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Abstract

Pediatric epilepsy is the most common neurologic condition associated with high rates of
behavioral health comorbidities. The purpose of this study was to assess the quality of life
and to determine the factors that affect quality of life among school-age children with
epilepsy in Gaza Strip. A descriptive, analytical, cross-sectional design was used. The
sample consisted of 144 school-age children with epilepsy, their age ranged between 6 —
12years. Data was collected by using a 16-item Health-Related Quality of Life Epilepsy
Module (HRQOL) and Quality of Life in Childhood Epilepsy Questionnaire: QOLCE-55 adapted
from Goodwin et al., (2015) and Ferro et al., (2016). Data was collected from the children
and their parents by face-to-face interview with each participant. SPSS (version 22) used to
analyze data, and statistical analysis included frequencies, percentage, mean scores,
standard deviation, independent sample t-test, and One way ANOVA. The results of the
study showed that the mean age was 8.86+£1.93 years, 47.2% were male children and
52.8% were female children, and half of the children have very good and excellent school
achievement. The results also showed that about one-third of fathers and the majority of
mothers do not work, and two-thirds of the families have low income. In addition, the
children expressed above moderate health related quality of life with mean score 2.41 and
weighted percentage 60.25% and moderate level of quality of life (57.56%), the highest
was social functioning (60%), followed by physical functioning (57.75%), emotional
functioning (57%) and the lowest was cognitive functioning (55.5%). The results also
indicated significant association between quality of life and some factors including school
achievement, onset of diagnosis and frequency of seizures in the past six months. While
age of child, gender, order of child, parents’ work, family income, mothers’ education, and
side effects of drugs were not significant. The researcher recommended that there is a need
to multidisciplinary approach to deal with children with epilepsy from the cognitive,

emotional, social, and physical aspects to improve their quality of life.
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Chapter One

Introduction

1.1 Background
Epilepsy is among the most common neurological disorders of childhood, and it is
recognized by the transient occurrence of signs and symptoms due to abnormal, excessive,

or synchronous neuronal activity in the brain (Bilgic et al., 2018).

Pediatric epilepsy is the most common neurologic condition associated with high rates of
behavioral health comorbidities, which can affect quality of life (Guilfoyle et al., 2017).
Epilepsy is a chronic medical condition with many co-morbid features. Observation
showed that children with epilepsy (CWE) have a compromised quality of life (Nadkarni et

al., 2011).

Childhood epilepsy increases the hazards for poor psychological outcomes and impacts on
quality of life (QOL) of children and has a great impact on family functioning. Children
are at high risk because they are in crucial developmental period, during which the children
learn many cognitive and social skills, so, management of epilepsy requires recognition of

potential effects of epilepsy and all aspects of life (Sruijana et al., 2017).

Quality of life is a broad concept used to emphasize an individual’s emotional reaction to
life occurrences, personality, life fulfillment and satisfaction with work and personal
relationships; otherwise known as well-being (Theofilou, 2013). QOL is an important
measurable outcome of care for conditions that do not threaten life. QOL is affected by
frequency of seizure episodes, type of epilepsy, cognition, emotional functions and
concentration, and maternal education (Adla et al., 2017). Various studies have focused on

assessment and determinants of QOL outcomes in pediatric epilepsy, the findings of these



studies consistently showed that CWE are more likely to have poorer QOL than the general

population (Bompori et al., 2014; Moreira et al., 2013).

1.2 Research Problem

Epilepsy alters the conscious, behavior, motor activity, and autonomy function that leads to
compromised QOL in children, and comprehensive care needs to go beyond the attempt of
controlling seizures (Sruijana et al, 2017; Nadkarni et al., 2011).

In GS, two main governmental hospitals are specialized for treatment of CWE; Rantisi
Specialized Pediatric Hospital (RSPH) and Al Durra Pediatric Hospital (DPH). The two
hospitals receives patients referred from public and private sectors as well as primary
health care centers. CWE are under continuous stress caused by frequent visits and long-
time consumed each visit. Moreover, CWE are facing many problems that may affect their
treatment regimen, such as the nature of the disease, shortage of medical supplies,
medication, parents' lack of knowledge about the disease and lack of follow up. All these
conditions collectively affect physical, social, and emotional well-being of these children,
which in turn will affect their QOL.

This study highlighted the status of QOL among CWE in GS, and encouraged other
researchers to conduct future studies related to epilepsy and its consequences. Finally, it

also provided recommendations to improve the QOL of school-age children with epilepsy.

1.3 Justifications of the study

From my experience in outpatient department (OPD) at RSPH, | noticed many problems
that facing CWE who are attending the OPD for treatment and follow up. Many patients
come from southern parts of the GS (Khanyounis and Rafah) and others come from
northern areas (Beit Hanoon and Beit Lahia). Patients wait long time in the hospital
because they have to do some laboratory investigations, then they have to wait for the
results, and then they see the physician for examination and prescribing of medication.
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Many of those children are school-age children and that affects their attendance in the

school and may affect their academic achievement. In addition, some of the medication

make the child sleepy and unable to concentrate, and this will affect their ability to study.

Within the researcher’s knowledge, CWE did not gain adequate attention from researchers,

and this study would be the first one of its kind in the GS.

1.4 General Objective

To assess the quality of life among school-age children with epilepsy in Gaza Strip.

1.5 Specific Objectives

1.

2.

To assess the quality of life among school-age children with epilepsy in Gaza Strip.
To assess the health-related quality of life among school-age children with epilepsy
in Gaza Strip.

To determine the association between socio-demographic factors, health-related
quality of life, and quality of life among school-age children with epilepsy in Gaza
Strip.

To suggest recommendations that will improve quality of life among school-age

children with epilepsy in Gaza Strip.

1.6 Research Questions

1.

What is the level of quality of life among school-age children with epilepsy in Gaza
Strip?

What is the level of health-related quality of life among school-age children with
epilepsy in Gaza Strip?

Is there an association between socio-demographic factors, health-related quality of

life, and quality of life among school-age children with epilepsy in Gaza Strip?



1.7 Context of Study

1.7.1 Demographic characteristics of Gaza governorates

The State of Palestine consists of two geographically separated areas; WB and GS. GS is a
narrow zone of land bounded by Egypt at south, at west by the Mediterranean Sea, and at
the east and north by the occupied territories in 1948 (Annex 1). GS has a total area of 365
sg. km with 46 kilometers length and 5-12 kilometers wide and representing 6.1% of the
total area of the Palestinian state, with estimated population of 2 million. GS is one of the
most overcrowded areas in the world with a population density of 5,154 inhabitants/sq.km

(Palestinian Central Bureau of Statistics - PCBS, 2017).

1.7.2 The socio-economic situation

The economic status in the GS is very low, and suffers from continuous pressure caused by
long-term siege imposed by Israelis’ occupation for more than 12 years. Because of this
siege, a significant increase in poverty rates has occurred in GS from 38.8% in 2011 to 53%
by the end of 2017 (United Nations Office for the Coordination of Humanitarian Affairs -

OCHA, 2018).

In GS, there are three main types of localities of residence; namely, urban, rural and
camps. Around 70% of the total population are refuges. Moreover, the socio-economic
status in the GS is severely suppressed by high population density, limited land access,
effects of Israeli occupation military operations and restriction on labor and trade access
across the border by the siege imposing since 2007. These factors have dramatically
increased the rates of unemployment and poverty in GS. The average unemployment rate is
well over 41.7 % — one of the highest in the world, according to the World Bank. The
number of Palestinian refugees relying on UNRWA for food aid has increased from fewer

than 80,000 in 2000 to almost one million today (UNRWA, 2017).

4



These numbers create long term adverse effect on all aspect of life in GS, and it affects the
health condition, QOL among all Gaza’s people, and those negative effects peak when it
comes to patients. This increase imposes more challenges and load over health care

providers in GS.

