludded from 
this study. The data-collection tools were a questionnaire 
and a structured interview. Patients who were not able to 
respond to an interview were also excluded. For each 
patient detail history was taken including demographic 
information (age, sex, address) and questionnaire was 
asked after taking informed consent by researcher herself. 
All patients were observed for anti-epilepsy drug 
compliance and non-compliance. Patients included in 
study, were treated free of cost. Participants gave written 
informed consent after the purpose of the study had been 
explained to them. The ethics committee of the hospital 
approved the study. 

Statistical Analyses

The descriptive statistical analysis included examinations 
of means, standard deviations, frequencies, ranges, and 
percentages. The statistical packages SPSS (Version 20) 
and MS Excel (MS Office 2010) were used. 

RESULTS

A total of 225 patients fulfilling the inclusion criteria were 
enrolled to measure the frequency of noncompliance of 
antiepileptic drugs in epileptic patients. Age distribution of 
the patients was done which showed that 29.78% 
(n=67) were between 10-30 years, 36% (n=81) 
between 41-55 years and 34.22% (n=77) were between 
56-70 years of age. Average age of the patients was 
46.87+5.23 years (Table 1). 

Table 1. Age distribution of patients included in the study.

Mean and SD: 46.87+5.23 (n= 225)

Gender distribution of the patients showed that 59.6% 
(n=134) were males and 40.4% (n=91) were females 
(Table 2). 

Table 2. Gender distribution of all patients included in this 
study.

Results regarding the frequency of epileptic patients with 
compliance and non-compliance of antiepileptic drugs 
have been shown in Figure 1. Figure shows that out of 
225 patients, 172 patients (76.4%) had compliance of 
antiepileptic drugs. Whereas 53 patients (23.6%) showed 
non-compliance to antiepileptic drugs (Figure 1).

 
Figure 1. Frequency of compliance and non-compliance 
of antiepileptic drugs among epileptic patients.

We also identified the gender distribution of epileptic 
patients with non-compliance of antiepileptic drugs. The 
results have been shown in Table 3 which shows that out 
of 53 cases of non-compliance, 33 cases (62.3%) were 
male and 20 cases (37.7%) were females (Table 3). This 
finding showed that incidence of non-compliance was 
more frequent in males as compared to females.

Table 3. Stratification for noncompliance of antiepileptic 
drugs in epileptic patients with regards to gender.

 (n=53)
 
DISCUSSION

The sole treatment available for the majority of patients 
with epilepsy is antiepileptic drug (AED) therapy. Research 
has shown that missing or altering antiepileptic drug 
dosages can have adverse reactions, that is, increase the 

chance of seizure recurrence. For instance, Mattson et al. 
reported that over one quarter of seizures occurred at or 
before reports of inadequate medication levels. Failure to 
follow prescribed drug regimens is known to be fairly 
widespread amongst patients with epilepsy: research has 
shown that between 25 and 75% fail to adhere, in 
particular very young or very old patients, and teenagers. 
Given that failing to comply may increase the likelihood of 
hospital admission, there could be a potential savings if 
compliance could be improved. We planned this study to 
determine the most prevalent factors in Pakistan because 
demographic, psychosocial, economic factors, literacy 
rate is different. Non-compliance of antiepileptic drugs in 
epileptic patients leads to recurrent seizures, thus mental 
regression occurs (2); by knowing the frequency of 
non-compliance, we can adopt some strategies to 
over-come this problem to improve levels of compliance 
thereby reducing the risk of unnecessary seizures. In this 
study, frequency of non-compliance of antiepileptic drugs 
in epileptic patients was revealed in 23.56% while 
76.44% had no complaint of non-compliance. The 
findings of the present study regarding frequency of 
non-compliance are in agreement with Hauser et al. (5) 
WHO reported that 19% of the patients had 
non-compliance in the outpatient group.(5) The evidence 
indicates that non-compliance is still common in 
healthcare and no substantial change occurred despite 
the large number of studies attempting to address and 
highlight the problem. In addition, too few studies are 
being done systematically to quantify the impact of 
non-compliance on health and financial outcomes. The 
magnitude of the impact of non-compliance needs to be 
studied in future compliance research due to the potential 

tremendous implication of poor compliance on clinical 
and economic outcomes.

CONCLUSION

We concluded that the frequency of noncompliance of 
antiepileptic drugs among epileptic patients is higher. This 
condition is worsening for males since they showed a 
greater percentage of non-compliance as compared to 
females. This situation needs special attention of the 
physicians while managing epileptic patients.
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ABSTRACT

Background: Unfounded beliefs regarding epilepsy are still common and widespread. Visits to shrines and seeking help 
from faith healers goes along with thesebeliefs.This creates a major barrier in the timely diagnosis and treatment of 
epilepsy. Objective: To determine the knowledge, beliefs and practices relating to epilepsy  in the rural areas of Sind and 
how do they differ between educated and uneducated families of patients with epilepsy. Methods: This was an 
observational study conducted at the Neurology Out-Patient Department of the Peoples Medical University Hospital 
Nawabshah during the period 1.1.2015 to 30.6.2015. A pro forma was designed incorporating questions pertaining to 
knowledge,beliefs and practices regarding epilepsy amongpatients and accompanying family members.Each case was 
considered as representing the whole family.Educational background was ascertainedand the comparison of study 
variablesbetween educated and uneducated families was evaluated. The questions were translated into their native 
spoken language (Sindhi). Results: A total of 120 cases were included in this study. Sixty nine (57.7%)were male and 
51 (42.5%) were female. Age ranged from 1  to  55 years. Eighty one  (67.5%) were the residents of rural villages and 
39(32.5%)were residing in Nawabshah and adjoining towns.Of the 120 cases 80 (66.7%)families  were educatedand 40 
(33.3%) were uneducated. Majority  76 (63.3%) believed that epilepsy is a disease whereas 44(36.7%) considered 
epilepsy a “super naturalforce” (‘alamaat’:  a native term) or possession by a ‘fakir’ (Jinaat). Of the80 educated families 
56 (70.0%)  had knowledge about the disease and of the 40 uneducated families 20 (50%) had no knowledge about the 
disease.Better awareness about the disease among families having educational background was statistically significant 
(p<0.05). Of the 80 educated families 23 (28.8%) visited shrines and of the 40 uneducated families 26 (65.0%)visited 
shrines. Uneducated families visiting shrines wasstatistically significant (p<0.01). Families having younger individuals (11 
-30 years) were more inclined towards visiting  shrines. Out of 120 cases 44 (36.6%) were being treated by faith healers 
(dagho-phenu: a native  term for this kind of practice) and 76 (63.%) were receiving medical therapy. Of the 44 cases 
receiving faith healing 28 (63.6%)also visited shrines and of the 76 caseswho were receiving medical therapy 21 (27.6%) 
visited shrines.Followers of faith healing practices significantly visited shrines compared to those who were receiving 
medical therapy (p<0.001). Those who went for faith healing at first place and did not get benefitout of it came to seek 
medical therapy. They also pledgedfor the strict complianceand thatin future they will not switch over to “other” forms of 
therapy. Conclusion: Misperceptions about epilepsy are common in the rural areas of Sindh, Possession by a 
“supernatural force” (Alamaat) was most common belief among those who did not consider epilepsy a 
disease.Knowledge about epilepsy was  better among  families having  educational background. Uneducation and 
unawareness leads to unscientific practices like faith healingand visit to shrines. There iswillingness for receiving medical 
therapy once the proper guidelines are provided. 

Key Words: Epilepsy, Rural, Sindh, Beliefs

BACKGROUND

Epilepsy is a common neurological disease. While some 
people consider epilepsy a medical condition, others may 
have false  beliefs regarding this illness. These false 
beliefs are wide spread not only in our country but are also 
reportedelsewhere .For example in certain ancient 
American and African communities people suffering from 

epilepsy are consideredas being possessed by an evil  
spirits or under the influence of some   kind of black magic 
[1,2,3]. The community-based [4] as well as hospital-based 
[5,6] studiesdone in Pakistan has also reported similar 
kinds of misperceptionsregarding epilepsy.  It appears that 
over the years the unfounded beliefs regarding epilepsy 
are still rampant and growing.It is worrisomethat when  
these beliefsgetfirmer, the affected patients and their  

families instead of going to a medical doctor for 
treatmentfollow certain practices like  visiting shrinesor 
consultingfaith healers for a quick remedy.  This is 
detrimental to the well being  of the patients for it would 
delay the diagnosis and the subsequent treatment.  
Previous local studies were mainly conducted at the 
tertiary care hospitals located in bigger urban cities [5,6]. 
Since epilepsy is more common in rural areasof Sindh[4], 
and that people living in rural areas  with lower education 
have more negative attitudes towards epilepsy[7], it is 
imperative to study these aspects  in thoseareas so that 
the medical intervention can be emphasized and properly 
guided upon.  For this purpose we designed a study to 
determine the knowledge, beliefs and practices regarding 
epilepsyamong the patients and their families residing in 
ruralareas of Sindh.

Table 1: (n=120)

METHODS

This was an observational study conducted at the 
Neurology Out-Patient Department of Peoples Medical 
University Hospital Nawabshah during the period 1.1.15 
to June 30.6.15. A pro forma was designed incorporating  
questionsrelating to knowledge, beliefs and practices 
relating to epilepsy. After taking verbal consent  the 
questions were asked in their native language (Sindhi). 
Each case was considered as representing the whole 
family since the views of the family are generally the same 
as that of patients.  Thus the cases also mean the  
families.  The answers were  documented  in the pro 

forma for each patient separately. Demographic details 
like age, sex, place of residence,and level of education 
was recorded. Questionswere asked pertaining  to their 
perception out epilepsy. Questions  included were whether 
they consider epilepsy a disease or not. If not then what  
do they think it was. They were giving some examples to 
pick the one they firmly believed in such as possession by 
evil spirits, black magic, curse, or God’s will.The treatment 
options were given and they were asked  which one they 
usually prefer  including medical, homeopathic, herbal, 
faith healing. They were specifically askedwhether or not 
they visit shrines (Darghas)and what purpose it serves.An 
attempt was made to distinguish between educated and 
uneducated families with respect toknowledge about 
epilepsy,following practices like faith healing and visiting 
shrines. Considering the therapeutic uncertainty and 
noncompliance, enquiry was made whether they will stick 
to the medical treatment or switch over to other forms of 
therapy in the event seizures recurred during the course of 
treatment.  Clinical characteristics were summarized in 
terms of frequencies and percentages for qualitative 
variables i.e. gender, residence, age groups, education, 
beliefs about epilepsy  etc. Statistical comparison and 
visit to shrines with educated/non educated familieswas 
performed by using Chi-square test. In all statistical 
analysis p-value <0.05 was considered significant .

RESULTS

A total of 120 cases were included in this study. Sixty nine 
(57.7%) were male and 51 (42.5%) were female. Age 
ranged from 1  to  55 years. Eighty one  (67.5%) were the 
residents of rural villages and 39(32.5%) were residing in 
Nawabshah and adjoining towns. Of the `120 cases 80 
(66.7%) families  were educated and 40 (33.3%) were 
uneducated. Majority  76 (63.3%) believed that epilepsy 
is a disease whereas 44(36.7%) considered epilepsy a 
“super natural force” (‘alamaat’:  a native term) or 
possession by a ‘fakir’ (Jinaat). Of the 80 educated 
families 56 (70.0%)  had knowledge about the disease 
and of the 40 uneducated families 20 (50%) had no 
knowledge about the disease. Better awareness about the 
disease among families having educational background 
was statistically significant (p<0.05). Of the 80 educated 
families 23 (28.8%) visited shrines and of the 40 
uneducated families 26 (65.0%) visited shrines. 
Uneducated families visiting shrines was statistically 
significant (p<0.01). Families having younger individuals 
(11 -30 years) were more inclined towards visiting  
shrines. Out of 120 cases 44 (36.6%) were being treated 
by faith healers (dagho- phenu: a native  term for this kind 
of practice) and 76 (63.3%) were receiving medical 
therapy. Of the 44 cases receiving faith healing 
28(63.6%) also visited shrines and of the 76 who were on 

medical treatment only 21(27.6%) visited shrines. 
Followers of faith healing practices significantly visited 
shrines compared to those who were receiving medical 
therapy (p<0.001). Those who went for faith healing at 
first place and did not get benefit out of it tend to seek 
medical therapy on the advice of their friends/relative who 
already knew about the illness and also had prior good 
experience of getting satisfactory results from the medical 
treatment.All the cases who came  for medical treatment 
pledged that they will follow the treatment regime as 
prescribed by the physician and that they  will not switch 
over to “other” forms of therapy.  
     
