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Abstract

Background: Epilepsy is a severe problem incorporating a high degree of the misconception that influences the quality of life of
individuals suffering from the disease.

Objectives: The purpose of the present study was to assess the knowledge and attitudes of patients with epilepsy toward the disease.
Methods: A cross-sectional study was conducted on 155 individuals with epilepsy aged > 18 years from August 2016 to Jun 2018 in
an outpatient clinic of a medical university in Sari City, North of Iran. Thirty-four closed-ended questions were developed, including
14 items about knowledge, 11 items about attitudes, and nine questions about knowledge profile-personal toward epilepsy. Answers
to the questions were either “yes,” “no,” or “I do not know.” The chi-square (*) test was used to explain the association between
variables and demographic information.

Results: The mean age of the participants was 31.73 = 11.06 years. Regarding the cause of epilepsy, 85.8% of the participants re-
ported that epilepsy is a brain disorder. Moreover, in terms of the knowledge score, 54.8% of the participants had a fair knowledge
of epilepsy. Accordingly, patients with university education had good knowledge about the disease (P=0.007). In terms of attitudes
toward epilepsy, 82.6% of the patients had a positive attitude toward the disease but had no good awareness of it. These positive
attitudes were associated with a high education level (P =0.001).

Conclusions: This study showed that despite the positive attitude toward epilepsy, good knowledge about the disease was still

below 50%.
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1. Background

Epilepsy is the most common chronic illness of the
brain that affects people of all ages, genders, and races. It is
estimated that more than 70 million people globally have
epilepsy, and 80% of them live in developing countries (1,
2). The point prevalence of active epilepsy has been esti-
mated at 6.38 per 1,000 persons (3). A systematic review
and meta-analysis conducted in Iran showed the preva-
lence of epilepsy to be around 5% (4). Epilepsy brings about
severe problems with an extraordinary amount of social
stigma, having a destructive effect on the quality of life
(QOL) of people with epilepsy (PWE), especially in devel-
oping countries (5-8). These patients experience several
social, psychological, and economic problems associated
with poor QOL (9, 10).

The lack of knowledge about epilepsy is associated

with negative attitudes and beliefs, as well as a prominent
stigma at the workplace and school (1-11). Many people
with epilepsy endure intense degrees of depression, anx-
iety, and fatigue, and are susceptible to social and occupa-
tional restrictions that usually are conveyed with the dis-
ease diagnosis (12, 13). Several factors can affect the QOL of
these patients. These factors include social determinants,
family situations, seizure occurrence, and proportion of
response to treatment (14, 15). In a previous study carried
out in Iran, unemployment and low education were ex-
pressively associated with a high level of stigma develop-
ment (16). Good knowledge about epilepsy is connected
with a lower extent of stigmatization and social separa-
tion, as well as a lower level of depression and miscon-
ception (17). Beside improved self-effectiveness and social
care, a positive attitude toward the disease is effective in
ameliorating self-handling (18, 19). Hence, it is relevant to
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determine the attitudes and knowledge of patients with
epilepsy. Although several studies have been performed in
Iran on the knowledge and attitudes about epilepsy, they
have mostly focused on specific community groups such as
relatives, teachers, general populations, and other groups
(15,20-22).

2. Objectives

The attitudes and knowledge of PWE toward their dis-
ease have been inadequately investigated. Thus, the goal
of the present study was to assess the knowledge and atti-
tudes of patients with epilepsy toward their disease.

3. Methods

This study was permitted by the Ethics Committee of
Mazandaran University of Medical Sciences.

3.1. Study Design and Location

A cross-sectional study was conducted from August
2016 toJun 2018 in an outpatient clinic of a medical univer-
sity (Tooba Clinic) in Sari city, the North of Iran. The clinic is
a tertiary referral center for all urban and rural regions of
Mazandaran Province, Iran, and a teaching clinic affiliated
to the Mazandaran University of Medical Sciences.

3.2. Inclusion and Exclusion Criteria

The study sample included adult (> 18 years of age) pa-
tients with epilepsy for more than six months attending a
neurology outpatient clinic for usual follow-ups. Patients
who had single seizures were illiterate or had dementia, or
other forms of non-epileptic neurological or psychological
deficiency were excluded. With a confidence level of 95%
and an error rate of 5%, a total of 155 PWE participated in
this study.

