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ABSTRACT

Up to 25% of children with epilepsy experience resistance to treatment
and recurrence of seizures and have low quality of life (QoL) in various dimensions. Limited evidence is
available on the QoL of the parents of these patients in the south of Iran. Therefore, this study aims to
evaluate the QoL of parents with children having refractory epilepsy in Ahvaz, Iran

Using a sequential sampling method, 157 parents of 113 children with refractory
epilepsy who referred to the neurology clinic of Golestan Hospital in Ahvaz city during 2009-2016 were
selected to participate in the study. The 36-item short form health survey (SF-36) was used to assess the
Qol of parents. The significance level of statistical tests was set at 0.05.

[{EEVTE The mean age of parents was 35.2+8.5 years and the mean age of children was 7.1+2.6 years. Of
157 parents, 98 (62.4%) were mothers and the rest were fathers. The children had seizures for 3.1+1.6
years. The mean score of SF-36 was 62.6221.4. In all domains of the SF-36, mothers had significantly
lower scores than fathers (P<0.000).
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Extended Abstract

Introduction

uality of life (QoL) is related to physi-

cal and mental health, relationships with

others, and participation in social activi-

ties [1]. During the last two decades, the
interest in evaluating and improving the QoL of patients
with chronic diseases [1, 2]. Epilepsy refers to recurrent
seizures that result from sudden and excessive discharge
of neurons in the brain. IT is one of the most common
neurological disorders that can occur at any age, race
and social classes. The prevalence of active epilepsy is
6.38 per 1000 people with a lifetime prevalence of 7.6
per 1000 persons, and annual cumulative incidence of 68
per 100,000 people [3]. Epilepsy can have a negative ef-
fect on the QoL and lead to significant social, psychologi-
cal, and physical problems [4]. Epilepsy causes low self-
esteem, low life satisfaction, psychological distress, high
suicide rates, anxiety, interpersonal problems such as iso-
lation, and low social functioning [5—7]. It also affects the
patient’s family members. The occurrence of this chronic
disease in one of the family members can be a danger for
the whole family, because it causes the parents to experi-
ence stress, anxiety, guilt, helplessness. As a result, their
performance and the performance of the whole family is
affected [8, 9]. However, there is conflicting evidence for
this issue, probably due to geographical differences. This
study aims to evaluate the QoL of parents having chil-
dren with refractory epilepsy in Ahvaz, Iran, and find its
related factors.

Methods

This descriptive-analytical study was conducted on
164 parents (father, mother, or both) of 113 children
with refractory epilepsy referred to the neurology clinic
of Golestan Hospital in Ahvaz, Iran during 2009-2016.
The parents were selected with a sequential sampling
method. Inclusion criteria were having a child aged 3-18
years, having a child with persistent seizures for at least
6 months, and no therapeutic response to treatment by a
combination of at least 2 antiepileptic drugs in the past
six months. Exclusion criteria were the presence of other
chronic underlying diseases, having children with mental
retardation or developmental and neurological dirsorders.

The data collection tool was a questionnaire with two
parts. The first part surveys the demographic character-
istics including age and sex of parents and children, par-
ents’ educational level, and duration of seizures in chil-
dren. The second part was the 36-item short form health
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survey (SF-36) used to assess the QoL of parents. The
SF-36 has been widely used in various studies [10, 11]. It
has 35 items measuring 8 subscales (physical functioning,
role limitations due to physical problems, role limitations
due to emotional problems, vitality, social functioning,
bodily pain, general mental health, and general health)
and one item assessing the health in the past month. By
merging the subscales, two general components are de-
rived: Physical health and mental health. In this question-
naire, the maximum score of each domain is 100; a lower
score indicates a lower QoL. This Persian version of this
questionnaire was validated by Montazeri et al [12]. They
reported a reliability of 0.77 to 0.90 for its subscales. Data
were analyzed in SPSS software, version 23. Mean=SD
were used to describe quantitative data and percentage
was used for describing qualitative data. Chi-square test
or Mann-Whitney U test was used to compare the data,
and Pearson correlation or Spearman correlation test was
used to measure the correlations. P<(.05 was statistically
significant.

Results

Of 164 parents, 7 with incomplete questionnaires were
excluded from the study. At the end, the data of 157 par-
ents (95.2%) were statistically analyzed. Table 1 shows
the demographic characteristics of parents and children.
The mean age of children was 7.1£2.6 years and the mean
age of parents was 35.248.5 years. More than half of chil-
dren were boys and more than half of parents were moth-
ers. Most of parents had an education lower than high
school. The children had seizures for 2.9+1.6 years (1-7
years). The first seizure in boys had occurred about one
year sooner than in girls (P=0.000).