1.7.3 Health care system

The healthcare system in Palestine is complex, unique and strongly influenced by the
Israeli occupation. The consequences of the closures and separation imposed a great
challenge for the MOH by creating obstacles regarding the accessibility to health care
services and affected the unity of the health care system in all Palestinian governorates

(UNRWA, 2017).

There are four main health care providers; MOH, United Nations Relief and Works Agency for
the Palestinian Refugees in the Near East (UNRWA), Non-Governmental Organization
(NGOs), and the private sector. With such multitude of service providers, there are
numerous challenges in providing a well-coordinated, standardized health service
provision during normal times and frictions are deemed to exacerbate during emergencies
(WHO, 2018). UNRWA provides health-care services to the vast majority of the over 1.3
million Palestine refugees in GS through 22 medical centers, providing Primary health care

(PHC), secondary and tertiary health care services (UNRWA, 2017).

MOH is the main health care provider in the governorates; it provides PHC, secondary and
tertiary services for the whole population. The number of hospitals owned by MOH in GS
is 13 hospitals with capacity 1664 beds (MOH, 2018). It provides advanced medical
services through referring patients to the neighboring countries and other private and NGO
healthcare facilities. MOH has seriously affected by the financial crisis experienced by the

Palestinian National Authority (PNA). In fact, there have been reductions in the numbers



of patients referred outside the occupied Palestinian territory for specialized treatment and
there have been growing and substantial shortages of medicines and disposables (WHO,

2018).

1.7.4 Epilepsy health service providers

Ministry of Health is the main provider of health services for CWE through two hospitals
that provide therapeutic care; namely, RSPH and DPH. In each hospital, the physicians see
the patients in the OPD, and severely sick children are admitted to inpatient departments.
RSPH is the only specialized pediatric hospital in GS, providing care to children with
chronic disease. The hospital provides specialized health services to children from all parts
of GS including pediatric patients with epilepsy, oncology and blood disorders, renal
failure and hemodialysis, and electroencephalogram. DPH offers health services to a
variety of medical health problems including respiratory health problems, epilepsy,

diarrhea, and renal disease.

1.8 Definition of terms

Health Related Quality of Life

Health related quality of life defined as an individual’s or group’s perceived physical and
mental health over time. It includes physical and mental health perceptions (e.g., energy
level, mood) and their correlates, including health risks and conditions, functional status,
social support, and socioeconomic status (Centers for Diseases Control and Prevention -

CDC, 2018).

The researcher defines HRQOL operationally as the response of children with epilepsy on
the HRQOL scale and measured by the average of total scores obtained using HRQOL

epilepsy scale.



Quality of Life

Quality of Life is an individual's perception of their position in life in the context of the
culture and value systems in which they live and in relation to their goals, expectations,
standards and concerns. It is a broad ranging concept affected in a complex way by the
person's physical health, psychological state, personal beliefs, social relationships and their
relationship to salient features of their environment (WHO, 2019).

The researcher defines quality of life operationally as the child’s response on QOL scale,
and calculated by the average of scores obtained on the QOL scale with its domains
including, cognitive functioning, social functioning, emotional functioning, and physical

functioning.

Child with Epilepsy
The researcher defined child with epilepsy operationally as any child who has confirmed
diagnosis of epilepsy by a physician, aged between 6 and 12 years (school-age), has a

medical file in the hospital records, and receiving treatment for epilepsy.



Chapter Two

Conceptual framework and literature review

2.1 Conceptual framework

-

\_

Health profile factors

Duration of the disease, medical history,
episodes of seizures, side effects of drugs

J

-

\_

N

Characteristics
of children

Age, gender,
educational
achievement

J

(Characteristics\

of family

Parents’ work,
parents’
education level,
income, order of
child within the

\ family )

Nausea

AN

Procedural Anxiety

Treatment Anxiety

Worry

Communication

4 B (
Cognitive Functioning
s
\ /
e A
Emotional Functioning >
\ J
4 ) \
-
Social Functioning
\ J \
e A (
Physical Functioning
\
\ J

Figure (2.1): Diagram of conceptual framework



The conceptual framework is a basic element in scientific research. It connects and
clarifies the relationship between the study variables. In the above diagram, several factors
affect the quality of life and health-related quality of life among CWE:

Health profile factors: These factors related to the disease itself and other diseases that
may encounter in addition to epilepsy. Duration of the disease affects children’s QOL and
it is assumed that having the disease for long years with accompanied frequent seizures
will reduce QOL of the affected patients. In addition, having a history of other diseases
such as cardiac disease will complicate the health status of the child and compromise his
life. Moreover, consumption of anti-epileptic drugs with its side effects may decrease
adherence to the prescribed treatment, which in turn will increase the frequency of seizure
episodes and reduce the child’s QOL.

Characteristics of children: This part includes factors such as gender, age of the child,
and number of children in the family. It is assumed that these factors interacted collectively
in the QOL, as older children have higher understanding of their life and the restrictions
imposed due to fear of seizures may reduce the child’s QOL. In addition, being in a big
family with high number of children make the parents busy with the other children and
decrease the time they spend with the CWE and that may affect his QOL. Moreover, the
burden of the disease on ability to read and understand what he reads, besides being away
from school due to appointments in the hospital for follow up will affect school
achievement and reduce the child’s QOL.

Characteristics of the family: This part includes parents’ level of education, work and
family income. The researcher assumes that highly educated parents will have better
understanding and awareness of the disease and the needed precautions to be taken at
home, and that will be reflected positively on the child’s health and well-being. In addition,

if the parents are working and the families have adequate income, they can afford for



medication and healthy food, which will decrease the complications of the disease and
improve the child’s QOL.

Health-related quality of life: This part includes suspected problems that related to
HRQOL such as feeling nauseated, unpleasant smell and taste of food, and abdominal
cramps, and these factors will affect eating patterns. In addition, medical interventions and
procedures such as injections and blood test will increase the child’s anxiety and fear from
the hospital and the healthcare providers, which will prohibit them to communicate their
worries about their disease and treatments.

Quality of life: This part includes the four domains of QOL; cognitive functioning which
is affected by the disease process, and frequency and severity of seizures. In addition,
emotional functioning which focus on issues related to feelings of anxiety and depression
and ability to express their feelings and worries. Moreover, social functioning focusing in
inability of the child to interact with other children and that will provoke feelings of
minority and isolation from his peers. The last one is physical functioning related to
activities of daily living, ability to play and recreations. All these domains are components
of QOL and how much the child achieves from these domains will shape his life and

determine the level of QOL for those children who have epilepsy.
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2.2 Literature review

2.2.1 Background

Epilepsy is a chronic disorder of the brain that affects people worldwide. The disease
characterized by recurrent seizures, which are brief episodes of involuntary movement that
may involve a part of the body or the entire body, and sometimes accompanied by loss of
consciousness and loss of control of bowel or bladder function. Seizures can vary from the
briefest lapses of attention or muscle jerks to severe and prolonged convulsions, also, vary
in frequency, from less than one per year to several episodes per day (WHO, 2017).
Epilepsy is a common neurologic disease with a lifetime cumulative risk of 1% to 2%;
approximately one-half of epilepsy in the population first occurs during childhood
(Linehan and Berg, 2011).

To diagnose epilepsy, the child should have at least two unprovoked or reflex seizures
occurring greater than 24 hours apart, or having one unprovoked or reflex seizure and a
probability of further seizures after two unprovoked seizures, occurring over the next 10
years (Fisher, 2014).

Beyond seizures, CWE face many challenges including high burden of psychiatric and
behavioral comorbidities that often go untreated or even unrecognized. Such comorbidity
might predate the onset of epilepsy or persist in the setting of seizure remission, thereby
suggesting that epilepsy is a pervasive condition encompassing more than seizures (Baca et

al., 2011).