3.3. Study Questionnaire and Measures

The questionnaire consisted of demographic data and
closed-ended questions. Thirty-four questions were estab-
lished after a widespread review of the literature (23-25).
The questions were translated from English into Farsi and
then back-translated by neurologists. Straightforward-
ness, truthfulness, and implication were attentively inves-
tigated. A pilot study was conducted on 25 randomly se-
lected PWE with an interval of two weeks to corroborate the

reliability and consistency of the Farsi version of the ques-
tionnaire. The reliability of the questionnaire was con-
firmed by Cronbach’s alpha, which gave rise to the inter-
nal consistency of 0.75. The sociodemographic character-
istics consisted of age, sex, marital status, education, occu-
pation, and the number of family members. The closed-
ended questions included 14 questions about knowledge,
11 questions about attitudes, and nine questions about
epilepsy knowledge profile-personal. The responses to the
questions were either “yes,” “no,” or “I do not know.” The
participants completed the questionnaires at an estab-
lished time and place. The investigators would help the
participants if there were any questions. The knowledge,
attitude, and knowledge profile-personal of the patients
were assessed individually for each participant. Each cor-
rect answer was given one point, while the wrong or “I do
not know” responses scored zero. For the assessment of
the total attitude and knowledge of the contributors, the
scores were summed up for each participant. The score
range was 0 - 14 for knowledge, 0 - 11 for attitudes, and
0 - 9 for epilepsy knowledge profile-personal. The level
of knowledge and attitude was categorized based on the
score or percentage of correct answers. Hence, the knowl-
edge of patients was categorized as poor (0 - 7 or < 50%),
fair (8 - 10 or 51% - 75%), and good (11 - 14 or > 75%). The at-
titude score was categorized as either negative (0 - 6 or <
50%) or positive (7 - 11 or > 51%). Further, the knowledge
profile-personal score was considered either poor (0 - 5 or
< 50%) or good (6 -9 or > 51%) (15, 23).

3.4. Statistical Analysis

The data were analyzed using SPSS version 22.0 (SPSS
Inc., Chicago, IL, USA). The demographic information and
epilepsy knowledge and attitudes were presented using
descriptive statistics (mean, percentage, and frequency
distribution). The chi-square (x?*) was used to determine
the association between variables and demographic data.
The results were considered significant at P < 0.05.

4. Results

The mean age of the participants was 31.73 £ 11.06 years
(range:16-65); 60% were female (mean age =32.38 -10.95),
and 40% were male (mean age =30.75 & 11.25). There was
no significant difference in the age range between the gen-
ders. The majority of the participants (99 out of 155; 63.9%)
were married. Concerning the education level, 69% of the
participants had a diploma degree or college education.
The demographic data are shown in Table 1.
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Table 1. Demographic Characteristics of People with Epilepsy®

Variables Values
Gender
Male 62(40.0)
Female 93(60.0)
Age,y
18-28 59(38.1)
29-39 41(26.5)
40-50 41(26.5)
> 50 14 (9.0)
Marital status
Single 5(35.5)
Married 99 (63.9)
Widowed or divorced 1(0.60)
Education level
Primary school 18 (11.6)
Secondary school 30(19.4)
Diploma 67(43.2)
University education 40(25.8)
Occupation
Unemployed 32(20.6)
Employed 18 (11.6)
Housewife 64 (413)
Professional 41(36.5)
Number of members in the family
<3 45(29.0)
3-5 90 (58.1)
>5 20 (12.9)

*Values are expressed as No. (%).

4.1. Knowledge About Epilepsy

Regarding the cause of epilepsy, 85.8% of the partici-
pants reported that epilepsy is a brain disorder, while only
6.5% of the participants described that epilepsy is caused
by demon possession or supernatural powers. In addition,
in terms of factors provoking a seizure attack, 61.3%, 70.3%,
and 53.5% of the patients mentioned that starvation, in-
somnia, and watching TV or working with a computer for
the long run could cause seizures, respectively. The sub-
jects’ knowledge about epilepsy is demonstrated in Table
2. In terms of the knowledge score, 12 (7.7%), 85 (54.8%),
and 58 (37.4%) of the participants had poor, fair, and good
knowledge about epilepsy, respectively. There was a signif-
icant relationship between the education level and knowl-
edge about epilepsy. Accordingly, patients with univer-
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sity education had good knowledge about the disease (P
= 0.007). However, there was no significant relationship
between other demographic information and knowledge
about epilepsy.