The mean score of SF-36 was 62.6+21.4, ranged 26.5-
96. Table 2 shows the scores of 8 domains of SF-36. So-
cial and physical functioning domains had the highest
score, while vitality and general mental health showed
the lowest score. The score of mental health component
was relatively lower than that of physical health compo-
nent. Women had significantly lower QoL scores in all
domains compared to men. The lowest scores in women
were related to bodily pain, general health, and vitality.
In other words, they experienced lower levels of general
health and felt more tired and pain than men. There was
a significant relationship between the SF-36 score and fe-
male gender (P=0.000).
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Table 1. Demographic characteristics of parents and children

Characteristics No. (%)/Mean+SD
Mother 98(35)
Father 59(35.4)
Sex
Male children 47(6.2)
Female children 66(7.1)
Lower than high school 52(33.1)
Educational level of parents Diploma 22(14.0)
Academic 83(52.9)
Mother 35+8.8
Age of parents (y)
Father 35.448.1
Girl 6.2+2.9
Age of children (y)
Boy 7.1£2.2
Girl 2.4+1
Years since the diagnosis of epilepsy
Boy 3.6x1.7

Conclusion

The purpose of this study was to evaluate the QoL of par-
ents with children suffering from drug-resistant epilepsy.
The findings showed that their QoL score was 62.6+£21.4,
which is lower compared to the healthy population in Iran
[12]. Lower scores of parents had a significant relation-
ship with female gender, more years since the diagnosis
of epilepsy, and higher age of children. Similar to our
results, some studies showed the low QoL of parents of
these children. Reilly et al. examined the QoL and emo-
tional status of parents of Swedish children with epilepsy
using the SF-36 and found that mothers in 6 domains and
fathers in 4 domains had poor QoL [13]. The scores of
physical health component (54.11 in mothers and 54.98 in
fathers) and mental health component (58.60 in mothers
and 69.82 in fathers) in their study were close to those in
the present study. However, the difference was only in do-
mains of bodily pain, vitality, and mental health in moth-
ers. They found that mothers were more likely to have
anxiety, emotional distress, and relationship problems
with their children than fathers [13]. Bompuri et al. exam-
ined the QoL in children with controlled and refractory
epilepsy and in their parents, compared to healthy peers.
They found that parents had lower SF-12 score, especial-
ly in mental health [14]. Unfortunately, reduced QoL of
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parents with children having epilepsy not only can cause
problems in personal, interpersonal, and social relation-
ships in them, but also can reduce the QoL of other chil-
dren in the family and lead to job-related, financial, and
family problems [15]. So far, various factors affecting the
QoL of parents with epilepsy have been reported. Lv et
al. reported lack of proper control of seizures, anxiety and
depression, low employment status, treatment costs, sta-
tus epilepticus, drug side effects, and higher age of parents
[16]. Puka et al. reported family dysfunction, depressive
symptoms, and stress to be effective risk factors of men-
tal health problems in mothers of children with epilepsy
[17]. Mendes et al. reported that the decrease in family
cohesion and stigma are related to low QoL [18]. On the
other hand, by improving the modifiable risk factors, it
is possible to increase the QoL of these parents to some
extent. Reilly et al. reported that the QoL and emotional
well-being of parents were improved, and their depres-
sion was reduced after their children underwent epilepsy
surgery [19]. One of the limitations of this study was not
using parents of healthy children as a control group.
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Table 2. The scores of SF-36 domains

Domains MeantSD P

Female 55.6+27.8

Bodily pain Male 70.6126.7 0.001
Total 61.2+28.3
Female 57.8+22.4

General health Male 68.5+16.5 0.001

Total 61.8+21

Female 51.2+23.5

Vitality Male 63.8+17.7 0.000

Total 56+22.3

Female 58.6+21.6

Physical functioning Male 80.7+£18.7 0.000
Total 66.9+23.1
Female 57.1+37.8

Role limitations due to physical problems Male 82.2+36.2 0.000
Total 66.5+39.1
Female 66.2+30.8

Social functioning Male 86.6+23.7 0.000
Total 73.9+29.9
Female 58.8+42.2

Role limitations due to emotional problems Male 75.2433.1 0.000
Total 64.9+39.7
Female 52.2+15.8

General mental health (well-being) Male 66.1+15.9 0.000
Total 57.5+17.2
Female 56.1+21.3

Physical health component Male 73.1+17.5 0.000
Total 62.4+21.6
Female 57.3+22.1

Mental health component Male 72+17.3 0.000
Total 62.8+21.6
Female 56.7+21.5

Total Male 72.5+17.1 0.000
Total 62.6+21.4
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The QoL of parents having children with drug-resistant
epilepsy is low, especially in mothers, under the influence
of the duration of untreated epilepsy. These parents, espe-
cially mothers, need more psychological and emotional
supports.
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