Table 2: Association of Gender, Age, Treatment v/s Visit to 
Shrine (n=120)
         

* Faith healer’s visit to shrine (63.6%) were significantly 
more compared to those receiving medical treatment 
(27.6%) p<0.001

DISCUSSION

Epilepsy is common in rural areas of Sindh. People living 
there have different life styles and living standards. They 
follow certain sets of cultural values and traditions which 
are passed on to newer generations. In addition, certain 
myths and beliefs are also carried over. Those include 
misperceptions about epilepsy.  Some families that we 
studied were the settlers of small villages situated along 
the banks of river Indus popularly known as the ‘kutcha 
areas’.  The hallmark of rural dwellers is there lack of 
education and unawareness about various diseases.In 
case of epilepsy, the outlook of a grand mal seizure is so 
freighting that the out lookers remain perplexed as to what 
is going on with their dear one. The thought more often 
comes to their mind is that of some kind of  ‘supernatural 
force’  is in action. Not having a medical facility around 
they rush for  help and the only help they get is that of a 
prayer leader (Imam of mosque) or a traditional faith 
healer who provide spiritual remedies and this practice is 
referred  to as ‘DaghoPhinu’ in their native language. Such 
practices are being passed onfrom generation to 

generation. A study that could provide some data 
highlighting  suchbeliefs and practices particularly in the 
rural areashas been lacking. Our study focuses  on these  
aspects  and attempts to scrutinize  them. This study 
provide evidence that36.7% of the participant considered 
an epileptic seizure as a ‘Alamaat’ which is a native term 
used for ‘supernatural’ power or  possession by evil spirits 
(fakir).Looking at the previous studies done in different 
settings, similar kind of misperceptions about epilepsy 
were present in 3% of rural communitiesresiding 80 
kilometers from Karachi along the coasts of Arabian sea[4], 
60% among patients residing in Karachi [5] and 50% in 
those residing in Lahore [6]. It appears that misperceptions 
regarding epilepsy may vary from one region to another. 
Such variations are not unique to our region. In fact, these 
may vary in different geographical regionsacross the 
continent and thereason  for this variability is likely 
multifactorial [7]. Given the figures, it is intriguing to 
notethat themisunderstanding and unawareness about 
epilepsy are not only prevalent in theruralareas they are 
also reported among people living inthe bigurban cities 
like Karachi [5] and Lahore [6].This negatesa general 
impression that lack of knowledge regarding epilepsy are 
more common in the rural areas than the urban.Such 
rural/urban generalization of public views about epilepsy is 
surprising but at the same time understandable. There are 
growingnumber of’ kutchiabadis’ (slum areas) being 
developed around the big urban cities. We believe, the 
people living in these placeshavingrural-derived 
rootsarethe ‘carriers’ of the ancestralbeliefs towards 
epilepsy. The same people usually visit major public sector 
hospitals and narrate their views and experiences when 
specific questions are asked from them.The net result is 
theprojection of misconceptions about epilepsy among 
rural and urbandwellers alike. There can be no doubt that 
lack of awareness is a driving force towards cultivating 
unscientific practices like faith healing and visits to 
shrines. In our study 70%of the families having 
educational background at a primary/secondary levels 
were awarethat epilepsy is a disease and require long 
term treatment. This is close to 86% of the school 
teachers who had knowledge about the illness and only 
14% thought epilepsy is not a disease [8].In contrast, 
50% of uneducated families in our study did not consider 
epilepsy a disease.Uneducation and unawareness about 
the illness promotes faith healingand this is followed by 
visits to shrines. This is evident in our data. Mostly those 
who were uneducatedwent for faith healing and also 
visited shrines more often.Interestingly, the number of 
faith healing practices in our study is low (36.6%) 
compared to 80%  reported by Syed et al [5]. The reason 
for this discrepancy is not clear. Itis  conceivable that 
some families who went for medical therapy may have 
also gone for faith healing but did not  disclose it because 

of stigma attached to it.    The pattern of uneducation, 
unawareness, faith healing and visits to shrines 
culminates into unscientific practices and improper 
behaviorsand attitudes. Our views   are supported by Lim 
et al [7] in a review articlewhere people living in rural areas 
and having low educational background tend to have 
more negative attitudes towards epilepsy. Practice of 
visiting shrine is a sort of religious ritual in rural Sindh 
where individuals as well  as families seek help from 
Divine forces using the resting places of Saints (Dargah) 
as a facilitator for fulfillment of their prayers and wishes. A 
local study done in this context suggests that the  visits to 
shrine provides a relief from psychosocial stress [9]. This 
probably explains why families with younger individuals 
with epilepsy visits shrines in greater number and without 
gender distinction. The epileptic issues particularly at 
young age are understandably more stressful. On a 
positive note,  it is comforting to observe  that people not 
having any  educational background and not knowing the 
nature of the disease were willing to go for the medical 
treatment  when proper information about epilepsy were 
communicated to them. However, in certain proportion of 
cases a sense of  uncertainty remains. That happens 
when the seizures recur despiteof being on the 
anticonvulsants. The recurrent seizureseitherdue to 
noncompliance [8,9] or inadequate dose  is mistakenly  
taken as a treatment ‘failure’and it is assumed that since 
drugs are not working it cannot be a disease.That in turn 
reinforces their false beliefs.These kind of cases are the 
proponents and ‘flag- bearers ’ for the continuing 
misperception about  epilepsy.   The authors believe that 
the overall picture regarding epilepsy in our 
regionisunlikely to change  as long as the ‘carriers’ and 
the ‘flag- bearers’of misunderstandings  pertaining to 
epilepsy continue to  preach and persist in our society.  

Figure 1: Whether Epilepsy a disease?  (n=120)

CONCLUSIONS

Misperceptions about epilepsy are common in the rural 
areas of Sindh, Possession by a “supernatural force” 
(Alamaat) was most common belief among those who did 

not consider epilepsy a disease.  Knowledge  about 
epilepsy was  better among  families having  educational 
background. Uneducation and unawareness leads to 
unscientific practices like faith healing and  visit to 
shrines.  There is a willingness for receiving medical 
therapy once the proper guidelines are provided. True 
picture of epilepsy need to be highlighted in this segment 
of population.

Figure 2: Association of Education, Beliefs and visit to 
Shrine (n=120)

* 56 (70.0% ) educated families considering epilepsy a 
disease were significantly high compared to 20 (50%) 
uneducated families  (p<0.05).
* 23 (28.8%) educated families visitingshrines was 
significantly low compared to 26 (65.0%) uneducated 
families  (p<0.01

RECOMMENDATION

A mass awareness campaign may be initiated with the 
help of mobile phone operators through short message 
services (SMS). This would help in dissemination of public 
knowledge about various neurological diseases including 
epilepsy across the country.    
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INTRODUCTION

Epilepsy is a chronic condition in which non-compliance is 
considered to be a significant problem faced during clinical 
treatment. Poor compliance to treatment is one of many 
reasons for pharmacological treatment failure and seizure 
recurrence. Despite all the best intention and efforts on 
the part of the healthcare professionals, those outcomes 
might not be achievable if the patients are non-compliant. 
(1) The behavior of compliance depends on specific clinical 
situation, nature of the illness, and treatment program. 
The effect of recurrent epileptic seizure attacks on the 
patient is far reaching. Poor compliance may lead to status 
epilepticus, as well as unexpected, sudden death. (2) 
Recurrent convulsions can reduce the likelihood of 
eventually curing the disorder. With appropriate treatment 
and lifestyle changes, the majority of patients diagnosed 
with epilepsy will become seizure-free. Compliant 
behaviour can be defined as taking anti-epileptic drugs 
(AEDs) on time and without fail, not manipulating dosages, 
and following the doctor’s advice regarding daily activities. 
(2) Non-compliance is a significant problem in epilepsy 
management. As many as 30 to 50% of persons with 
epilepsy are non-compliant to the extent of interfering with 
their optimal treatment. (2) The effect of non-compliance is 
enormous and may lead to an increase in the number of 
seizures, medical costs and injury to themselves and 

others.(2) The frequency of non-compliance was 19% in the 
outpatient group as reported in one study. (3) Reasons for 
non-compliance are complex and multilayered. Patients 
can accidentally fail to adhere through forgetfulness, 
misunderstanding, or uncertainty about clinician’s 
recommendations, or intentionally due to their own 
expectations of treatment, side-effects, and lifestyle 
choice. (3) In India, a study relating to doctor-patient 
communication and compliance stated that compliance 
improved when patients were satisfied with the 
consultation process and were asked to recall the 
information. Multiple visits to the doctor enhanced 
communication, and thus compliant behaviour. (4) Most of 
studies have attempted either to identify predictors or to 
measure the incidence of non-compliance but there is not 
a validated scale for measuring epilepsy patient 
non-compliance to antiepileptic drugs. This is especially 
true for developing countries including Pakistan. The lack 
of these measurements provides difficulties to assess the 
impact of specific factors in compliance to treatment. 
Services Hospital is the regional hospital in the central 
Punjab and serves a huge population of the country. There 
is scarcity of published data reporting the prevalence of 
epileptic patients with noncompliance of antiepileptic 
drugs. In the present study, we have aimed to determine 
the prevalence of compliance and non-compliance of 
antiepileptic drugs in epileptic patients. 

MATERIALS AND METHODS

The present study was conducted in OPD (Outpatient 
Department) at Services Institute of Medical Sciences and 
Services Hospital, Lahore, Pakistan. This 6-month 
descriptive study was carried out in 2012 and included a 
total of 225 patients who were admitted with the primary 
diagnosis of Epilepsy. Male and female patients aged 
between 10 to 70 years, who had been diagnosed with 
epilepsy at least one year previously, were included. 
Patients having other co-morbidities were excludded from 
this study. The data-collection tools were a questionnaire 
and a structured interview. Patients who were not able to 
respond to an interview were also excluded. For each 
patient detail history was taken including demographic 
information (age, sex, address) and questionnaire was 
asked after taking informed consent by researcher herself. 
All patients were observed for anti-epilepsy drug 
compliance and non-compliance. Patients included in 
study, were treated free of cost. Participants gave written 
informed consent after the purpose of the study had been 
explained to them. The ethics committee of the hospital 
approved the study. 

Statistical Analyses

The descriptive statistical analysis included examinations 
of means, standard deviations, frequencies, ranges, and 
percentages. The statistical packages SPSS (Version 20) 
and MS Excel (MS Office 2010) were used. 

RESULTS

A total of 225 patients fulfilling the inclusion criteria were 
enrolled to measure the frequency of noncompliance of 
antiepileptic drugs in epileptic patients. Age distribution of 
the patients was done which showed that 29.78% 
(n=67) were between 10-30 years, 36% (n=81) 
between 41-55 years and 34.22% (n=77) were between 
56-70 years of age. Average age of the patients was 
46.87+5.23 years (Table 1). 

Table 1. Age distribution of patients included in the study.

Mean and SD: 46.87+5.23 (n= 225)

Gender distribution of the patients showed that 59.6% 
(n=134) were males and 40.4% (n=91) were females 
(Table 2). 

Table 2. Gender distribution of all patients included in this 
study.

Results regarding the frequency of epileptic patients with 
compliance and non-compliance of antiepileptic drugs 
have been shown in Figure 1. Figure shows that out of 
225 patients, 172 patients (76.4%) had compliance of 
antiepileptic drugs. Whereas 53 patients (23.6%) showed 
non-compliance to antiepileptic drugs (Figure 1).

 
Figure 1. Frequency of compliance and non-compliance 
of antiepileptic drugs among epileptic patients.

We also identified the gender distribution of epileptic 
patients with non-compliance of antiepileptic drugs. The 
results have been shown in Table 3 which shows that out 
of 53 cases of non-compliance, 33 cases (62.3%) were 
male and 20 cases (37.7%) were females (Table 3). This 
finding showed that incidence of non-compliance was 
more frequent in males as compared to females.