4.2. Attitude Toward Epilepsy

The majority of the respondents agreed that PWE could
marry. Moreover, most of the patients had positive atti-
tudes toward having appropriate occupations and college
education. Nevertheless, more than half of the patients
reported that PWE could drive and swim safely. Table 3
demonstrates the patients’ attitudes toward epilepsy. In
general, 17.4% and 82.6% of the patients had negative and
positive attitudes toward the disease based on the attitude
score, respectively. Additionally, 89.7% of the responders
mentioned that PWE could marry, 65.2% of whom had a
diploma degree or higher education (P = 0.001). A sig-
nificant relationship was observed between the education
level and marital status (0.02). Moreover, 83.9% of the pa-
tients declared that PWE could find an appropriate occu-
pation, and 91% of the participants stated that PWE could
have a university education. These positive attitudes were
associated with a high education level (P = 0.001).

4.3. Patient Knowledge Profile-Personal

In terms of patients’ self-assessment about their
epilepsy, 60% of the patients recognized truthful names
for their seizure types. In addition, 55.5% and 43.2% of
the patients were aware of the results of their electroen-
cephalograms and brain imaging, respectively. The major-
ity of the patients (92.9%) were consuming antiepileptic
medications according to the physicians’ instructions.
However, most of the patients were unaware of the side
effects of the medications during pregnancy and on the
fetus. Table 4 shows the percentage of respondents based
on the answer “yes” and “no”. In general, 50.3% of the
patients had poor knowledge and 49.7% of them had good
knowledge based on the patients’ knowledge profile-
personal scores. In this study, a significant correlation was
found between gender and knowledge profile-personal (P
=0.009).

5. Discussion

Overall, in our study, the patients’ knowledge about
epilepsy was fair to good among people suffering from
this disease. A vast majority of the participants were fa-
miliar with the causes of epilepsy. Moreover, the majority
of the participants mentioned that the prominent cause
of epilepsy was a brain disorder, while a few of them be-
lieved that epilepsy was contagious or caused by supernat-
ural powers. These findings are similar to those of previous



Karimi N et al.

Table 2. Epileptic Patients’ Knowledge Questionnaire

Items Yes (%) No (%) IDon’t Know (%)
1) Do you think epilepsy is a hereditary disorder? 37(23.8) 115 (74.2) 3(1.9)
2) Do you think epilepsy is a disorder of the brain? 133(85.8) 20 (12.9) 2(1.9)
3) Do you think the cause of epilepsy is unknown? 53(34.2) 99 (63.9) 3(1.9)
4) Do you think epilepsy is caused by demon possession or supernatural powers 10 (6.5) 142 (91.6) 3(1.9)
5) Do you think malnutrition is the cause of epilepsy? 36(23.2) 115 (74.2) 4(2.6)
6) Do you think epilepsy is an infectious disease and contagious? 5(3.2) 148 (95.5) 2(13)
7) Do you think epilepsy is a form of mental illness? 72(46.5) 81(52.3) 2(13)
8) Do you think starvation can cause attacks of seizure in epileptic patients? 95 (61.3) 60 (38.7) 0(0)
9) Do you think inadequate sleep can cause attacks of seizure in PWE? 109 (70.3) 41(26.5) 5(3.2)
10) Do you think some certain foods or drinks make a seizure attack? 66(42.6) 87(56.1) 2(3.2)
11) Do you think watching the TV or working a computer for a long time can cause epileptic attacks? 83(53.5) 71(45.5) 1(0.6)
12) Do you think epilepsy is more violent than?
(i) AIDS 13(8.4) 138(89) 4(2.6)
(ii) Malignant carcinoma 28(18.1) 126 (81.3) 1(0.6)
(iii) Stroke 55 (35.5) 98(83.2) 2(13)
Table 3. Attitudes Toward Epilepsy
Items Yes (%) No (%) IDon’t Know (%)
1) Do you think people with epilepsy can get married? 139 (89.7) 14 (9.0) 2(13)
2) Do you think PWE can get pregnant? 125 (80.6) 24(15.5) 6(3.9)
3) Do you think PWE can drive safely? 100 (64.5) 55(35.5) 0(0.0)
4) Do you think PWE can swim alone? 102 (65.8) 52(33.5) 1(0.6)
5) Do you think PWE can get opportunities of appropriate occupation? 130 (83.9) 23(14.8) 2(13)
6) Do you think PWE may require lifelong treatment? 78(50.3) 74 (47.7) 3(1.7)
7) Do you think PWE can have a college education? 141(91.0) 14(9.0) 0(0.0)
8) Do you think PWE are insane? 4(2.6) 149 (96.1) 2(13)
9) Do you think PWE have lower intelligence than other people have? 15(9.7) 140 (90.3) 0(0.0)
10) Do you think a cure is achievable by magic/religious practices? 16 (10.3) 138(89.9) 1(0.6)
11) Do you think PWE have to hide their illness? 59(38.1) 96 (61.9) 0(0.0)

Abbreviation: PWE, people with epilepsy.

studiesin Iran (15,19, 21). Previous studies in Iran have been
mostly conducted on specific community groups such as
teachers, the general public, and first-degree relatives (15,
19, 21). Ghanean et al. (22) reported that public knowledge
was good about epilepsy.