2.2.2 Causes and predisposing factors

Epilepsy develops due to a variety of causes, some of the common causes include tumor of
the brain, chemical imbalance such as low blood sugar or sodium, head injuries, certain

toxic chemicals or drug abuse, and birth injuries (Huff, 2017). Epilepsy is approximately
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two-times higher in low- and middle-income countries compared to high-income countries.
This is likely due to the increased risk of endemic conditions such as malaria, intracranial
infections, higher incidence of road traffic injuries, birth-related injuries, and variations in
medical infrastructure, availability of preventative health programs and accessible care
(WHO, 2017). Moreover, family history of epilepsy and parental consanguinity were

evident in 73.9% and 21.7% of the epileptic children (Alshahawy et al., 2018).

2.2.3 Epidemiology of epilepsy in children

Reports from WHO indicated that, more than 50 million people worldwide have epilepsy,
making it one of the most common neurological diseases globally, and nearly 80% of

people with epilepsy live in low- and middle-income countries (WHO, 2019).

Childhood epilepsy is among the most prevalent and important neurological conditions in
the developing years, affecting 3.6 to 4.2 per 1000 children in developed countries, and
approximately double these rates in developing countries ranging from 4 to 8 per 1000
children (Bilgic et al., 2018; Mathiak et al., 2010). There is a lack of updated information
about incidence and prevalence of epilepsy in many countries, therefore, knowledge about
the overall incidence and burden of childhood epilepsy is also insufficient (Fisher et al.,
2014; Camfield and Camfield, 2014). Moreover, despite ongoing research and treatment
advances, approximately one-third of individuals with epilepsy continue to have difficult-
to-control seizures (England et al., 2012).

The worldwide prevalence of epilepsy is variable and varied among countries, with high
prevalence found in early age group population. In north, central and south America high
prevalence is found in male except in New York, Bolivia, Honduras and Argentina where
prevalence is high in female. In Asian countries such as China, India, Turkey and Saudi

Arabia the prevalence is high in Male except in Pakistan the prevalence is high in female.
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In Japan, a cross-sectional study carried out in Japan aimed to estimate incidence and
prevalence of epilepsy found that prevalence of epilepsy was 8.8 per 1000 in children
younger than 13 years (Nakano and Inoue, 2014). In the United States of America (USA),
according to report published by Child and Adolescent Health Measurement Initiative
(CAHMI), there are approximately 470,000 children aged birth to 17 years with epilepsy
accounting for 1.2/1000 population (CAHMI, 2018).

In Norway, a nationwide cohort study found that the incidence rate of epilepsy was 1.44
per 1000 person-years in the first year of life and 0.58 per 1000 for ages 1 to 10 years. The
cumulative incidence of epilepsy was 0.66% at age 10 years, with 0.62% having active
epilepsy. The study concluded that approximately one out of 150 children is diagnosed
with epilepsy during the first 10 years of life, with the highest incidence rate observed
during infancy (Aaberg et al., 2017).

In Egypt, a door-to-door community-based survey study aimed to estimate the
epidemiological features of epilepsy. The results reflected that the active prevalence rate of
epilepsy was 2.12/1000, while the incidence rate was 1.23/1000. The age-specific
prevalence rate of epilepsy was much higher in infancy and early childhood (62.5 and
37.04/1000, respectively), which regressed steadily with age (Fawi et al., 2015).

In Egypt, a cross-sectional school-based survey study aimed to identify the prevalence of
idiopathic epilepsy among schoolchildren. The study included 9,545 students aged 6-
14 years. The results showed that the prevalence of idiopathic epilepsy was 7.2/1000.
Higher prevalence reported in males 7.7/1000 and in children from urban areas 8.25/1000
(Alshahawy et al., 2018).

In Sudan, analytical population-based, cross-sectional study conducted in Khartoum, aimed
to determine the prevalence of epilepsy in school-aged children. The study included 74,949

pupils in the primary schools aged 6-12 years. The results showed that 398 of pupils
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identified initially as having seizures and 332 of them (83.4%) identified by a pediatric
neurologist. Among the 332 students, 303 (91.3%) proved to have epileptic seizures, 250
(82.5%) were known to have epilepsy, and 53 (17.5%) were newly diagnosed during the
survey. The male to female ratio was 1.5:1. The total prevalence of epilepsy estimated to
be 4/1000 (Mohamed et al., 2017).

In Palestine, the overall prevalence of epilepsy accounted for 0.8% in WB and GS, at a rate
of 0.66/1000 population. According to MOH reports, 206 new pediatric cases registered in

WB and 36 new cases registered in GS aged 0 to 15 years old (MOH, 2018).

2.2.4 Association between Epilepsy and Quality of Life

Health-related quality of life (HRQOL) is recognized as an important outcome in epilepsy
treatment. HRQOL, which encompasses the impact of an illness and associated treatment
on an individual’s physical, emotional, social, and role functioning is compromised for

many children with chronic medical conditions (Russ et al., 2012).

Seizure is the main feature of epilepsy in children, and different symptoms may occur
depending on the type of seizure. The general symptoms or warning signs of a seizure can
include staring, stiffening of the body, jerking movements of the arms and legs, loss of
consciousness, and loss of bowel or bladder control. Other symptoms include breathing
disturbances or apnea, falling suddenly for no apparent reason, especially when associated
with loss of consciousness, not responding to noise or words for brief periods, appearing
confused or in a haze, Periods of rapid eye blinking and staring, and nodding head
rhythmically, when associated with loss of awareness or consciousness (Johns Hopkins

Medicine, 2019).

Epilepsy can be associated with profound physical, psychological, and social

consequences. Therefore, its impact on the patient’s QOL can be greater than that of other
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chronic diseases. Patients with epilepsy reported a poorer QOL because they are more
likely to have poor self-esteem and a high level of anxiety and depression. In some
patients, the social stigma and impact on QOL can pose a greater challenge than the
severity of clinical symptoms (Pimpalkhute et al., 2015). In addition, children with
epilepsy face many challenges including physical restrictions due to seizures, antiepileptic
drug (AED) side effects, and comorbid conditions, such as attention-deficit/hyperactivity

disorder and learning problems (Morita et al., 2012).

In India, a cross-sectional hospital-based prospective study conducted to assess the QOL
by using Quality of Life in Children with Epilepsy (QOLCE) questionnaire. The sample of
the study consisted of 110 children aged 4 tol8 years. The results showed that the mean
total QOL score was 72.6 +13.6. The results also indicated that there was no significant
association of the total QOL score with the socio-demographic variables such as gender,
place, socioeconomic status, paternal/maternal education, or family type. Children with
more severe seizures had significantly lower energy and QOL subscale scores and greater
depression and anxiety. Prolonged duration of epilepsy, frequent seizures, and recent
seizures had a significant negative correlation with the mean total QOL score. Children
with epilepsy who are on multiple anti-epileptic drugs (AEDs), prolonged duration of AED
intake, or poor adherence to AEDs have significantly lower total QOL score. Children
manifesting adverse effects to AEDs had significantly lower overall QOL affecting all

domains (Nagabushana et al., 2019).

In Canada, a cross-sectional, structural, equation model study included six Canadian child
epilepsy ambulatory programs. The study aimed to assess the perspective of QOL among
CWE. The sample of the study consisted of 3,481 children aged 8 to 14 years. The Result
showed that epilepsy-specific QOL is strongly related to their mental health and social

support but not to their seizures. The study concluded that controlling seizures is
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insufficient for influencing the children's perception of their life and mental health and

social support should be areas of focus in the assessment of QOL (Fayed et al., 2015).

Another prospective cohort study conducted in Canada, aimed to assess HRQOL among
children with new-onset epilepsy. The results showed that about one-half of children
experienced clinically meaningful improvements in HRQL, one-third maintained their
same level, and one-fifth declined. After controlling for baseline HRQOL, cognitive
problems, poor family functioning, and high family demands were risk factors for poor
HRQOL. The study concluded that HRQOL was relatively good but with highly variable
individual trajectories. At least one-half of children did not experience clinically

meaningful improvements or declined over 2 years (Speechley et al., 2012).