Table 3. Stratification for noncompliance of antiepileptic 
drugs in epileptic patients with regards to gender.

 (n=53)
 
DISCUSSION

The sole treatment available for the majority of patients 
with epilepsy is antiepileptic drug (AED) therapy. Research 
has shown that missing or altering antiepileptic drug 
dosages can have adverse reactions, that is, increase the 

chance of seizure recurrence. For instance, Mattson et al. 
reported that over one quarter of seizures occurred at or 
before reports of inadequate medication levels. Failure to 
follow prescribed drug regimens is known to be fairly 
widespread amongst patients with epilepsy: research has 
shown that between 25 and 75% fail to adhere, in 
particular very young or very old patients, and teenagers. 
Given that failing to comply may increase the likelihood of 
hospital admission, there could be a potential savings if 
compliance could be improved. We planned this study to 
determine the most prevalent factors in Pakistan because 
demographic, psychosocial, economic factors, literacy 
rate is different. Non-compliance of antiepileptic drugs in 
epileptic patients leads to recurrent seizures, thus mental 
regression occurs (2); by knowing the frequency of 
non-compliance, we can adopt some strategies to 
over-come this problem to improve levels of compliance 
thereby reducing the risk of unnecessary seizures. In this 
study, frequency of non-compliance of antiepileptic drugs 
in epileptic patients was revealed in 23.56% while 
76.44% had no complaint of non-compliance. The 
findings of the present study regarding frequency of 
non-compliance are in agreement with Hauser et al. (5) 
WHO reported that 19% of the patients had 
non-compliance in the outpatient group.(5) The evidence 
indicates that non-compliance is still common in 
healthcare and no substantial change occurred despite 
the large number of studies attempting to address and 
highlight the problem. In addition, too few studies are 
being done systematically to quantify the impact of 
non-compliance on health and financial outcomes. The 
magnitude of the impact of non-compliance needs to be 
studied in future compliance research due to the potential 

tremendous implication of poor compliance on clinical 
and economic outcomes.

CONCLUSION

We concluded that the frequency of noncompliance of 
antiepileptic drugs among epileptic patients is higher. This 
condition is worsening for males since they showed a 
greater percentage of non-compliance as compared to 
females. This situation needs special attention of the 
physicians while managing epileptic patients.
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BACKGROUND

Epilepsy is a common neurological disease. While some 
people consider epilepsy a medical condition, others may 
have false  beliefs regarding this illness. These false 
beliefs are wide spread not only in our country but are also 
reportedelsewhere .For example in certain ancient 
American and African communities people suffering from 

epilepsy are consideredas being possessed by an evil  
spirits or under the influence of some   kind of black magic 
[1,2,3]. The community-based [4] as well as hospital-based 
[5,6] studiesdone in Pakistan has also reported similar 
kinds of misperceptionsregarding epilepsy.  It appears that 
over the years the unfounded beliefs regarding epilepsy 
are still rampant and growing.It is worrisomethat when  
these beliefsgetfirmer, the affected patients and their  

families instead of going to a medical doctor for 
treatmentfollow certain practices like  visiting shrinesor 
consultingfaith healers for a quick remedy.  This is 
detrimental to the well being  of the patients for it would 
delay the diagnosis and the subsequent treatment.  
Previous local studies were mainly conducted at the 
tertiary care hospitals located in bigger urban cities [5,6]. 
Since epilepsy is more common in rural areasof Sindh[4], 
and that people living in rural areas  with lower education 
have more negative attitudes towards epilepsy[7], it is 
imperative to study these aspects  in thoseareas so that 
the medical intervention can be emphasized and properly 
guided upon.  For this purpose we designed a study to 
determine the knowledge, beliefs and practices regarding 
epilepsyamong the patients and their families residing in 
ruralareas of Sindh.

Table 1: (n=120)

METHODS

This was an observational study conducted at the 
Neurology Out-Patient Department of Peoples Medical 
University Hospital Nawabshah during the period 1.1.15 
to June 30.6.15. A pro forma was designed incorporating  
questionsrelating to knowledge, beliefs and practices 
relating to epilepsy. After taking verbal consent  the 
questions were asked in their native language (Sindhi). 
Each case was considered as representing the whole 
family since the views of the family are generally the same 
as that of patients.  Thus the cases also mean the  
families.  The answers were  documented  in the pro 

forma for each patient separately. Demographic details 
like age, sex, place of residence,and level of education 
was recorded. Questionswere asked pertaining  to their 
perception out epilepsy. Questions  included were whether 
they consider epilepsy a disease or not. If not then what  
do they think it was. They were giving some examples to 
pick the one they firmly believed in such as possession by 
evil spirits, black magic, curse, or God’s will.The treatment 
options were given and they were asked  which one they 
usually prefer  including medical, homeopathic, herbal, 
faith healing. They were specifically askedwhether or not 
they visit shrines (Darghas)and what purpose it serves.An 
attempt was made to distinguish between educated and 
uneducated families with respect toknowledge about 
epilepsy,following practices like faith healing and visiting 
shrines. Considering the therapeutic uncertainty and 
noncompliance, enquiry was made whether they will stick 
to the medical treatment or switch over to other forms of 
therapy in the event seizures recurred during the course of 
treatment.  Clinical characteristics were summarized in 
terms of frequencies and percentages for qualitative 
variables i.e. gender, residence, age groups, education, 
beliefs about epilepsy  etc. Statistical comparison and 
visit to shrines with educated/non educated familieswas 
performed by using Chi-square test. In all statistical 
analysis p-value <0.05 was considered significant .

RESULTS

A total of 120 cases were included in this study. Sixty nine 
(57.7%) were male and 51 (42.5%) were female. Age 
ranged from 1  to  55 years. Eighty one  (67.5%) were the 
residents of rural villages and 39(32.5%) were residing in 
Nawabshah and adjoining towns. Of the `120 cases 80 
(66.7%) families  were educated and 40 (33.3%) were 
uneducated. Majority  76 (63.3%) believed that epilepsy 
is a disease whereas 44(36.7%) considered epilepsy a 
“super natural force” (‘alamaat’:  a native term) or 
possession by a ‘fakir’ (Jinaat). Of the 80 educated 
families 56 (70.0%)  had knowledge about the disease 
and of the 40 uneducated families 20 (50%) had no 
knowledge about the disease. Better awareness about the 
disease among families having educational background 
was statistically significant (p<0.05). Of the 80 educated 
families 23 (28.8%) visited shrines and of the 40 
uneducated families 26 (65.0%) visited shrines. 
Uneducated families visiting shrines was statistically 
significant (p<0.01). Families having younger individuals 
(11 -30 years) were more inclined towards visiting  
shrines. Out of 120 cases 44 (36.6%) were being treated 
by faith healers (dagho- phenu: a native  term for this kind 
of practice) and 76 (63.3%) were receiving medical 
therapy. Of the 44 cases receiving faith healing 
28(63.6%) also visited shrines and of the 76 who were on 

medical treatment only 21(27.6%) visited shrines. 
Followers of faith healing practices significantly visited 
shrines compared to those who were receiving medical 
therapy (p<0.001). Those who went for faith healing at 
first place and did not get benefit out of it tend to seek 
medical therapy on the advice of their friends/relative who 
already knew about the illness and also had prior good 
experience of getting satisfactory results from the medical 
treatment.All the cases who came  for medical treatment 
pledged that they will follow the treatment regime as 
prescribed by the physician and that they  will not switch 
over to “other” forms of therapy.  
     
Table 2: Association of Gender, Age, Treatment v/s Visit to 
Shrine (n=120)
         

* Faith healer’s visit to shrine (63.6%) were significantly 
more compared to those receiving medical treatment 
(27.6%) p<0.001

DISCUSSION

Epilepsy is common in rural areas of Sindh. People living 
there have different life styles and living standards. They 
follow certain sets of cultural values and traditions which 
are passed on to newer generations. In addition, certain 
myths and beliefs are also carried over. Those include 
misperceptions about epilepsy.  Some families that we 
studied were the settlers of small villages situated along 
the banks of river Indus popularly known as the ‘kutcha 
areas’.  The hallmark of rural dwellers is there lack of 
education and unawareness about various diseases.In 
case of epilepsy, the outlook of a grand mal seizure is so 
freighting that the out lookers remain perplexed as to what 
is going on with their dear one. The thought more often 
comes to their mind is that of some kind of  ‘supernatural 
force’  is in action. Not having a medical facility around 
they rush for  help and the only help they get is that of a 
prayer leader (Imam of mosque) or a traditional faith 
healer who provide spiritual remedies and this practice is 
referred  to as ‘DaghoPhinu’ in their native language. Such 
practices are being passed onfrom generation to 

generation. A study that could provide some data 
highlighting  suchbeliefs and practices particularly in the 
rural areashas been lacking. Our study focuses  on these  
aspects  and attempts to scrutinize  them. This study 
provide evidence that36.7% of the participant considered 
an epileptic seizure as a ‘Alamaat’ which is a native term 
used for ‘supernatural’ power or  possession by evil spirits 
(fakir).Looking at the previous studies done in different 
settings, similar kind of misperceptions about epilepsy 
were present in 3% of rural communitiesresiding 80 
kilometers from Karachi along the coasts of Arabian sea[4], 
60% among patients residing in Karachi [5] and 50% in 
those residing in Lahore [6]. It appears that misperceptions 
regarding epilepsy may vary from one region to another. 
Such variations are not unique to our region. In fact, these 
may vary in different geographical regionsacross the 
continent and thereason  for this variability is likely 
multifactorial [7]. Given the figures, it is intriguing to 
notethat themisunderstanding and unawareness about 
epilepsy are not only prevalent in theruralareas they are 
also reported among people living inthe bigurban cities 
like Karachi [5] and Lahore [6].This negatesa general 
impression that lack of knowledge regarding epilepsy are 
more common in the rural areas than the urban.Such 
rural/urban generalization of public views about epilepsy is 
surprising but at the same time understandable. There are 
growingnumber of’ kutchiabadis’ (slum areas) being 
developed around the big urban cities. We believe, the 
people living in these placeshavingrural-derived 
rootsarethe ‘carriers’ of the ancestralbeliefs towards 
epilepsy. The same people usually visit major public sector 
hospitals and narrate their views and experiences when 
specific questions are asked from them.The net result is 
theprojection of misconceptions about epilepsy among 
rural and urbandwellers alike. There can be no doubt that 
lack of awareness is a driving force towards cultivating 
unscientific practices like faith healing and visits to 
shrines. In our study 70%of the families having 
educational background at a primary/secondary levels 
were awarethat epilepsy is a disease and require long 
term treatment. This is close to 86% of the school 
teachers who had knowledge about the illness and only 
14% thought epilepsy is not a disease [8].In contrast, 
50% of uneducated families in our study did not consider 
epilepsy a disease.Uneducation and unawareness about 
the illness promotes faith healingand this is followed by 
visits to shrines. This is evident in our data. Mostly those 
who were uneducatedwent for faith healing and also 
visited shrines more often.Interestingly, the number of 
faith healing practices in our study is low (36.6%) 
compared to 80%  reported by Syed et al [5]. The reason 
for this discrepancy is not clear. Itis  conceivable that 
some families who went for medical therapy may have 
also gone for faith healing but did not  disclose it because 

of stigma attached to it.    The pattern of uneducation, 
unawareness, faith healing and visits to shrines 
culminates into unscientific practices and improper 
behaviorsand attitudes. Our views   are supported by Lim 
et al [7] in a review articlewhere people living in rural areas 
and having low educational background tend to have 
more negative attitudes towards epilepsy. Practice of 
visiting shrine is a sort of religious ritual in rural Sindh 
where individuals as well  as families seek help from 
Divine forces using the resting places of Saints (Dargah) 
as a facilitator for fulfillment of their prayers and wishes. A 
local study done in this context suggests that the  visits to 
shrine provides a relief from psychosocial stress [9]. This 
probably explains why families with younger individuals 
with epilepsy visits shrines in greater number and without 
gender distinction. The epileptic issues particularly at 
young age are understandably more stressful. On a 
positive note,  it is comforting to observe  that people not 
having any  educational background and not knowing the 
nature of the disease were willing to go for the medical 
treatment  when proper information about epilepsy were 
communicated to them. However, in certain proportion of 
cases a sense of  uncertainty remains. That happens 
when the seizures recur despiteof being on the 
anticonvulsants. The recurrent seizureseitherdue to 
noncompliance [8,9] or inadequate dose  is mistakenly  
taken as a treatment ‘failure’and it is assumed that since 
drugs are not working it cannot be a disease.That in turn 
reinforces their false beliefs.These kind of cases are the 
proponents and ‘flag- bearers ’ for the continuing 
misperception about  epilepsy.   The authors believe that 
the overall picture regarding epilepsy in our 
regionisunlikely to change  as long as the ‘carriers’ and 
the ‘flag- bearers’of misunderstandings  pertaining to 
epilepsy continue to  preach and persist in our society.  