Moreover, a vast majority of the studies regarded a
brain disease as the cause of epilepsy, and none blamed evil
spirits (21). These results are different from those of other
studies conducted in developing countries such as south-
western Nigeria, India, and China where the majority of
the participants recognized epilepsy as a supernatural or

mental illness (26-28). On the other hand, in the present
study, nearly half of the participants believed that epilepsy
was a mental illness, and one-fourth of the participants
considered epilepsy as a malnutrition disorder. This mis-
conception was also reported in previous studies in differ-
ent countries (29-32). Differences observed in studies may
be correlated with cultural variations or educational levels
of the population surveyed.

In this study, proper awareness of epilepsy was associ-

ated with a high level of literacy. Accordingly, patients with
higher education had higher epilepsy knowledge scores
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Table 4. Patient Knowledge Profile-Personal

Items Yes (%) No (%)
1) Do you know your seizure type? 93(60.0) 62(40.0)
2) Do you know the results of your EEG 86(55.5) 69 (45.5)
assessment?
3) Do you know the results of your brain 67(43.2) 88(56.8)
imaging?
4) Do you take antiepileptic drugs regularly 144 (92.9) 11(7.1)
according to the physician’s prescription?
5) Do you know the side effects of antiepileptic 67(43.2) 88(56.8)
drugs?
6) Do you know the side effects of antiepileptic 45(29.0) 110 (71.0)
drugs on the fetus?
7) Do patients with epilepsy have to use 25(16.1) 130 (83.9)
antiepileptic drugs only at the time of seizure
attack?
8) Have you ever acknowledged information 115 (74.2) 40(25.8)
about epilepsy?
9)If yes, what resources did you have?

Physician (55.5)

Mass media (7.7)

Book (11)

than those with lower education, as previously reported
in other studies (33, 34). In addition, in the present study,
more than half of the participants reported that inade-
quate sleep, watching TV, working with a computer for a
long time, and starvation could increase the risk of seizure
attacks, similar to the outcomes from other studies (15, 18,
29). However, studies are limited concerning the effect of
starvation on seizure attacks. In response to questions on
comparing epilepsy with other disorders, the majority of
the participants believed that stroke, malignancy, and AIDS
were more violent than epilepsy. Such beliefs are highly
important in the psychosocial aspect because they help
PWE to better control and manage their seizures. Further,
the majority of the responders had positive attitudes to-
ward epilepsy. They believed that PWE did not have lower
intelligence than other people and could find appropri-
ate occupations. The current study also revealed that PWE
with a lower education level often had negative attitudes
about epilepsy. Nevertheless, there were misconceptions
about the driving and swimming capabilities of PWE. In
Iran, patients with epilepsy cannot legally obtain a driv-
ing license, and this misconception may be harmful to pa-
tients. Moreover, patients are constantly warned about
swimming without supervision. In our study, 61.1% of the
responders mentioned that they hide their disease from
others, which is a finding similar to other study results (17,
35). Aydemir et al. (35) reported that the reason for hid-
ing epilepsy could be the fear of others’ attitudes and also
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the fear of discrimination. In the present study, more than
half of the patients knew their seizure type correctly and
were aware of their electroencephalography results. These
results are similar to those of Coker et al.’s study (25). Most
of the patients consumed antiepileptic drugs regularly but
were not aware of their side effects. Overall, PWE had poor
knowledge about their disease, which is similar to the re-
sults of Mameniskiene et al.’s study (33). In this regard,
males had less knowledge about the disease than females.
This finding is similar to those of Jacoby et al. and Spott et
al’s studies (36, 37). However, for more detailed analyses,
larger sample sizes are required.

5.1. Conclusions

This study showed that despite the positive attitude to-
ward epilepsy, good knowledge about the disease is still be-
low 50%. Given that the majority of the patients were con-
suming antiepileptic medications according to the physi-
cian’s instructions, most of them were unaware of the
side effects of the medications. Limited knowledge about
epilepsyamong PWE appears to be a feature related to their
illness and can depend on the education level and culture.
These results indicate that there is still a need for educa-
tional programs to raise epileptic patients’ awareness of
their disease. Education to people with epilepsy and their
families causes them to know misconceptions, promote
the quality of life, and reduce concerns about stigma. This
training should be provided by the health care system, es-
pecially epilepsy centers.
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