Another study conducted in Canada, aimed to examine the association between convulsive
status epilepticus (CSE) and HRQOL during a 24-month follow-up in a multisite incident
cohort of children with epilepsy. In this study, 359 families of children with newly
diagnosed epilepsy completed the 24-month assessment questionnaire. The results
indicated that 6.1% of children had experienced CSE during the follow-up. Children with
and without CSE were similar, except a larger proportion of children with CSE had partial
seizures. The study reflected that children with CSE have significantly poorer HRQL

compared with their non-CSE counterparts (Ferro et al., 2014).

In Poland, a study conducted in Warsaw hospital aimed to determine QOL in childhood
epilepsy. The study included 31 parents of CWE who filled the Health-Related Quality of
Life in Childhood Epilepsy Questionnaire (QOLCE). The results found a significant
correlation between seizures and reduced QOL. Children with right hemispheric foci
exhibited lower overall QOL, particularly in five areas: anxiety, social-activities, stigma,

general-health, and quality-of-life. The study concluded that lateralization of epileptic
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focus can affect psychosocial functioning and lead to diminished QOL in children and

right-hemispheric foci may result in lower QOL (Mathiak et al., 2010).

In USA, a descriptive, cross sectional study carried out to identify two-year trajectories
difference between USA and Canada of epilepsy-specific HRQOL among children newly
diagnosed with epilepsy and to evaluate the predictive value of a comprehensive set of
medical, psychosocial, and family factors. Caregivers completed the Quality of Life in
Childhood Epilepsy (QOLCE) questionnaire. The results reflected that QOLCE provides a
comprehensive predictive model of two-year trajectories of overall, physical, emotional,
behavioral, social, and neurocognitive HRQOL for children following the initiation of

epilepsy treatment (Loiselle et al., 2016).

In India, a cross-sectional study carried out to assess the QOL and to evaluate the influence
of demographic and clinical factors on QOL in CWE. The results showed that the
educational status, socioeconomic status, and maternal education were the demographic
characters that significantly affected the QOL of study subjects. Type of seizures, early
childhood history of seizures, duration of therapy and duration of epilepsy were the most
important clinical characteristics that could significantly affect the QOL of study subjects

(Sruijana et al, 2017).

A case-control study conducted in India aimed to assess QOL among asthmatic and
epileptic children undergoing treatment. In this study, 269 children including 75
asthmatics, 94 epileptics and 100 controls enrolled from the OPD. Comparison of the two
groups on four domains of quality of life: physical, emotional, social, and educational. The
finding showed that children with epilepsy had a relatively more compromised quality of
life in the emotional, social, and educational domains. There was no significant correlation

between age at onset, duration of illness or family history with QOL in any domain except
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for the negative impact of family history on parent score on social and educational domains
in epileptic children. However, family history of epilepsy had no correlation with child
self-reported QOL. The study concluded that CWE have a relatively compromised QOL,
and focusing simply on control of primary illness may not address the full range of child’s

emotional and behavioral difficulties (Gandhi et al., 2013).

In Sudan, a descriptive, cross-sectional study conducted at the Epilepsy and
Neurodisability Outpatient Clinic at Saad Abualila University Hospital. The study aimed to
assess the QOL among children with epilepsy and their family caregivers. The study
included 100 CWE (aged 6 — 18 years old) and their caregivers. The results showed that
seizure duration was more than one year, and there was a significant decline in the QOL

among CWE (Abbas et al., 2014).

In Egypt, a cross-sectional, case control study carried out to assess the HRQOL and its
predictors among children with epilepsy. The results showed that diminished HRQOL was
a common feature of epilepsy. In addition, highly significant lower overall QOL scores of
all functioning domains of HRQOL. The study concluded that epileptic patients were at a

higher risk of impaired QOL (Monir, 2013).
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Chapter Three

Methodology

This chapter presents the method of the study to answer the research questions. In this
chapter different items were explained: study design, study population, sample size and
sampling method, setting of the study, period of the study, inclusion and exclusion criteria,
study tools, pilot study, validity and reliability, data collection, data management and

analysis, ethical consideration, and limitation of the study.

3.1 Study design

This study utilized descriptive, analytical, cross-sectional design. This design is
appropriate for describing the status of phenomena or for describing relationships among
phenomena and involves the collection of data once the phenomena under study are

captured during a single period of data collection (Polit and Beck, 2012).

3.2 Study Population
The study population consisted of all school-age children with confirmed diagnoses of
epilepsy that receive treatment and follow up at Al-Rantisi Specialized Pediatric Hospital

and Al Durra Pediatric Hospital. Their total number was 230 children with epilepsy.

3.3 Sample Size and Sampling Method

According Medical records of the two hospitals, there are 128 children with epilepsy
registered in the medical records at RSPH and 102 at DPH. The Proportional sample
obtained. The researcher used Survey system, 2012 (Annex 2) for sample size calculation.
The sample size was 144 children. According to proportion for each hospital, 80 children
from RSPH and 64 children from DPH included in the study. The researcher selected the
sample subjects from the OPD at the two hospitals during their visit for treatment and

follow up (convenience sample) who met inclusion criteria.
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3.4 Setting of the study
The study conducted at the main two governmental hospitals that offer health services to
children with epilepsy in Gaza Strip; Al Rantisi Specialized Pediatric Hospital and Al

Durra Pediatric Hospital in Gaza.

3.5 Period of the Study
The study has been commenced during the period from September 2018 to March 2019.

Data collection took place from November 2018 to January 2019.

3.6 Eligibility Criteria

3.6.1 Inclusion criteria

- Every school-age child patient with confirmed diagnosis of epilepsy by a physician.
Oriented and able to communicate.

- Registered in the hospital medical records of the hospital.

3.6.2 Exclusion criteria

- Patients who have communication impairment.
- Children with intellectual impairment.
- Children with cerebral palsy.

- Newly discovered patients of less than three months.

3.7 Instruments of the Study

After review of available literature and previous studies, the researcher used three face-to-
face structured interview questionnaires. The first one related to demographic
characteristics, the second questionnaire measures health related quality of life (HRQOL),
and the third questionnaire measures quality of life for school-age children with epilepsy.

Description of questionnaires as illustrated below:
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3.7.1 Demographic Characteristics.

- Personal information: Age, gender, class, school achievement, number of children, and
order of the child in his family.

- Family characteristics: parents’ education level, parents’ work, and family income.

- Medical history: duration of epilepsy, frequency of seizure attacks, frequency of
admissions, presence of other disease, and presence of adverse effects from

medication(Annex 4).

3.7.2 Health Related Quality of Life Epilepsy Module (HRQOL)

The questionnaire designed for school age children. It consists of 16 items distributed on

four domains as the following: (Annex 5 + 6)

- First domain: Nausea (problems with...) consisted of 5 items.

- Second domain: Procedural anxiety (problems with...) consisted of 3 items.

- Third domain: Treatment anxiety (problems with...) consisted of 2 items.

- Fourth domain: Worry (problems with...) consisted of 3 items.

- Fifth domain: Communication (Problems with ...) consisted of 3 items.

Items of the questionnaire are rated on a five point Likert scale: (0) very often, (1) fairly

often, (2) sometimes, (3) almost never, (4) never.

Higher scores indicating better HRQOL.

Low Moderate Good Very good Excellent

<50% 50 - 65% 66 — 80% 81 —90% >91%

3.7.3 Quality of Life in Childhood Epilepsy Questionnaire: QOLCE-55

The QOLCE- 55 is a modified version, which assesses parent reported QOL of CWE aged
4-18 years of age. The questionnaire developed by Goodwin et al., (2015). It is self-

administered questionnaire, and has excellent psychometric properties.

The original questionnaire consisted of 55 items, and due to cultural issues in GS, two
items omitted, therefore, the questionnaire in this study consisted of 53 items distributed on

four main domains: (Annex 7)
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- First domain: cognitive functioning consisted of 22 items

- Second domain: emotional functioning consisted of 16 items.

- Third domain: social functioning consisted of 7 items.

- Fourth domain: physical functioning consisted of 8 items.

Items of the questionnaire are rated on a five-point Likert scale: (0) Very often, (1) fairly
often, (2) sometimes (3) almost never, (4) never.