Figure 1: Whether Epilepsy a disease?  (n=120)

CONCLUSIONS

Misperceptions about epilepsy are common in the rural 
areas of Sindh, Possession by a “supernatural force” 
(Alamaat) was most common belief among those who did 

not consider epilepsy a disease.  Knowledge  about 
epilepsy was  better among  families having  educational 
background. Uneducation and unawareness leads to 
unscientific practices like faith healing and  visit to 
shrines.  There is a willingness for receiving medical 
therapy once the proper guidelines are provided. True 
picture of epilepsy need to be highlighted in this segment 
of population.

Figure 2: Association of Education, Beliefs and visit to 
Shrine (n=120)

* 56 (70.0% ) educated families considering epilepsy a 
disease were significantly high compared to 20 (50%) 
uneducated families  (p<0.05).
* 23 (28.8%) educated families visitingshrines was 
significantly low compared to 26 (65.0%) uneducated 
families  (p<0.01

RECOMMENDATION

A mass awareness campaign may be initiated with the 
help of mobile phone operators through short message 
services (SMS). This would help in dissemination of public 
knowledge about various neurological diseases including 
epilepsy across the country.    
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INTRODUCTION

Epilepsy is a chronic condition in which non-compliance is 
considered to be a significant problem faced during clinical 
treatment. Poor compliance to treatment is one of many 
reasons for pharmacological treatment failure and seizure 
recurrence. Despite all the best intention and efforts on 
the part of the healthcare professionals, those outcomes 
might not be achievable if the patients are non-compliant. 
(1) The behavior of compliance depends on specific clinical 
situation, nature of the illness, and treatment program. 
The effect of recurrent epileptic seizure attacks on the 
patient is far reaching. Poor compliance may lead to status 
epilepticus, as well as unexpected, sudden death. (2) 
Recurrent convulsions can reduce the likelihood of 
eventually curing the disorder. With appropriate treatment 
and lifestyle changes, the majority of patients diagnosed 
with epilepsy will become seizure-free. Compliant 
behaviour can be defined as taking anti-epileptic drugs 
(AEDs) on time and without fail, not manipulating dosages, 
and following the doctor’s advice regarding daily activities. 
(2) Non-compliance is a significant problem in epilepsy 
management. As many as 30 to 50% of persons with 
epilepsy are non-compliant to the extent of interfering with 
their optimal treatment. (2) The effect of non-compliance is 
enormous and may lead to an increase in the number of 
seizures, medical costs and injury to themselves and 

others.(2) The frequency of non-compliance was 19% in the 
outpatient group as reported in one study. (3) Reasons for 
non-compliance are complex and multilayered. Patients 
can accidentally fail to adhere through forgetfulness, 
misunderstanding, or uncertainty about clinician’s 
recommendations, or intentionally due to their own 
expectations of treatment, side-effects, and lifestyle 
choice. (3) In India, a study relating to doctor-patient 
communication and compliance stated that compliance 
improved when patients were satisfied with the 
consultation process and were asked to recall the 
information. Multiple visits to the doctor enhanced 
communication, and thus compliant behaviour. (4) Most of 
studies have attempted either to identify predictors or to 
measure the incidence of non-compliance but there is not 
a validated scale for measuring epilepsy patient 
non-compliance to antiepileptic drugs. This is especially 
true for developing countries including Pakistan. The lack 
of these measurements provides difficulties to assess the 
impact of specific factors in compliance to treatment. 
Services Hospital is the regional hospital in the central 
Punjab and serves a huge population of the country. There 
is scarcity of published data reporting the prevalence of 
epileptic patients with noncompliance of antiepileptic 
drugs. In the present study, we have aimed to determine 
the prevalence of compliance and non-compliance of 
antiepileptic drugs in epileptic patients. 

MATERIALS AND METHODS

The present study was conducted in OPD (Outpatient 
Department) at Services Institute of Medical Sciences and 
Services Hospital, Lahore, Pakistan. This 6-month 
descriptive study was carried out in 2012 and included a 
total of 225 patients who were admitted with the primary 
diagnosis of Epilepsy. Male and female patients aged 
between 10 to 70 years, who had been diagnosed with 
epilepsy at least one year previously, were included. 
Patients having other co-morbidities were excludded from 
this study. The data-collection tools were a questionnaire 
and a structured interview. Patients who were not able to 
respond to an interview were also excluded. For each 
patient detail history was taken including demographic 
information (age, sex, address) and questionnaire was 
asked after taking informed consent by researcher herself. 
All patients were observed for anti-epilepsy drug 
compliance and non-compliance. Patients included in 
study, were treated free of cost. Participants gave written 
informed consent after the purpose of the study had been 
explained to them. The ethics committee of the hospital 
approved the study. 

Statistical Analyses

The descriptive statistical analysis included examinations 
of means, standard deviations, frequencies, ranges, and 
percentages. The statistical packages SPSS (Version 20) 
and MS Excel (MS Office 2010) were used. 

RESULTS

A total of 225 patients fulfilling the inclusion criteria were 
enrolled to measure the frequency of noncompliance of 
antiepileptic drugs in epileptic patients. Age distribution of 
the patients was done which showed that 29.78% 
(n=67) were between 10-30 years, 36% (n=81) 
between 41-55 years and 34.22% (n=77) were between 
56-70 years of age. Average age of the patients was 
46.87+5.23 years (Table 1). 

Table 1. Age distribution of patients included in the study.

Mean and SD: 46.87+5.23 (n= 225)

Gender distribution of the patients showed that 59.6% 
(n=134) were males and 40.4% (n=91) were females 
(Table 2). 

Table 2. Gender distribution of all patients included in this 
study.

Results regarding the frequency of epileptic patients with 
compliance and non-compliance of antiepileptic drugs 
have been shown in Figure 1. Figure shows that out of 
225 patients, 172 patients (76.4%) had compliance of 
antiepileptic drugs. Whereas 53 patients (23.6%) showed 
non-compliance to antiepileptic drugs (Figure 1).

 
Figure 1. Frequency of compliance and non-compliance 
of antiepileptic drugs among epileptic patients.

We also identified the gender distribution of epileptic 
patients with non-compliance of antiepileptic drugs. The 
results have been shown in Table 3 which shows that out 
of 53 cases of non-compliance, 33 cases (62.3%) were 
male and 20 cases (37.7%) were females (Table 3). This 
finding showed that incidence of non-compliance was 
more frequent in males as compared to females.

Table 3. Stratification for noncompliance of antiepileptic 
drugs in epileptic patients with regards to gender.

 (n=53)
 
DISCUSSION

The sole treatment available for the majority of patients 
with epilepsy is antiepileptic drug (AED) therapy. Research 
has shown that missing or altering antiepileptic drug 
dosages can have adverse reactions, that is, increase the 

chance of seizure recurrence. For instance, Mattson et al. 
reported that over one quarter of seizures occurred at or 
before reports of inadequate medication levels. Failure to 
follow prescribed drug regimens is known to be fairly 
widespread amongst patients with epilepsy: research has 
shown that between 25 and 75% fail to adhere, in 
particular very young or very old patients, and teenagers. 
Given that failing to comply may increase the likelihood of 
hospital admission, there could be a potential savings if 
compliance could be improved. We planned this study to 
determine the most prevalent factors in Pakistan because 
demographic, psychosocial, economic factors, literacy 
rate is different. Non-compliance of antiepileptic drugs in 
epileptic patients leads to recurrent seizures, thus mental 
regression occurs (2); by knowing the frequency of 
non-compliance, we can adopt some strategies to 
over-come this problem to improve levels of compliance 
thereby reducing the risk of unnecessary seizures. In this 
study, frequency of non-compliance of antiepileptic drugs 
in epileptic patients was revealed in 23.56% while 
76.44% had no complaint of non-compliance. The 
findings of the present study regarding frequency of 
non-compliance are in agreement with Hauser et al. (5) 
WHO reported that 19% of the patients had 
non-compliance in the outpatient group.(5) The evidence 
indicates that non-compliance is still common in 
healthcare and no substantial change occurred despite 
the large number of studies attempting to address and 
highlight the problem. In addition, too few studies are 
being done systematically to quantify the impact of 
non-compliance on health and financial outcomes. The 
magnitude of the impact of non-compliance needs to be 
studied in future compliance research due to the potential 

tremendous implication of poor compliance on clinical 
and economic outcomes.

CONCLUSION

We concluded that the frequency of noncompliance of 
antiepileptic drugs among epileptic patients is higher. This 
condition is worsening for males since they showed a 
greater percentage of non-compliance as compared to 
females. This situation needs special attention of the 
physicians while managing epileptic patients.
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BACKGROUND

Epilepsy is a common neurological disease. While some 
people consider epilepsy a medical condition, others may 
have false  beliefs regarding this illness. These false 
beliefs are wide spread not only in our country but are also 
reportedelsewhere .For example in certain ancient 
American and African communities people suffering from 

epilepsy are consideredas being possessed by an evil  
spirits or under the influence of some   kind of black magic 
[1,2,3]. The community-based [4] as well as hospital-based 
[5,6] studiesdone in Pakistan has also reported similar 
kinds of misperceptionsregarding epilepsy.  It appears that 
over the years the unfounded beliefs regarding epilepsy 
are still rampant and growing.It is worrisomethat when  
these beliefsgetfirmer, the affected patients and their  

families instead of going to a medical doctor for 
treatmentfollow certain practices like  visiting shrinesor 
consultingfaith healers for a quick remedy.  This is 
detrimental to the well being  of the patients for it would 
delay the diagnosis and the subsequent treatment.  
Previous local studies were mainly conducted at the 
tertiary care hospitals located in bigger urban cities [5,6]. 
Since epilepsy is more common in rural areasof Sindh[4], 
and that people living in rural areas  with lower education 
have more negative attitudes towards epilepsy[7], it is 
imperative to study these aspects  in thoseareas so that 
the medical intervention can be emphasized and properly 
guided upon.  For this purpose we designed a study to 
determine the knowledge, beliefs and practices regarding 
epilepsyamong the patients and their families residing in 
ruralareas of Sindh.

Table 1: (n=120)

METHODS

This was an observational study conducted at the 
Neurology Out-Patient Department of Peoples Medical 
University Hospital Nawabshah during the period 1.1.15 
to June 30.6.15. A pro forma was designed incorporating  
questionsrelating to knowledge, beliefs and practices 
relating to epilepsy. After taking verbal consent  the 
questions were asked in their native language (Sindhi). 
Each case was considered as representing the whole 
family since the views of the family are generally the same 
as that of patients.  Thus the cases also mean the  
families.  The answers were  documented  in the pro 

forma for each patient separately. Demographic details 
like age, sex, place of residence,and level of education 
was recorded. Questionswere asked pertaining  to their 
perception out epilepsy. Questions  included were whether 
they consider epilepsy a disease or not. If not then what  
do they think it was. They were giving some examples to 
pick the one they firmly believed in such as possession by 
evil spirits, black magic, curse, or God’s will.The treatment 
options were given and they were asked  which one they 
usually prefer  including medical, homeopathic, herbal, 
faith healing. They were specifically askedwhether or not 
they visit shrines (Darghas)and what purpose it serves.An 
attempt was made to distinguish between educated and 
uneducated families with respect toknowledge about 
epilepsy,following practices like faith healing and visiting 
shrines. Considering the therapeutic uncertainty and 
noncompliance, enquiry was made whether they will stick 
to the medical treatment or switch over to other forms of 
therapy in the event seizures recurred during the course of 
treatment.  Clinical characteristics were summarized in 
terms of frequencies and percentages for qualitative 
variables i.e. gender, residence, age groups, education, 
beliefs about epilepsy  etc. Statistical comparison and 
visit to shrines with educated/non educated familieswas 
performed by using Chi-square test. In all statistical 
analysis p-value <0.05 was considered significant .

RESULTS

A total of 120 cases were included in this study. Sixty nine 
(57.7%) were male and 51 (42.5%) were female. Age 
ranged from 1  to  55 years. Eighty one  (67.5%) were the 
residents of rural villages and 39(32.5%) were residing in 
Nawabshah and adjoining towns. Of the `120 cases 80 
(66.7%) families  were educated and 40 (33.3%) were 
uneducated. Majority  76 (63.3%) believed that epilepsy 
is a disease whereas 44(36.7%) considered epilepsy a 
“super natural force” (‘alamaat’:  a native term) or 
possession by a ‘fakir’ (Jinaat). Of the 80 educated 
families 56 (70.0%)  had knowledge about the disease 
and of the 40 uneducated families 20 (50%) had no 
knowledge about the disease. Better awareness about the 
disease among families having educational background 
was statistically significant (p<0.05). Of the 80 educated 
families 23 (28.8%) visited shrines and of the 40 
uneducated families 26 (65.0%) visited shrines. 
Uneducated families visiting shrines was statistically 
significant (p<0.01). Families having younger individuals 
(11 -30 years) were more inclined towards visiting  
shrines. Out of 120 cases 44 (36.6%) were being treated 
by faith healers (dagho- phenu: a native  term for this kind 
of practice) and 76 (63.3%) were receiving medical 
therapy. Of the 44 cases receiving faith healing 
28(63.6%) also visited shrines and of the 76 who were on 

medical treatment only 21(27.6%) visited shrines. 
Followers of faith healing practices significantly visited 
shrines compared to those who were receiving medical 
therapy (p<0.001). Those who went for faith healing at 
first place and did not get benefit out of it tend to seek 
medical therapy on the advice of their friends/relative who 
already knew about the illness and also had prior good 
experience of getting satisfactory results from the medical 
treatment.All the cases who came  for medical treatment 
pledged that they will follow the treatment regime as 
prescribed by the physician and that they  will not switch 
over to “other” forms of therapy.  
     
Table 2: Association of Gender, Age, Treatment v/s Visit to 
Shrine (n=120)
         

* Faith healer’s visit to shrine (63.6%) were significantly 
more compared to those receiving medical treatment 
(27.6%) p<0.001

DISCUSSION

Epilepsy is common in rural areas of Sindh. People living 
there have different life styles and living standards. They 
follow certain sets of cultural values and traditions which 
are passed on to newer generations. In addition, certain 
myths and beliefs are also carried over. Those include 
misperceptions about epilepsy.  Some families that we 
studied were the settlers of small villages situated along 
the banks of river Indus popularly known as the ‘kutcha 
areas’.  The hallmark of rural dwellers is there lack of 
education and unawareness about various diseases.In 
case of epilepsy, the outlook of a grand mal seizure is so 
freighting that the out lookers remain perplexed as to what 
is going on with their dear one. The thought more often 
comes to their mind is that of some kind of  ‘supernatural 
force’  is in action. Not having a medical facility around 
they rush for  help and the only help they get is that of a 
prayer leader (Imam of mosque) or a traditional faith 
healer who provide spiritual remedies and this practice is 
referred  to as ‘DaghoPhinu’ in their native language. Such 
practices are being passed onfrom generation to 

generation. A study that could provide some data 
highlighting  suchbeliefs and practices particularly in the 
rural areashas been lacking. Our study focuses  on these  
aspects  and attempts to scrutinize  them. This study 
provide evidence that36.7% of the participant considered 
an epileptic seizure as a ‘Alamaat’ which is a native term 
used for ‘supernatural’ power or  possession by evil spirits 
(fakir).Looking at the previous studies done in different 
settings, similar kind of misperceptions about epilepsy 
were present in 3% of rural communitiesresiding 80 
kilometers from Karachi along the coasts of Arabian sea[4], 
60% among patients residing in Karachi [5] and 50% in 
those residing in Lahore [6]. It appears that misperceptions 
regarding epilepsy may vary from one region to another. 
Such variations are not unique to our region. In fact, these 
may vary in different geographical regionsacross the 
continent and thereason  for this variability is likely 
multifactorial [7]. Given the figures, it is intriguing to 
notethat themisunderstanding and unawareness about 
epilepsy are not only prevalent in theruralareas they are 
also reported among people living inthe bigurban cities 
like Karachi [5] and Lahore [6].This negatesa general 
impression that lack of knowledge regarding epilepsy are 
more common in the rural areas than the urban.Such 
rural/urban generalization of public views about epilepsy is 
surprising but at the same time understandable. There are 
growingnumber of’ kutchiabadis’ (slum areas) being 
developed around the big urban cities. We believe, the 
people living in these placeshavingrural-derived 
rootsarethe ‘carriers’ of the ancestralbeliefs towards 
epilepsy. The same people usually visit major public sector 
hospitals and narrate their views and experiences when 
specific questions are asked from them.The net result is 
theprojection of misconceptions about epilepsy among 
rural and urbandwellers alike. There can be no doubt that 
lack of awareness is a driving force towards cultivating 
unscientific practices like faith healing and visits to 
shrines. In our study 70%of the families having 
educational background at a primary/secondary levels 
were awarethat epilepsy is a disease and require long 
term treatment. This is close to 86% of the school 
teachers who had knowledge about the illness and only 
14% thought epilepsy is not a disease [8].In contrast, 
50% of uneducated families in our study did not consider 
epilepsy a disease.Uneducation and unawareness about 
the illness promotes faith healingand this is followed by 
visits to shrines. This is evident in our data. Mostly those 
who were uneducatedwent for faith healing and also 
visited shrines more often.Interestingly, the number of 
faith healing practices in our study is low (36.6%) 
compared to 80%  reported by Syed et al [5]. The reason 
for this discrepancy is not clear. Itis  conceivable that 
some families who went for medical therapy may have 
also gone for faith healing but did not  disclose it because 

of stigma attached to it.    The pattern of uneducation, 
unawareness, faith healing and visits to shrines 
culminates into unscientific practices and improper 
behaviorsand attitudes. Our views   are supported by Lim 
et al [7] in a review articlewhere people living in rural areas 
and having low educational background tend to have 
more negative attitudes towards epilepsy. Practice of 
visiting shrine is a sort of religious ritual in rural Sindh 
where individuals as well  as families seek help from 
Divine forces using the resting places of Saints (Dargah) 
as a facilitator for fulfillment of their prayers and wishes. A 
local study done in this context suggests that the  visits to 
shrine provides a relief from psychosocial stress [9]. This 
probably explains why families with younger individuals 
with epilepsy visits shrines in greater number and without 
gender distinction. The epileptic issues particularly at 
young age are understandably more stressful. On a 
positive note,  it is comforting to observe  that people not 
having any  educational background and not knowing the 
nature of the disease were willing to go for the medical 
treatment  when proper information about epilepsy were 
communicated to them. However, in certain proportion of 
cases a sense of  uncertainty remains. That happens 
when the seizures recur despiteof being on the 
anticonvulsants. The recurrent seizureseitherdue to 
noncompliance [8,9] or inadequate dose  is mistakenly  
taken as a treatment ‘failure’and it is assumed that since 
drugs are not working it cannot be a disease.That in turn 
reinforces their false beliefs.These kind of cases are the 
proponents and ‘flag- bearers ’ for the continuing 
misperception about  epilepsy.   The authors believe that 
the overall picture regarding epilepsy in our 
regionisunlikely to change  as long as the ‘carriers’ and 
the ‘flag- bearers’of misunderstandings  pertaining to 
epilepsy continue to  preach and persist in our society.  

Figure 1: Whether Epilepsy a disease?  (n=120)

CONCLUSIONS

Misperceptions about epilepsy are common in the rural 
areas of Sindh, Possession by a “supernatural force” 
(Alamaat) was most common belief among those who did 

not consider epilepsy a disease.  Knowledge  about 
epilepsy was  better among  families having  educational 
background. Uneducation and unawareness leads to 
unscientific practices like faith healing and  visit to 
shrines.  There is a willingness for receiving medical 
therapy once the proper guidelines are provided. True 
picture of epilepsy need to be highlighted in this segment 
of population.

Figure 2: Association of Education, Beliefs and visit to 
Shrine (n=120)

* 56 (70.0% ) educated families considering epilepsy a 
disease were significantly high compared to 20 (50%) 
uneducated families  (p<0.05).
* 23 (28.8%) educated families visitingshrines was 
significantly low compared to 26 (65.0%) uneducated 
families  (p<0.01

RECOMMENDATION

A mass awareness campaign may be initiated with the 
help of mobile phone operators through short message 
services (SMS). This would help in dissemination of public 
knowledge about various neurological diseases including 
epilepsy across the country.    
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INTRODUCTION

Epilepsy is a chronic condition in which non-compliance is 
considered to be a significant problem faced during clinical 
treatment. Poor compliance to treatment is one of many 
reasons for pharmacological treatment failure and seizure 
recurrence. Despite all the best intention and efforts on 
the part of the healthcare professionals, those outcomes 
might not be achievable if the patients are non-compliant. 
(1) The behavior of compliance depends on specific clinical 
situation, nature of the illness, and treatment program. 
The effect of recurrent epileptic seizure attacks on the 
patient is far reaching. Poor compliance may lead to status 
epilepticus, as well as unexpected, sudden death. (2) 
Recurrent convulsions can reduce the likelihood of 
eventually curing the disorder. With appropriate treatment 
and lifestyle changes, the majority of patients diagnosed 
with epilepsy will become seizure-free. Compliant 
behaviour can be defined as taking anti-epileptic drugs 
(AEDs) on time and without fail, not manipulating dosages, 
and following the doctor’s advice regarding daily activities. 
(2) Non-compliance is a significant problem in epilepsy 
management. As many as 30 to 50% of persons with 
epilepsy are non-compliant to the extent of interfering with 
their optimal treatment. (2) The effect of non-compliance is 
enormous and may lead to an increase in the number of 
seizures, medical costs and injury to themselves and 

others.(2) The frequency of non-compliance was 19% in the 
outpatient group as reported in one study. (3) Reasons for 
non-compliance are complex and multilayered. Patients 
can accidentally fail to adhere through forgetfulness, 
misunderstanding, or uncertainty about clinician’s 
recommendations, or intentionally due to their own 
expectations of treatment, side-effects, and lifestyle 
choice. (3) In India, a study relating to doctor-patient 
communication and compliance stated that compliance 
improved when patients were satisfied with the 
consultation process and were asked to recall the 
information. Multiple visits to the doctor enhanced 
communication, and thus compliant behaviour. (4) Most of 
studies have attempted either to identify predictors or to 
measure the incidence of non-compliance but there is not 
a validated scale for measuring epilepsy patient 
non-compliance to antiepileptic drugs. This is especially 
true for developing countries including Pakistan. The lack 
of these measurements provides difficulties to assess the 
impact of specific factors in compliance to treatment. 
Services Hospital is the regional hospital in the central 
Punjab and serves a huge population of the country. There 
is scarcity of published data reporting the prevalence of 
epileptic patients with noncompliance of antiepileptic 
drugs. In the present study, we have aimed to determine 
the prevalence of compliance and non-compliance of 
antiepileptic drugs in epileptic patients. 

MATERIALS AND METHODS

The present study was conducted in OPD (Outpatient 
Department) at Services Institute of Medical Sciences and 
Services Hospital, Lahore, Pakistan. This 6-month 
descriptive study was carried out in 2012 and included a 
total of 225 patients who were admitted with the primary 
diagnosis of Epilepsy. Male and female patients aged 
between 10 to 70 years, who had been diagnosed with 
epilepsy at least one year previously, were included. 
Patients having other co-morbidities were excludded from 
this study. The data-collection tools were a questionnaire 
and a structured interview. Patients who were not able to 
respond to an interview were also excluded. For each 
patient detail history was taken including demographic 
information (age, sex, address) and questionnaire was 
asked after taking informed consent by researcher herself. 
All patients were observed for anti-epilepsy drug 
compliance and non-compliance. Patients included in 
study, were treated free of cost. Participants gave written 
informed consent after the purpose of the study had been 
explained to them. The ethics committee of the hospital 
approved the study. 