The composite QOL score is the weighted percentage average score of the four domains.
Higher scores indicate better QOL.

Low Moderate Good Very good Excellent

< 50% 50 - 65% 66 — 80% 81 - 90% >91%

3.8 Validity and reliability of study instruments

3.8.1 Face Validity

To examine clarity of questionnaires, the researcher distributed the questionnaire to a

group of experts in health research for face and judged content validity. (Annex 8)

3.8.2 Reliability

The researcher conducted a pilot study on 14 participants selected randomly to examine its
reliability. Those who participated in the pilot study were included in the actual sample.

The researcher used Cronbache alpha method as presented in table (3.1) and (3.2).

Table (0.1): Cronbache alpha coefficient for HRQOL

Domain No. of items Coefficient value
Nausea (problems with...) 5 0.809
Procedural anxiety (problems with...) 3 0.857
Treatment anxiety (problems with...) 2 0.759
Worry (problems with...) 3 0.824
Communication (Problems with ...) 3 0.919
Total score 16 0.867
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Table (0.2): Cronbache alpha coefficient for QOL

Dimension No. of items Coefficient value
Cognitive functioning 22 0.940
Emotional functioning 16 0.687
Social functioning 7 0.835
Physical functioning 8 0.644
Total score 53 0.887

The results showed that the two questionnaires were highly reliable, therefore, no questions
omitted from the questionnaires.

3.9 Data Collection

Data collected through a face-to-face interview by the researcher. The researcher
interviewed each child and his / her parent during their presence in the OPD at Al Rantisi

hospital and Al Durra hospital. Each interview took about 20 minutes.

All guestionnaire forms were prepared, organized, and classified with serial numbers to

confirm the availability of the needed information.

The researcher explained the purpose of the questionnaire to the participants and

their parents and obtain consent form them (annex 3).

3.10 Data management and Analysis

The researcher got assistance from a statistician for data entry and analysis. SPSS program
(version 22) used for data analysis. The process of data entry and statistical analysis
included the following process: Overview of filled questionnaires, designing data entry
model, coding and data entry into the computer, and data cleaning to ensure accurate entry
of data. These process achieved by checking out a random of questionnaires and
performing descriptive statistics for all the variables.

Data analysis included:

Frequencies, percentage, mean and standard deviation for distribution of the study
variables. In addition, the researcher used independent sample (t) test, and One-Way

ANOVA.
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3.11 Ethical and Administrative Considerations

Approval obtained from Al-Quds University for the study preparation, approval from
Helsinki Committee (annex 9), permission from MOH (annex 10) to conduct the study. All
participants were asked for voluntary participation in the study. In addition, the researcher
assured the participants about confidentiality of obtained data for the purpose of research

only.

3.12 Limitations of the Study

- The researcher faced difficulty in data collection from the participants because the
neurology clinic is available two days per week in Al Rantisi hospital and one day per
week in Al Durra hospital.

- Limited literature about the study locally, since it is the first study targeting children

with epilepsy in Gaza strip.
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Chapter Four

Result & Discussion of the study

This chapter presented the results of the study. The researcher used tables and figures to
make the results more clear and easy to understand. In addition, the researcher discussed the

results in relation to literature and previous studies.

4.1 Socio-Demographic Characteristics of Study Participants
In this study, 144 children with confirmed diagnosis of epilepsy participated in the study.

Their characteristics illustrated below.

Table (4.1): Distribution of study participants by socio-demographic characteristics

(N=144)

Variable Category n %
Hospital Al Rantisi 80 55.6
Al Durra 64 444
Gender Male 68 47.2
Female 76 52.8
6 — 9 years 86 59.7
Age 10 — 12 years 58 40.3

Mean age 8.86+1.93 years

Fair 30 20.8
School achievement Good 42 29.2
Very good 52 36.1
Excellent 20 13.9
First — third child 82 56.9
Child order Fourth — sixth child 48 333
Seventh child and more 14 9.8

Table (4.1) showed that 55.6% of the study participants from Al Rantisi hospital, and
44.4% from Al Durra hospital. Concerning gender, 52.8% were female patients and 47.2%
were male patients, their age ranged between 6 — 12 years with mean age 8.86+1.93 years;

of them 59.7% aged between 6 — 9 years and 40.3% aged between 10 — 12 years old. In
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addition, 36.1% have very good school achievement and 13.9% have excellent school

achievement.

Other studies reflected variations in socio-demographic characteristics. The results
obtained by Sruijana et al., (2017) showed that more than two-thirds of participants were
male subjects, age ranged between 6 — 15 years, age group was more or less equally
distributed between 6-10 and 11-15 years. The largest portion of study participants was
from the low economic class. Moreover, more than two-thirds of the study participants has
at least minimum level of education, and maternal education was very low. Furthermore,
Mohamed et al., (2017) found that male to female ratio was 1.5:1. Another study carried
out in Iran found that mean age of CWE was 11.8 years, 55.8% were male children and
44.2% were female, 42.5% were the first child and 25% were the second child in the
family, less than half of them were from the first to third class (Shamsaei et al., 2016).
Moreover, epilepsy affects school attendance and achievement. In this regard, a study
carried out by Pastor et al., (2015) showed that students with epilepsy were more likely to
miss 11 or more days of school in the past year. In addition, they were more likely to have
difficulties in school, use special education services, and have activity limitations such as

less participation in sports or clubs.
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Table (4.2): Distribution of study participants by family characteristics (N= 144)

Variable Category n %
Preparatory and less 54 375
Fathers’ education Secondary 50 34.7
University 40 27.8
Preparatory and less 39 27.1
Mothers’ education Secondary 57 39.6
University 48 33.3
Fathers’ work Working 97 67.4
Not working 47 32.6

Mothers’ work Working > 35
Not working 139 96.5

Less than 1000 NIS 88 61.1
Family income 1000 NIS and more 56 38.9

Mean 830.20+578.55 NIS

Table (4.2) showed that 37.5% of fathers and 27.1% of mothers have low education of
preparatory school and less, while 27.8% of fathers and 33.3% of mothers have university
education. In addition, 67.4% of fathers and 3.5% of mothers are working, 61.1% have low
income of less than 1000 NIS, 38.9% have monthly income of 1000 NIS and more, and the

mean monthly income was 830.20+578.55 NIS.

The results obtained by Sruijana et al., (2017) who found that the largest portion of study
participants was from the low economic class, and maternal education was very low. These
results were inconsistent with the situation in Palestine as the prevalence of epilepsy was

0.8/1000 in WB and 0.66 in GS.

The incidence and prevalence of epilepsy in low and middle-income countries (LMIC) is
higher than in high-income countries (HIC). Ngugi et al., (2010) reported that the
median lifetime epilepsy prevalence for developed countries is 5.8 per 1.000, whereas in
rural areas of developing countries is 15.4 per 1.000. Moreover, Ngugi et al., (2011) found
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that the incidence of epilepsy is 45/100.000/year in HIC, compared to 81.7/100.000/year in

LMIC.

These results reflected the economic situation in GS with shortage of work opportunities
and those who are working usually get very low salary. In addition, those children need
close monitoring and special precautions by family members because they may have
epileptic attacks suddenly and may harm themselves. This situation will affect the ability
of families to afford essential health needs of their sick children and would impose

negative impact on their QOL.

Table (4.3): Distribution of study participants by medical conditions

Variable Category n %
None 106 73.6

Renal 12 8.3

Presence of other Cardiac 7 4.9
diseases Cancer and blood disorders 12 8.3
Gastrointestinal 4 2.8

Other diseases 3 2.1
Number of None 73 50.7
admissions in the One time 61 42.4
last year 2 times and more 10 6.9
None 41 28.5

Fever 12 8.3

History of Meningitis 9 6.3
previous iliness Head trauma 64 44.4
Post-term 6 4.2

Encephalitis 12 8.3
None 40 27.8

Number of

epileptic attacks in One attack 49 34.0
the last 6 months 2 attacks 27 18.8
3 attacks and more 28 19.4
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Table (4.3) showed that the majority of study participants 73.6% did not have another
disease, 50.7% have not been admitted to the hospital, while less than one-half 42.4% have
been admitted to the hospital one time during the last year. In addition, 44.4% had a history

of head trauma, and 34% had at least one epileptic attack in the past 6 months.

These results indicated that the majority of study participants do not have any accompanied
disease, and about half of them admitted to the hospital one time and or more than one time
during the past year. In addition, less than half of study participants had a history of head

trauma, and more than one-third had at least one epileptic attack in the past 6 months.

Lower results obtained by Ferro et al, (2014) who found that 6.1% of children had
experienced convulsive status epilepticus (CSE) during the follow-up, and larger
proportion of them had partial seizures. Furthermore, Abbas et al., (2014) found that

seizure duration was more than one year.

Different studies found that head trauma, Traumatic brain injury (TBI), central nervous
system (CNS) infections and perinatal injuries were among the common risk factors for
epilepsy (Newton and Garcia 2012; Del Brutto et al., 2005; Burton et al., 2012; Kannoth et
al., 2009). Therefore, we can say that children need close monitoring to avoid exposure to

trauma and consequently reduce the chance to develop epilepsy.
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Table (4.4): Presence of side effects caused by medication (N=144)

Variable Category n %
Presence of side Yes 40 27.8
effects No 104 722
Headache 10 25.0

Abdominal pain 8 20.0

Nervousness 7 17.5

Symptoms caused i i

by side effects Welght gain 7 175
Hyperactivity 6 15.0

Delay of speech 2 5.0
Total 40 100.0

Table (4.4) showed that 27.8% of study participants complained from side effects caused
by consumption of medication. Side effects included headache 25.0%, abdominal pain
20.0%, nervousness, and weight gain 17.5% for each, hyperactivity 15.0%, and delayed

speech 5.0%.

Antiepileptic drugs (AEDs) cause some degree of adverse drug reactions. Thigpen et al.,
(2013) reported that side effects of AEDs include agitation, aggression, psychosis,

behavioral disorders, hyperactivity, and restlessness.

Presence of side effects may lead to noncompliance to prescribed medication and that may
provoke the progression of the disease and increase frequency of seizures. This situation
will complicate the health status of the patients and consequently decrease their HRQOL
and QOL. It is important to act towards alleviating the side effects of medication through
following the instructions of their healthcare provider, taking medication as prescribed in

relation to dose and time of medication.
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4.2 Descriptive Results

4.2.1 Health related quality of life

Table (4.5): Health related quality of life among study participants (N= 144)

Items D S

3 |8

Never
4)
Seldom
Someti
mes (2)
Often
1)
Always
Mean
Rank

Nausea (problems with ....)

1 | I become sick to my stomach
when | have medical treatments.
2 | Food does not taste very good
to me.

3 | I become sick to my stomach
when | think about medical 45.8 139 | 13.2 | 236 35 | 275|134 |687| 4
treatments.

4 | | feel too sick to my stomach to
eat.

5 | Some foods and smells make
me sick to my stomach.
Procedural anxiety (problems with ....)

486 | 319 |111| 56 28 318 |102|795]| 1

271 | 326 | 201 | 7.6 125 | 254 |130|635| 5

36.1 | 347 | 132 | 97 6.3 284119710 3

451 | 306 | 132 | 6.3 49 |3.04 (113|760 2

6 | Needle sticks (i.e. injections,
blood tests, IV’s) hurt.

7 | I get scared when | have to have
blood tests.

8 | I get scared about having needle
sticks (i.e. injections, blood 451 | 285 | 104 | 111 49 2971120742 | 1
tests, IV’s).

Treatment anxiety (fear with .....)

354 | 264 |18.1| 153 49 |272(123|680| 3

50.0 | 20.8 | 146 | 4.9 9.7 1296 | 131|740 | 2

9 | I get scared when I am waiting
to see the doctor.

10 | I get scared when I have to go
to the doctor.

Worry (problems with .....)

139 | 222 | 194 | 132 | 313 | 174 |145|435| 2

229 | 222 |16.7| 236 | 146 | 215|139 (537 | 1

11 | I worry about side effects from
medical treatments.

12 | I worry about whether or not
my medical treatments are 16.7 | 326 | 215 | 188 | 104 | 226|124 |565 | 2
working.

13 | I worry that my epilepsy will
come back or relapse.
Communication (problems with .....)

14 | | find it difficult to tell doctors
or nurses how | feel.

15 | | find it difficult to ask
questions to doctors or nurses.
16 | | find it difficult to explain my
illness to others.

29.9 | 25.0 |16.7| 146 | 139 | 242 |140|605| 1

111 83 |16.0| 222 | 424 |123|136|30.7| 3

229 | 313 [ 278 | 9.7 83 250|118 |625| 2

257 | 313 | 229 | 174 28 259113647 | 1

174 | 16.7 | 250 | 243 | 16.7 | 193 133|482 | 3

Table (4.5) showed that 79.5% of children stated that they became stomach sick when

taking medical treatment, 76% said that the smell of some foods make them sick, 74.2%
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said that they get scared of having injections. In addition, 53.7% stated that they get scared
when they go to the doctor, 60.5% mentioned that they get worry about side effects of
medication, and 64.7% said that they find it difficult to ask questions to the doctors or

nurses.

Jacoby and Baker (2008) reported that patients with epilepsy are at increased risk for poor
HRQOL, which have an impact on the overall perception of an individual's position in life.
In addition, Taylor et al., (2011) found that depression and anxiety, along with seizure
frequency, appeared to be consistently predictive of poor levels of HRQOL among patients

with epilepsy.

Health related quality of life regarded as the most important health outcome in any chronic
health condition, and the primary goal of the management of CWE is to both improve and
prevent potential declines in their HRQOL. These results reflected above moderate level in

most of HRQOL items and that would reflect their general health and wellbeing.

In my opinion, it is obvious that being a sick child with epilepsy that requires strict
adherence to long-term treatment regime is a very sensitive event that complicates the
child’s life. Anti-epileptic drugs usually interferes with activities such as ability to
concentrate in the study and doing the school homework, ability to play like other children
of his age, and the adverse effects of drugs. Usually, the child will dislike the hospital and
will be frighten from some procedures such as blood tests and injections which is painful
to him. All these conditions will give the child a feeling of minority compared to his peers
and that would be reflected in his behavior and his future life in general. These children
would develop mental health disturbances such as anxiety and depression, therefore, they
need special psychosocial care to avoid their feeling of minority and accept their life,

looking for better future.
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Table (4.6): Overall health related quality of life among study participants

Domains of HRQOL 'i\iglmosf Mean SD % Rank
Nausea (problems with ....) 5 2.87 0.86 71.75 2
Procedural anxiety (problems with ....) 3 2.89 1.10 72.25 1
Treatment anxiety (fear with .....) 2 1.95 1.33 48.75 5
Worry (problems with .....) 3 1.96 111 49.00 4
Communication (problems with .....) 3 2.35 0.97 58.75 3
Overall (Total) 16 241 1.07 60.25

As presented in table (4.6), CWE expressed moderate health related quality of life with
mean score 2.41 and weighted percentage 60.25%. The highest was procedural anxiety

(72.25%) and the lowest was treatment anxiety (48.75%).

Health related quality of life reflects the impact of dysfunctions associated with the illness,
injury, or medical treatment among patients with chronic health disorders such as epilepsy.
Comparing our results with previous studies showed that some results were consistent with
our results and other studies showed inconsistent results. Our results were consistent with
the results of Monira et al., (2013) which showed that diminished HRQOL is a common
feature of epilepsy, and highly significant lower overall QOL scores of all functioning
domains of HRQOL were present between patients. In addition, Ovsonkova and Mahutova,
(2014) mentioned that medication treatment is associated with possible side effects, which
have an influence on a child’s overall behavior. The child feels often tired and sleepy, their
overall activity and attention are on the decrease, and vice versa, irritability increases and
they tend to suffer from mood swings. These symptoms have negative impact on the
child’s wellbeing and lead to poor long-term HRQOL (Ramsey et al., 2016), while
Speechley et al., (2012) showed that CWE expressed good HRQOL, and with treatment

about one-half of children experienced meaningful improvements in HRQL. Furthermore,
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the results obtained by Ferro et al., (2014) reflected that children with CSE have

significantly poorer HRQL.