Statistical Analyses

The descriptive statistical analysis included examinations 
of means, standard deviations, frequencies, ranges, and 
percentages. The statistical packages SPSS (Version 20) 
and MS Excel (MS Office 2010) were used. 

RESULTS

A total of 225 patients fulfilling the inclusion criteria were 
enrolled to measure the frequency of noncompliance of 
antiepileptic drugs in epileptic patients. Age distribution of 
the patients was done which showed that 29.78% 
(n=67) were between 10-30 years, 36% (n=81) 
between 41-55 years and 34.22% (n=77) were between 
56-70 years of age. Average age of the patients was 
46.87+5.23 years (Table 1). 

Table 1. Age distribution of patients included in the study.

Mean and SD: 46.87+5.23 (n= 225)

Gender distribution of the patients showed that 59.6% 
(n=134) were males and 40.4% (n=91) were females 
(Table 2). 

Table 2. Gender distribution of all patients included in this 
study.

Results regarding the frequency of epileptic patients with 
compliance and non-compliance of antiepileptic drugs 
have been shown in Figure 1. Figure shows that out of 
225 patients, 172 patients (76.4%) had compliance of 
antiepileptic drugs. Whereas 53 patients (23.6%) showed 
non-compliance to antiepileptic drugs (Figure 1).

 
Figure 1. Frequency of compliance and non-compliance 
of antiepileptic drugs among epileptic patients.

We also identified the gender distribution of epileptic 
patients with non-compliance of antiepileptic drugs. The 
results have been shown in Table 3 which shows that out 
of 53 cases of non-compliance, 33 cases (62.3%) were 
male and 20 cases (37.7%) were females (Table 3). This 
finding showed that incidence of non-compliance was 
more frequent in males as compared to females.

Table 3. Stratification for noncompliance of antiepileptic 
drugs in epileptic patients with regards to gender.
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DISCUSSION

The sole treatment available for the majority of patients 
with epilepsy is antiepileptic drug (AED) therapy. Research 
has shown that missing or altering antiepileptic drug 
dosages can have adverse reactions, that is, increase the 

chance of seizure recurrence. For instance, Mattson et al. 
reported that over one quarter of seizures occurred at or 
before reports of inadequate medication levels. Failure to 
follow prescribed drug regimens is known to be fairly 
widespread amongst patients with epilepsy: research has 
shown that between 25 and 75% fail to adhere, in 
particular very young or very old patients, and teenagers. 
Given that failing to comply may increase the likelihood of 
hospital admission, there could be a potential savings if 
compliance could be improved. We planned this study to 
determine the most prevalent factors in Pakistan because 
demographic, psychosocial, economic factors, literacy 
rate is different. Non-compliance of antiepileptic drugs in 
epileptic patients leads to recurrent seizures, thus mental 
regression occurs (2); by knowing the frequency of 
non-compliance, we can adopt some strategies to 
over-come this problem to improve levels of compliance 
thereby reducing the risk of unnecessary seizures. In this 
study, frequency of non-compliance of antiepileptic drugs 
in epileptic patients was revealed in 23.56% while 
76.44% had no complaint of non-compliance. The 
findings of the present study regarding frequency of 
non-compliance are in agreement with Hauser et al. (5) 
WHO reported that 19% of the patients had 
non-compliance in the outpatient group.(5) The evidence 
indicates that non-compliance is still common in 
healthcare and no substantial change occurred despite 
the large number of studies attempting to address and 
highlight the problem. In addition, too few studies are 
being done systematically to quantify the impact of 
non-compliance on health and financial outcomes. The 
magnitude of the impact of non-compliance needs to be 
studied in future compliance research due to the potential 

tremendous implication of poor compliance on clinical 
and economic outcomes.

CONCLUSION

We concluded that the frequency of noncompliance of 
antiepileptic drugs among epileptic patients is higher. This 
condition is worsening for males since they showed a 
greater percentage of non-compliance as compared to 
females. This situation needs special attention of the 
physicians while managing epileptic patients.
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BACKGROUND

Epilepsy is a common neurological disease. While some 
people consider epilepsy a medical condition, others may 
have false  beliefs regarding this illness. These false 
beliefs are wide spread not only in our country but are also 
reportedelsewhere .For example in certain ancient 
American and African communities people suffering from 

epilepsy are consideredas being possessed by an evil  
spirits or under the influence of some   kind of black magic 
[1,2,3]. The community-based [4] as well as hospital-based 
[5,6] studiesdone in Pakistan has also reported similar 
kinds of misperceptionsregarding epilepsy.  It appears that 
over the years the unfounded beliefs regarding epilepsy 
are still rampant and growing.It is worrisomethat when  
these beliefsgetfirmer, the affected patients and their  

families instead of going to a medical doctor for 
treatmentfollow certain practices like  visiting shrinesor 
consultingfaith healers for a quick remedy.  This is 
detrimental to the well being  of the patients for it would 
delay the diagnosis and the subsequent treatment.  
Previous local studies were mainly conducted at the 
tertiary care hospitals located in bigger urban cities [5,6]. 
Since epilepsy is more common in rural areasof Sindh[4], 
and that people living in rural areas  with lower education 
have more negative attitudes towards epilepsy[7], it is 
imperative to study these aspects  in thoseareas so that 
the medical intervention can be emphasized and properly 
guided upon.  For this purpose we designed a study to 
determine the knowledge, beliefs and practices regarding 
epilepsyamong the patients and their families residing in 
ruralareas of Sindh.

Table 1: (n=120)

METHODS

This was an observational study conducted at the 
Neurology Out-Patient Department of Peoples Medical 
University Hospital Nawabshah during the period 1.1.15 
to June 30.6.15. A pro forma was designed incorporating  
questionsrelating to knowledge, beliefs and practices 
relating to epilepsy. After taking verbal consent  the 
questions were asked in their native language (Sindhi). 
Each case was considered as representing the whole 
family since the views of the family are generally the same 
as that of patients.  Thus the cases also mean the  
families.  The answers were  documented  in the pro 

forma for each patient separately. Demographic details 
like age, sex, place of residence,and level of education 
was recorded. Questionswere asked pertaining  to their 
perception out epilepsy. Questions  included were whether 
they consider epilepsy a disease or not. If not then what  
do they think it was. They were giving some examples to 
pick the one they firmly believed in such as possession by 
evil spirits, black magic, curse, or God’s will.The treatment 
options were given and they were asked  which one they 
usually prefer  including medical, homeopathic, herbal, 
faith healing. They were specifically askedwhether or not 
they visit shrines (Darghas)and what purpose it serves.An 
attempt was made to distinguish between educated and 
uneducated families with respect toknowledge about 
epilepsy,following practices like faith healing and visiting 
shrines. Considering the therapeutic uncertainty and 
noncompliance, enquiry was made whether they will stick 
to the medical treatment or switch over to other forms of 
therapy in the event seizures recurred during the course of 
treatment.  Clinical characteristics were summarized in 
terms of frequencies and percentages for qualitative 
variables i.e. gender, residence, age groups, education, 
beliefs about epilepsy  etc. Statistical comparison and 
visit to shrines with educated/non educated familieswas 
performed by using Chi-square test. In all statistical 
analysis p-value <0.05 was considered significant .

RESULTS

A total of 120 cases were included in this study. Sixty nine 
(57.7%) were male and 51 (42.5%) were female. Age 
ranged from 1  to  55 years. Eighty one  (67.5%) were the 
residents of rural villages and 39(32.5%) were residing in 
Nawabshah and adjoining towns. Of the `120 cases 80 
(66.7%) families  were educated and 40 (33.3%) were 
uneducated. Majority  76 (63.3%) believed that epilepsy 
is a disease whereas 44(36.7%) considered epilepsy a 
“super natural force” (‘alamaat’:  a native term) or 
possession by a ‘fakir’ (Jinaat). Of the 80 educated 
families 56 (70.0%)  had knowledge about the disease 
and of the 40 uneducated families 20 (50%) had no 
knowledge about the disease. Better awareness about the 
disease among families having educational background 
was statistically significant (p<0.05). Of the 80 educated 
families 23 (28.8%) visited shrines and of the 40 
uneducated families 26 (65.0%) visited shrines. 
Uneducated families visiting shrines was statistically 
significant (p<0.01). Families having younger individuals 
(11 -30 years) were more inclined towards visiting  
shrines. Out of 120 cases 44 (36.6%) were being treated 
by faith healers (dagho- phenu: a native  term for this kind 
of practice) and 76 (63.3%) were receiving medical 
therapy. Of the 44 cases receiving faith healing 
28(63.6%) also visited shrines and of the 76 who were on 

medical treatment only 21(27.6%) visited shrines. 
Followers of faith healing practices significantly visited 
shrines compared to those who were receiving medical 
therapy (p<0.001). Those who went for faith healing at 
first place and did not get benefit out of it tend to seek 
medical therapy on the advice of their friends/relative who 
already knew about the illness and also had prior good 
experience of getting satisfactory results from the medical 
treatment.All the cases who came  for medical treatment 
pledged that they will follow the treatment regime as 
prescribed by the physician and that they  will not switch 
over to “other” forms of therapy.  
     
Table 2: Association of Gender, Age, Treatment v/s Visit to 
Shrine (n=120)
         

* Faith healer’s visit to shrine (63.6%) were significantly 
more compared to those receiving medical treatment 
(27.6%) p<0.001

DISCUSSION

Epilepsy is common in rural areas of Sindh. People living 
there have different life styles and living standards. They 
follow certain sets of cultural values and traditions which 
are passed on to newer generations. In addition, certain 
myths and beliefs are also carried over. Those include 
misperceptions about epilepsy.  Some families that we 
studied were the settlers of small villages situated along 
the banks of river Indus popularly known as the ‘kutcha 
areas’.  The hallmark of rural dwellers is there lack of 
education and unawareness about various diseases.In 
case of epilepsy, the outlook of a grand mal seizure is so 
freighting that the out lookers remain perplexed as to what 
is going on with their dear one. The thought more often 
comes to their mind is that of some kind of  ‘supernatural 
force’  is in action. Not having a medical facility around 
they rush for  help and the only help they get is that of a 
prayer leader (Imam of mosque) or a traditional faith 
healer who provide spiritual remedies and this practice is 
referred  to as ‘DaghoPhinu’ in their native language. Such 
practices are being passed onfrom generation to 

generation. A study that could provide some data 
highlighting  suchbeliefs and practices particularly in the 
rural areashas been lacking. Our study focuses  on these  
aspects  and attempts to scrutinize  them. This study 
provide evidence that36.7% of the participant considered 
an epileptic seizure as a ‘Alamaat’ which is a native term 
used for ‘supernatural’ power or  possession by evil spirits 
(fakir).Looking at the previous studies done in different 
settings, similar kind of misperceptions about epilepsy 
were present in 3% of rural communitiesresiding 80 
kilometers from Karachi along the coasts of Arabian sea[4], 
60% among patients residing in Karachi [5] and 50% in 
those residing in Lahore [6]. It appears that misperceptions 
regarding epilepsy may vary from one region to another. 
Such variations are not unique to our region. In fact, these 
may vary in different geographical regionsacross the 
continent and thereason  for this variability is likely 
multifactorial [7]. Given the figures, it is intriguing to 
notethat themisunderstanding and unawareness about 
epilepsy are not only prevalent in theruralareas they are 
also reported among people living inthe bigurban cities 
like Karachi [5] and Lahore [6].This negatesa general 
impression that lack of knowledge regarding epilepsy are 
more common in the rural areas than the urban.Such 
rural/urban generalization of public views about epilepsy is 
surprising but at the same time understandable. There are 
growingnumber of’ kutchiabadis’ (slum areas) being 
developed around the big urban cities. We believe, the 
people living in these placeshavingrural-derived 
rootsarethe ‘carriers’ of the ancestralbeliefs towards 
epilepsy. The same people usually visit major public sector 
hospitals and narrate their views and experiences when 
specific questions are asked from them.The net result is 
theprojection of misconceptions about epilepsy among 
rural and urbandwellers alike. There can be no doubt that 
lack of awareness is a driving force towards cultivating 
unscientific practices like faith healing and visits to 
shrines. In our study 70%of the families having 
educational background at a primary/secondary levels 
were awarethat epilepsy is a disease and require long 
term treatment. This is close to 86% of the school 
teachers who had knowledge about the illness and only 
14% thought epilepsy is not a disease [8].In contrast, 
50% of uneducated families in our study did not consider 
epilepsy a disease.Uneducation and unawareness about 
the illness promotes faith healingand this is followed by 
visits to shrines. This is evident in our data. Mostly those 
who were uneducatedwent for faith healing and also 
visited shrines more often.Interestingly, the number of 
faith healing practices in our study is low (36.6%) 
compared to 80%  reported by Syed et al [5]. The reason 
for this discrepancy is not clear. Itis  conceivable that 
some families who went for medical therapy may have 
also gone for faith healing but did not  disclose it because 