4.2.2 Quality of Life

Table (4.7a): Quality of life among study participants (Cognitive functioning)(N= 144)

c c 8 o

S 3 4

= & E 2 o c X
No. Item S| 2% | se| 35| § | 0| 2 |35

> & |6 |Z
1 aHCat‘?vﬂ;‘;f'cu'ty attending to an 76 | 104 | 27.8 | 194 | 347 | 236 | 1.26 | 59.0 | 8
2 | Had difficulty reasoning or 104 | 174 | 243 | 209 | 181 | 272 | 1.24 | 68.0 | 4

solving problems.
3 Had difficulty making plans or
decisions. 6.3 | 17.4 | 36.1
4 Had difficulty keeping track of 6.9
conversations. '

5 | Hadtrouble concentratingona | 155 | 153 | 347 | 31.9 | 56 | 202 |1.09|505 | 17

278 | 125 | 222 | 1.07 | 55,5 | 13

174 | 201 | 438 | 118 | 263 | 111|657 | 6

task.
6 'r*eggiﬂgf'cu'tyconcen”a““g°” 174 | 174 | 333 | 215 | 104 | 1.90 | 1.22 | 475 | 18
! ;'?i?n‘gffﬁc““ydomgO“Eth"‘gat 104 | 11.8 | 30.6 | 36.8 | 104 | 225 | 1.25 | 56.2 | 11

8 Reacted slowly to things being
said and done. 76 | 201 | 299 | 278 | 146 | 221 | 112|552 | 14

9 fh‘}ﬁgg_'thard remembering 11.8 | 181 | 22.9 | 36.8 | 10.4 | 215 | 1.19 | 53.7 | 15
10 | Had trouble remembering names 6.9
of people. )
11 | Had trouble remembering where
s/he put things. 3.5 69 | 194 | 472 | 229 | 279 | 098 | 69.7 | 3
12 | Had trouble remembering things
people told him/her.
13 | Had trouble remembering

49 | 153 | 424 | 306 | 284 | 112|710 | 2

9.7 | 194 | 208 | 37.5 | 125 | 223 | 1.18 | 55.7 | 12

things he read hours or days 333 | 194 | 188 | 25.7 | 2.8 | 154 |1.26|385| 20
before. _
14 fg?ggfd“’dosometh'”gthe” 132 | 90 | 375|306 | 97 | 214|114 535 |16
15 | Had trouble finding the correct | 63 | 146 | 208 | 38.2 | 20.1 | 251 | 1.15| 627 | 7
16 | Had trouble understanding
following what others were 28 | 16.0 | 340 | 375 | 9.7 | 235|095 |58.7| 9
saying.
17 | Had trouble in understanding
directions. 9.0 5.6 215 | 319 | 319 | 272|122 |68.0]| 4

18 | Had difficulty following simple
instructions. 2.1 21 | 132 | 438 | 389 [ 315|087 (787 | 1

19 | Had difficulty following
complex instructions.

20 | Had trouble understanding what | 579 | 515 | 271 | 181 | 6.3 | 154 | 1.23| 385 | 21

340 | 333 | 25.7 | 6.3 0.7 | 1.06 | 0.95| 26,5 | 22

s/he read.
21 Had trouble writing. 215 | 194 | 243 | 278 | 6.9 |1.79 | 125|447 | 19
22 Had trouble talking. 97 | 111 | 29.2 | 389 | 111 | 230 | 111|575 | 10
Average 2.22 | 0.70 | 55.5
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Table (4.7a) presented cognitive functioning among study participants. The results showed
that 34.7% of children never had difficulty attending to an activity, and 36.1% sometimes
had difficulty making plans or decisions. In addition, 34.7% sometimes had trouble
concentrating on a task, 17.4% very often had difficulty concentrating on reading and
20.1% very often reacted slowly to things being said and done. Moreover, 42.4% almost
never had trouble remembering names of people, 47.2% almost never had trouble
remembering where s/he put things and 33.3% very often had trouble remembering things
heard hours or days before. Furthermore, 37.5% sometimes planned to do something then
forgot, 34% sometimes had trouble understanding following what others were saying, 34%
very often had difficulty following complex instructions, and 27.1% very often had trouble
understanding what s/he read. In general, children who have epilepsy expressed moderate

level of cognitive functioning (55.5%).

Cognitive functions are very important for some abilities such as reading understanding,
and thinking. Our result is supported by Stong (2010) who reported that seizures cause
chronic and progressive effects on brain structure and cognition, caused by progressive
thinning of the neocortex with an increasing duration of epilepsy, which lead to loss of
cognitive functioning among patients with epilepsy. Moreover, cognitive problems in
epilepsy are frequent. They can have multiple causes, the most important being brain
lesions, seizures, epileptic dysfunction, and treatment (Helmstaedter, 2013). According to
Epilepsy Foundation of Michigan survey, 90% of respondents indicated that memory and
thinking problems limited their QOL. The impact of these problems on QOL was even
greater than the impact of seizures. Several factors associated with epilepsy can all affect
memory and thinking including, medication side effects, effects of seizures, abnormal

electrical activity in the brain between seizures, structural changes in the brain associated
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with epilepsy, stress and depression, and sleep problems (Epilepsy Foundation of

Michigan, 2018).

Table (4.7b): Quality of life among study participants (Emotional functioning)

(N=144)
c c B
g € _|E _|Bs 15| s <
No. Item SE| 32| 3T EZH S| €| 3| 8|5
& = £ < < Z = o
> & &3
1 Felt down or depressed. 153 | 132 | 29.2 | 306 | 11.8 [ 210|123 |525| 12
2 Felt happy. 41.7 25.7 27.1 4.9 0.7 3.02 097|755 | 3
3 Wished s/he were dead. 7.6 8.3 30.6 33.3 201 | 250 |113|625| 6
4 Felt frustrated. 6.9 18.1 25.7 36.1 13.2 | 230|112 | 575 | 10
5 Worried a lot. 9.0 188 | 410 | 25.7 56 | 2.00|1.01|50.0] 13
6 Felt confident. 21.5 32.6 30.6 11.1 4.2 256|107 640 | 5
7 | Feltexcitedorinterestedin | yo 5 | 493 | 76 | 28 | 07 |333|079|832] 2
something.
g | Feltpleased aboutachieving | g9 | 595 | 118 | 35 | 0 |345|083|86.2| 1
something.
g | Felt nobody understood 69 | 118 | 424 | 271 | 11.8 | 2.25|1.04 | 56.2 | 11
him/her.
10 | Felt valued. 222 | 50.7 | 18.1 9.0 0 2.86 | 086|715 | 4
11 | Felt no one cared. 9.0 11.8 29.9 36.1 132 232|112 |580| 9
Was socially inappropriate
12 | (said or did something out of 8.3 9.0 333 | 389 | 104 | 234 | 105|585 | 8
place in a social situation).
13 | Angered easily. 625 | 188 | 111 6.9 0.7 | 064|097 | 01 | 16
14 | Hit or attacked people. 27.8 24.3 30.6 13.2 4.2 141114352 | 14
15 | Was obedient. 16.0 22.2 46.5 11.8 3.5 235|099 | 587 | 7
16 | Demanded a lot of attention. 319 | 354 | 18.1 | 14.6 0 1.15| 1.03 | 28.7 | 15
Average 2.28 | 0.49 | 57.0

Table (4.7b) presented emotional functioning among the study participants. The results
showed that 86.2% of children were pleased about their achievements, 83.2% were

interested in doing things, 75.5% felt happy, and 71.5% felt valued. In addition, 64% felt
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confident, and 58.7% were obedient. While 58.5% were socially inappropriate, and 58%

felt no one cared.