of stigma attached to it.    The pattern of uneducation, 
unawareness, faith healing and visits to shrines 
culminates into unscientific practices and improper 
behaviorsand attitudes. Our views   are supported by Lim 
et al [7] in a review articlewhere people living in rural areas 
and having low educational background tend to have 
more negative attitudes towards epilepsy. Practice of 
visiting shrine is a sort of religious ritual in rural Sindh 
where individuals as well  as families seek help from 
Divine forces using the resting places of Saints (Dargah) 
as a facilitator for fulfillment of their prayers and wishes. A 
local study done in this context suggests that the  visits to 
shrine provides a relief from psychosocial stress [9]. This 
probably explains why families with younger individuals 
with epilepsy visits shrines in greater number and without 
gender distinction. The epileptic issues particularly at 
young age are understandably more stressful. On a 
positive note,  it is comforting to observe  that people not 
having any  educational background and not knowing the 
nature of the disease were willing to go for the medical 
treatment  when proper information about epilepsy were 
communicated to them. However, in certain proportion of 
cases a sense of  uncertainty remains. That happens 
when the seizures recur despiteof being on the 
anticonvulsants. The recurrent seizureseitherdue to 
noncompliance [8,9] or inadequate dose  is mistakenly  
taken as a treatment ‘failure’and it is assumed that since 
drugs are not working it cannot be a disease.That in turn 
reinforces their false beliefs.These kind of cases are the 
proponents and ‘flag- bearers ’ for the continuing 
misperception about  epilepsy.   The authors believe that 
the overall picture regarding epilepsy in our 
regionisunlikely to change  as long as the ‘carriers’ and 
the ‘flag- bearers’of misunderstandings  pertaining to 
epilepsy continue to  preach and persist in our society.  

Figure 1: Whether Epilepsy a disease?  (n=120)

CONCLUSIONS

Misperceptions about epilepsy are common in the rural 
areas of Sindh, Possession by a “supernatural force” 
(Alamaat) was most common belief among those who did 

not consider epilepsy a disease.  Knowledge  about 
epilepsy was  better among  families having  educational 
background. Uneducation and unawareness leads to 
unscientific practices like faith healing and  visit to 
shrines.  There is a willingness for receiving medical 
therapy once the proper guidelines are provided. True 
picture of epilepsy need to be highlighted in this segment 
of population.

Figure 2: Association of Education, Beliefs and visit to 
Shrine (n=120)

* 56 (70.0% ) educated families considering epilepsy a 
disease were significantly high compared to 20 (50%) 
uneducated families  (p<0.05).
* 23 (28.8%) educated families visitingshrines was 
significantly low compared to 26 (65.0%) uneducated 
families  (p<0.01

RECOMMENDATION

A mass awareness campaign may be initiated with the 
help of mobile phone operators through short message 
services (SMS). This would help in dissemination of public 
knowledge about various neurological diseases including 
epilepsy across the country.    
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INTRODUCTION

Epilepsy is a chronic condition in which non-compliance is 
considered to be a significant problem faced during clinical 
treatment. Poor compliance to treatment is one of many 
reasons for pharmacological treatment failure and seizure 
recurrence. Despite all the best intention and efforts on 
the part of the healthcare professionals, those outcomes 
might not be achievable if the patients are non-compliant. 
(1) The behavior of compliance depends on specific clinical 
situation, nature of the illness, and treatment program. 
The effect of recurrent epileptic seizure attacks on the 
patient is far reaching. Poor compliance may lead to status 
epilepticus, as well as unexpected, sudden death. (2) 
Recurrent convulsions can reduce the likelihood of 
eventually curing the disorder. With appropriate treatment 
and lifestyle changes, the majority of patients diagnosed 
with epilepsy will become seizure-free. Compliant 
behaviour can be defined as taking anti-epileptic drugs 
(AEDs) on time and without fail, not manipulating dosages, 
and following the doctor’s advice regarding daily activities. 
(2) Non-compliance is a significant problem in epilepsy 
management. As many as 30 to 50% of persons with 
epilepsy are non-compliant to the extent of interfering with 
their optimal treatment. (2) The effect of non-compliance is 
enormous and may lead to an increase in the number of 
seizures, medical costs and injury to themselves and 

others.(2) The frequency of non-compliance was 19% in the 
outpatient group as reported in one study. (3) Reasons for 
non-compliance are complex and multilayered. Patients 
can accidentally fail to adhere through forgetfulness, 
misunderstanding, or uncertainty about clinician’s 
recommendations, or intentionally due to their own 
expectations of treatment, side-effects, and lifestyle 
choice. (3) In India, a study relating to doctor-patient 
communication and compliance stated that compliance 
improved when patients were satisfied with the 
consultation process and were asked to recall the 
information. Multiple visits to the doctor enhanced 
communication, and thus compliant behaviour. (4) Most of 
studies have attempted either to identify predictors or to 
measure the incidence of non-compliance but there is not 
a validated scale for measuring epilepsy patient 
non-compliance to antiepileptic drugs. This is especially 
true for developing countries including Pakistan. The lack 
of these measurements provides difficulties to assess the 
impact of specific factors in compliance to treatment. 
Services Hospital is the regional hospital in the central 
Punjab and serves a huge population of the country. There 
is scarcity of published data reporting the prevalence of 
epileptic patients with noncompliance of antiepileptic 
drugs. In the present study, we have aimed to determine 
the prevalence of compliance and non-compliance of 
antiepileptic drugs in epileptic patients. 

MATERIALS AND METHODS

The present study was conducted in OPD (Outpatient 
Department) at Services Institute of Medical Sciences and 
Services Hospital, Lahore, Pakistan. This 6-month 
descriptive study was carried out in 2012 and included a 
total of 225 patients who were admitted with the primary 
diagnosis of Epilepsy. Male and female patients aged 
between 10 to 70 years, who had been diagnosed with 
epilepsy at least one year previously, were included. 
Patients having other co-morbidities were excludded from 
this study. The data-collection tools were a questionnaire 
and a structured interview. Patients who were not able to 
respond to an interview were also excluded. For each 
patient detail history was taken including demographic 
information (age, sex, address) and questionnaire was 
asked after taking informed consent by researcher herself. 
All patients were observed for anti-epilepsy drug 
compliance and non-compliance. Patients included in 
study, were treated free of cost. Participants gave written 
informed consent after the purpose of the study had been 
explained to them. The ethics committee of the hospital 
approved the study. 

Statistical Analyses

The descriptive statistical analysis included examinations 
of means, standard deviations, frequencies, ranges, and 
percentages. The statistical packages SPSS (Version 20) 
and MS Excel (MS Office 2010) were used. 

RESULTS

A total of 225 patients fulfilling the inclusion criteria were 
enrolled to measure the frequency of noncompliance of 
antiepileptic drugs in epileptic patients. Age distribution of 
the patients was done which showed that 29.78% 
(n=67) were between 10-30 years, 36% (n=81) 
between 41-55 years and 34.22% (n=77) were between 
56-70 years of age. Average age of the patients was 
46.87+5.23 years (Table 1). 

Table 1. Age distribution of patients included in the study.

Mean and SD: 46.87+5.23 (n= 225)

Gender distribution of the patients showed that 59.6% 
(n=134) were males and 40.4% (n=91) were females 
(Table 2). 

Table 2. Gender distribution of all patients included in this 
study.

Results regarding the frequency of epileptic patients with 
compliance and non-compliance of antiepileptic drugs 
have been shown in Figure 1. Figure shows that out of 
225 patients, 172 patients (76.4%) had compliance of 
antiepileptic drugs. Whereas 53 patients (23.6%) showed 
non-compliance to antiepileptic drugs (Figure 1).

 
Figure 1. Frequency of compliance and non-compliance 
of antiepileptic drugs among epileptic patients.

We also identified the gender distribution of epileptic 
patients with non-compliance of antiepileptic drugs. The 
results have been shown in Table 3 which shows that out 
of 53 cases of non-compliance, 33 cases (62.3%) were 
male and 20 cases (37.7%) were females (Table 3). This 
finding showed that incidence of non-compliance was 
more frequent in males as compared to females.

Table 3. Stratification for noncompliance of antiepileptic 
drugs in epileptic patients with regards to gender.

 (n=53)
 
DISCUSSION

The sole treatment available for the majority of patients 
with epilepsy is antiepileptic drug (AED) therapy. Research 
has shown that missing or altering antiepileptic drug 
dosages can have adverse reactions, that is, increase the 

chance of seizure recurrence. For instance, Mattson et al. 
reported that over one quarter of seizures occurred at or 
before reports of inadequate medication levels. Failure to 
follow prescribed drug regimens is known to be fairly 
widespread amongst patients with epilepsy: research has 
shown that between 25 and 75% fail to adhere, in 
particular very young or very old patients, and teenagers. 
Given that failing to comply may increase the likelihood of 
hospital admission, there could be a potential savings if 
compliance could be improved. We planned this study to 
determine the most prevalent factors in Pakistan because 
demographic, psychosocial, economic factors, literacy 
rate is different. Non-compliance of antiepileptic drugs in 
epileptic patients leads to recurrent seizures, thus mental 
regression occurs (2); by knowing the frequency of 
non-compliance, we can adopt some strategies to 
over-come this problem to improve levels of compliance 
thereby reducing the risk of unnecessary seizures. In this 
study, frequency of non-compliance of antiepileptic drugs 
in epileptic patients was revealed in 23.56% while 
76.44% had no complaint of non-compliance. The 
findings of the present study regarding frequency of 
non-compliance are in agreement with Hauser et al. (5) 
WHO reported that 19% of the patients had 
non-compliance in the outpatient group.(5) The evidence 
indicates that non-compliance is still common in 
healthcare and no substantial change occurred despite 
the large number of studies attempting to address and 
highlight the problem. In addition, too few studies are 
being done systematically to quantify the impact of 
non-compliance on health and financial outcomes. The 
magnitude of the impact of non-compliance needs to be 
studied in future compliance research due to the potential 

tremendous implication of poor compliance on clinical 
and economic outcomes.

CONCLUSION

We concluded that the frequency of noncompliance of 
antiepileptic drugs among epileptic patients is higher. This 
condition is worsening for males since they showed a 
greater percentage of non-compliance as compared to 
females. This situation needs special attention of the 
physicians while managing epileptic patients.

REFERENCES

1. Jing Jin, Grant Edward Sklar, Vernon Min sen Oh, 
 ShuChuen Li. Factors affecting therapeutic 
 compliance. TherClin Risk Manag. 2008 February; 
 4(1): 269-86.
2. Krause SR, FC Van Rooyen, MVJ Van Vuuren, L 
 Jenkins. Non-compliance with treatment by epileptic 
 patients at George Provincial Hospital. South African 
 Family Practice. 2007; 49:9, 14-14d.
3. Joanne Eatock and Gus A Baker. Managing patient
 compliance and quality of life in epilepsy,
 Neuropsychiatr Dis Treat. 2007:3(1):117-31.
4. Gopinath B, Radhakrishnan K, Jayachandran D, 
 Alexander A. A questionnaire survey about 
 doctor-patient communication, compliance and locus 
 of control among South Indian people with epilepsy. 
 Epilepsy Research. 1999;(39):73-82.
5. Hauser WA, Annegers JF, Kurland LT. Prevalence of 
 epilepsy in Rochester, Minnesota: 1940-1980. 
 Epilepsia 1991;32:429.

BACKGROUND

Epilepsy is a common neurological disease. While some 
people consider epilepsy a medical condition, others may 
have false  beliefs regarding this illness. These false 
beliefs are wide spread not only in our country but are also 
reportedelsewhere .For example in certain ancient 
American and African communities people suffering from 

epilepsy are consideredas being possessed by an evil  
spirits or under the influence of some   kind of black magic 
[1,2,3]. The community-based [4] as well as hospital-based 
[5,6] studiesdone in Pakistan has also reported similar 
kinds of misperceptionsregarding epilepsy.  It appears that 
over the years the unfounded beliefs regarding epilepsy 
are still rampant and growing.It is worrisomethat when  
these beliefsgetfirmer, the affected patients and their  

families instead of going to a medical doctor for 
treatmentfollow certain practices like  visiting shrinesor 
consultingfaith healers for a quick remedy.  This is 
detrimental to the well being  of the patients for it would 
delay the diagnosis and the subsequent treatment.  
Previous local studies were mainly conducted at the 
tertiary care hospitals located in bigger urban cities [5,6]. 
Since epilepsy is more common in rural areasof Sindh[4], 
and that people living in rural areas  with lower education 
have more negative attitudes towards epilepsy[7], it is 
imperative to study these aspects  in thoseareas so that 
the medical intervention can be emphasized and properly 
guided upon.  For this purpose we designed a study to 
determine the knowledge, beliefs and practices regarding 
epilepsyamong the patients and their families residing in 
ruralareas of Sindh.

Table 1: (n=120)

METHODS

This was an observational study conducted at the 
Neurology Out-Patient Department of Peoples Medical 
University Hospital Nawabshah during the period 1.1.15 
to June 30.6.15. A pro forma was designed incorporating  
questionsrelating to knowledge, beliefs and practices 
relating to epilepsy. After taking verbal consent  the 
questions were asked in their native language (Sindhi). 
Each case was considered as representing the whole 
family since the views of the family are generally the same 
as that of patients.  Thus the cases also mean the  
families.  The answers were  documented  in the pro 

forma for each patient separately. Demographic details 
like age, sex, place of residence,and level of education 
was recorded. Questionswere asked pertaining  to their 
perception out epilepsy. Questions  included were whether 
they consider epilepsy a disease or not. If not then what  
do they think it was. They were giving some examples to 
pick the one they firmly believed in such as possession by 
evil spirits, black magic, curse, or God’s will.The treatment 
options were given and they were asked  which one they 
usually prefer  including medical, homeopathic, herbal, 
faith healing. They were specifically askedwhether or not 
they visit shrines (Darghas)and what purpose it serves.An 
attempt was made to distinguish between educated and 
uneducated families with respect toknowledge about 
epilepsy,following practices like faith healing and visiting 
shrines. Considering the therapeutic uncertainty and 
noncompliance, enquiry was made whether they will stick 
to the medical treatment or switch over to other forms of 
therapy in the event seizures recurred during the course of 
treatment.  Clinical characteristics were summarized in 
terms of frequencies and percentages for qualitative 
variables i.e. gender, residence, age groups, education, 
beliefs about epilepsy  etc. Statistical comparison and 
visit to shrines with educated/non educated familieswas 
performed by using Chi-square test. In all statistical 
analysis p-value <0.05 was considered significant .

RESULTS

A total of 120 cases were included in this study. Sixty nine 
(57.7%) were male and 51 (42.5%) were female. Age 
ranged from 1  to  55 years. Eighty one  (67.5%) were the 
residents of rural villages and 39(32.5%) were residing in 
Nawabshah and adjoining towns. Of the `120 cases 80 
(66.7%) families  were educated and 40 (33.3%) were 
uneducated. Majority  76 (63.3%) believed that epilepsy 
is a disease whereas 44(36.7%) considered epilepsy a 
“super natural force” (‘alamaat’:  a native term) or 
possession by a ‘fakir’ (Jinaat). Of the 80 educated 
families 56 (70.0%)  had knowledge about the disease 
and of the 40 uneducated families 20 (50%) had no 
knowledge about the disease. Better awareness about the 
disease among families having educational background 
was statistically significant (p<0.05). Of the 80 educated 
families 23 (28.8%) visited shrines and of the 40 
uneducated families 26 (65.0%) visited shrines. 
Uneducated families visiting shrines was statistically 
significant (p<0.01). Families having younger individuals 
(11 -30 years) were more inclined towards visiting  
shrines. Out of 120 cases 44 (36.6%) were being treated 
by faith healers (dagho- phenu: a native  term for this kind 
of practice) and 76 (63.3%) were receiving medical 
therapy. Of the 44 cases receiving faith healing 
28(63.6%) also visited shrines and of the 76 who were on 

medical treatment only 21(27.6%) visited shrines. 
Followers of faith healing practices significantly visited 
shrines compared to those who were receiving medical 
therapy (p<0.001). Those who went for faith healing at 
first place and did not get benefit out of it tend to seek 
medical therapy on the advice of their friends/relative who 
already knew about the illness and also had prior good 
experience of getting satisfactory results from the medical 
treatment.All the cases who came  for medical treatment 
pledged that they will follow the treatment regime as 
prescribed by the physician and that they  will not switch 
over to “other” forms of therapy.  
     
Table 2: Association of Gender, Age, Treatment v/s Visit to 
Shrine (n=120)
         

* Faith healer’s visit to shrine (63.6%) were significantly 
more compared to those receiving medical treatment 
(27.6%) p<0.001

DISCUSSION

Epilepsy is common in rural areas of Sindh. People living 
there have different life styles and living standards. They 
follow certain sets of cultural values and traditions which 
are passed on to newer generations. In addition, certain 
myths and beliefs are also carried over. Those include 
misperceptions about epilepsy.  Some families that we 
studied were the settlers of small villages situated along 
the banks of river Indus popularly known as the ‘kutcha 
areas’.  The hallmark of rural dwellers is there lack of 
education and unawareness about various diseases.In 
case of epilepsy, the outlook of a grand mal seizure is so 
freighting that the out lookers remain perplexed as to what 
is going on with their dear one. The thought more often 
comes to their mind is that of some kind of  ‘supernatural 
force’  is in action. Not having a medical facility around 
they rush for  help and the only help they get is that of a 
prayer leader (Imam of mosque) or a traditional faith 
healer who provide spiritual remedies and this practice is 
referred  to as ‘DaghoPhinu’ in their native language. Such 
practices are being passed onfrom generation to 

generation. A study that could provide some data 
highlighting  suchbeliefs and practices particularly in the 
rural areashas been lacking. Our study focuses  on these  
aspects  and attempts to scrutinize  them. This study 
provide evidence that36.7% of the participant considered 
an epileptic seizure as a ‘Alamaat’ which is a native term 
used for ‘supernatural’ power or  possession by evil spirits 
(fakir).Looking at the previous studies done in different 
settings, similar kind of misperceptions about epilepsy 
were present in 3% of rural communitiesresiding 80 
kilometers from Karachi along the coasts of Arabian sea[4], 
60% among patients residing in Karachi [5] and 50% in 
those residing in Lahore [6]. It appears that misperceptions 
regarding epilepsy may vary from one region to another. 
Such variations are not unique to our region. In fact, these 
may vary in different geographical regionsacross the 
continent and thereason  for this variability is likely 
multifactorial [7]. Given the figures, it is intriguing to 
notethat themisunderstanding and unawareness about 
epilepsy are not only prevalent in theruralareas they are 
also reported among people living inthe bigurban cities 
like Karachi [5] and Lahore [6].This negatesa general 
impression that lack of knowledge regarding epilepsy are 
more common in the rural areas than the urban.Such 
rural/urban generalization of public views about epilepsy is 
surprising but at the same time understandable. There are 
growingnumber of’ kutchiabadis’ (slum areas) being 
developed around the big urban cities. We believe, the 
people living in these placeshavingrural-derived 
rootsarethe ‘carriers’ of the ancestralbeliefs towards 
epilepsy. The same people usually visit major public sector 
hospitals and narrate their views and experiences when 
specific questions are asked from them.The net result is 
theprojection of misconceptions about epilepsy among 
rural and urbandwellers alike. There can be no doubt that 
lack of awareness is a driving force towards cultivating 
unscientific practices like faith healing and visits to 
shrines. In our study 70%of the families having 
educational background at a primary/secondary levels 
were awarethat epilepsy is a disease and require long 
term treatment. This is close to 86% of the school 
teachers who had knowledge about the illness and only 
14% thought epilepsy is not a disease [8].In contrast, 
50% of uneducated families in our study did not consider 
epilepsy a disease.Uneducation and unawareness about 
the illness promotes faith healingand this is followed by 
visits to shrines. This is evident in our data. Mostly those 
who were uneducatedwent for faith healing and also 
visited shrines more often.Interestingly, the number of 
faith healing practices in our study is low (36.6%) 
compared to 80%  reported by Syed et al [5]. The reason 
for this discrepancy is not clear. Itis  conceivable that 
some families who went for medical therapy may have 
also gone for faith healing but did not  disclose it because 

of stigma attached to it.    The pattern of uneducation, 
unawareness, faith healing and visits to shrines 
culminates into unscientific practices and improper 
behaviorsand attitudes. Our views   are supported by Lim 
et al [7] in a review articlewhere people living in rural areas 
and having low educational background tend to have 
more negative attitudes towards epilepsy. Practice of 
visiting shrine is a sort of religious ritual in rural Sindh 
where individuals as well  as families seek help from 
Divine forces using the resting places of Saints (Dargah) 
as a facilitator for fulfillment of their prayers and wishes. A 
local study done in this context suggests that the  visits to 
shrine provides a relief from psychosocial stress [9]. This 
probably explains why families with younger individuals 
with epilepsy visits shrines in greater number and without 
gender distinction. The epileptic issues particularly at 
young age are understandably more stressful. On a 
positive note,  it is comforting to observe  that people not 
having any  educational background and not knowing the 
nature of the disease were willing to go for the medical 
treatment  when proper information about epilepsy were 
communicated to them. However, in certain proportion of 
cases a sense of  uncertainty remains. That happens 
when the seizures recur despiteof being on the 
anticonvulsants. The recurrent seizureseitherdue to 
noncompliance [8,9] or inadequate dose  is mistakenly  
taken as a treatment ‘failure’and it is assumed that since 
drugs are not working it cannot be a disease.That in turn 
reinforces their false beliefs.These kind of cases are the 
proponents and ‘flag- bearers ’ for the continuing 
misperception about  epilepsy.   The authors believe that 
the overall picture regarding epilepsy in our 
regionisunlikely to change  as long as the ‘carriers’ and 
the ‘flag- bearers’of misunderstandings  pertaining to 
epilepsy continue to  preach and persist in our society.  

Figure 1: Whether Epilepsy a disease?  (n=120)

CONCLUSIONS

Misperceptions about epilepsy are common in the rural 
areas of Sindh, Possession by a “supernatural force” 
(Alamaat) was most common belief among those who did 

not consider epilepsy a disease.  Knowledge  about 
epilepsy was  better among  families having  educational 
background. Uneducation and unawareness leads to 
unscientific practices like faith healing and  visit to 
shrines.  There is a willingness for receiving medical 
therapy once the proper guidelines are provided. True 
picture of epilepsy need to be highlighted in this segment 
of population.

Figure 2: Association of Education, Beliefs and visit to 
Shrine (n=120)

* 56 (70.0% ) educated families considering epilepsy a 
disease were significantly high compared to 20 (50%) 
uneducated families  (p<0.05).
* 23 (28.8%) educated families visitingshrines was 
significantly low compared to 26 (65.0%) uneducated 
families  (p<0.01

RECOMMENDATION

A mass awareness campaign may be initiated with the 
help of mobile phone operators through short message 
services (SMS). This would help in dissemination of public 
knowledge about various neurological diseases including 
epilepsy across the country.    
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