In general, children who have epilepsy expressed moderate emotional functioning (57%).

Living with epilepsy is one of the important causes of mental health problems such as lack
of adequate confidence, conduct disorder, anxiety, and hyperactivity. There were
statistically significant differences between CWE compared to healthy children as for
attention-deficit hyperactivity disorder, generalized anxiety disorder, major depression,

separation anxiety, and social phobia (Shamsaei et al., 2016).

The impact of epilepsy on emotional well-being can be significant. Fear of seizures,
anxiety, depression, family conflict, and struggles with independence are all common
among CWE (Epilepsy Foundation of Michigan, 2018). Emotional and behavioral
difficulties are also disproportionately high in children with epilepsy. Psychiatric disorders
were identified in 34.6% of children with seizures compared to 6.6% in the general
population and 11.6% in children with other chronic illnesses (Hauser and Hesdorffer,
2001). Another study showed that 24.6 % of CWE had higher than expected rates of

behavioral problems especially attention deficit (Austin et al., 2001).

In my opinion, the patients and their families are emotionally under pressure caused by
fear of seizures that may occur suddenly. Being under stress will affect their behavior and
social activities; they tend to be socially isolated, and that will impose negative impact on

their QOL.
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Table (4.7¢): Quality of life among study participants (Social functioning)

(N=144)

e c 4 3
£ % é é > S X
o ~~ 47! ) — ~—~ S ~—~ D o c
No. Item qz;\‘?, E:L g ) é ) % N § %) = g

S JE |8 | £

<

Limited his/her social

1 | activities (visiting friends, | ¢ | 49 | 243 | 549 | 97 | 256 | 095|640 3

close relatives, or
neighbors).
Affected his/her social
2 interactions at school or 10.4 16.0 32.6 33.3 7.6 211 | 109|527 | 6

work.
Limited his/her leisure

3 activities (hobbies or 9.7 13.9 35.4 33.3 7.6 215 | 107 |53.7| 5
interests).

4 | Isolated him/her from 63 | 90 | 111 | 528 | 208 | 272 | 1.08 | 68.0 | 1
others.

5 | Made it difficult for 6.9 | 111 | 264 | 444 | 111 | 241 | 1.05|60.2 | 4
him/her to keep friends.

6 Frightened other people. 5.6 4.9 22.9 | 56.3 10.4 261 | 093|652 | 2
How limited are your . Not
child’s social activities Alot | Some | Little | Rare limited Mean | SD %

compared with others
his/her age because of
his/her epilepsy or
epilepsy-related problems?

0 11.8 | 54.2 | 29.2 4.9 2.27 | 0.73 | 56.7

Average 2.40 | 0.65 | 60.0

Table (4.7c) presented social functioning among study participants. The results showed
that 68% of children isolated themselves from other people, 65.2% frightened other people,
and 64% limited their social activities. In addition, 60.2% had difficulty in keeping friends,
and 53.7% limited their leisure activities. In general, the results indicated that CWE

expressed above moderate social functioning (60%).

This result was supported by a study carried out in USA, which found that CWE have
behavioral and social problems, and higher rates of social isolation (Child Neurology
Foundation, 2019). Moreover, Rantanen et al., (2012) pointed out that epilepsy-related

factors may affect social competence in CWE.
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Participation and engagement in social activities with peers is particularly important during
childhood development. In my opinion, fear of seizures and its associated secondary
problems, often prohibit CWE from participation in recreational and social events. In
addition, family concerns for the safety of their child lead to restriction of normal activities
as children of their age, which in turn increases the child’s sense of social isolation.
Moreover, social isolation further enhances a negative perception of self. In this regard, it
is important that parents should facilitate the child’s participation in social activities at
school and at home, and encourage their children to interact with other children. It is worth
to say that involvement in social activities will have positive impact on the child and

fostering his sense of emotional well-being well as promoting physical development.

Table (4.7d): Quality of life among study participants (Physical functioning)

(N=144)
c c o ]
S ] >
= & £ e o c X
o —~ O ~ s - q>"/\ I o) = [
No. Item ge EEL uE)@, é@/ %.»S/ % ) N g
> F 3 <
Needed more supervision
1 than other children his/her 19.4 27.8 34.7 16.0 2.1 153 | 1.04 | 38.2 8
age.
Played freely in the house
2 as other children his/her 34.7 46.5 14.6 2.8 1.4 3101085 | 775 2
age.
Played freely outside the
3 house as other children 5.6 26.4 32.6 26.4 9.0 |193|1.05| 48.2 6
his/her age.
4 | Participated in sports 11.8 | 333 | 403 | 90 | 56 |236|099| 590 | 4
activities.
5 | Stayedoutovernight (with | o | 475 | 236 | 153 | 49 | 159|101 39.7 | 7
friends or family).
g | Played with friends away 42 | 125 | 27.8 | 347 | 208 | 255|1.08| 637 | 3
from you or your home.
7 | Gone toparties withoutyou |y o | oo | 104 | 417 | 396 |3.41|094| 77.7 | 1
or without supervision.
Been able to do the physical
8 activities other children 6.9 33.3 47.2 10.4 21 |232|0.83| 58.0 5
his/her age do.
Average 2.31 | 0.37 | 57.75
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Table (4.7d) presented physical functioning among study participants. The results showed
that 77.7% of children stayed out overnight with friends or family, 77.5% played freely in the house as
other children of their age, and 63.7% played with friends away from their home. In addition, 59%
participated in sports activities, 58% are able to do the physical activities like other children of age do, and
48.2% played freely outside the house as other children of their age. In general, children who have

epilepsy expressed moderate physical functioning (57.75%).

Epilepsy and its treatment can be associated with a number of physical symptoms other
than seizures. Furthermore, epilepsy increases the risk for several chronic health
conditions, and patients with epilepsy have worse physical health, more activity limitation,
more falls, and less physical activity compared to healthy individuals. Some of these
physical symptoms related to epilepsy and some of which may be medication side effects,
such as headaches, drowsiness, fatigue or weakness, dizziness, and sleep disturbances

(Epilepsy Foundation of Michigan, 2018).

In my opinion, it is important that patients who experience such symptoms should discuss
these symptoms with their healthcare provider to determine if these are due to medication
side effects, the effects of seizures and epilepsy, or another health condition. If the
healthcare provider is aware of these symptoms, that would help him adjusting and
modifying treatment to suite the patient and avoid these symptoms that may prevent the

patient from exercising, getting enough sleep, and eating well.
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Figure (4.1): Summary of QOL subscales and overall QOL

Figure (4.1) showed that children who have epilepsy expressed moderate level of quality of
life (57.56%). The highest was social functioning (60%), followed by physical functioning

(57.75%), emotional functioning (57%) and the lowest was cognitive functioning (55.5%).

Assessment of QOL is an important component of the clinical management of any disease,
and QOL improvement is one of the most important goals for healthcare providers.
Various studies focused on QOL assessments and the determinants of QOL outcomes in
CWE. The findings of these studies consistently show that children with epilepsy are more
likely to have poorer QOL than their counterpart children (Bompori et al., 2014; Moreira et
al., 2013). QOL has been introduced recently to modern medicine and needs more
attention. QOL perspective can identify sensitive child issues that may be affected by
illness or disability of treatment. The results obtained by Gandhi et al., (2013) showed that
chronic morbidities such as epilepsy form a high risk factor for poor psychosocial
outcomes; low self-esteem, behavioral problems and academic difficulties, which will lead
to poor QOL, and that CWE had a relatively more compromised QOL in the emotional,

social, and educational domains.
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4.3 Inferential results

4.3.1 Differences in quality of life related to socio-demographic variables

Table (4.8): Demographic profile and its relation with HRQOL and overall QOL (N=

144)
Domain Age n Mean SD t P value
HRQOL o dyears | 25 054 | 1742 | 0084
10 — 12years 58 2139 0.55
Overall QOL o Ovears | %9 229 047 | 0220 | 0826
10 - 12 years 58 297 0.50
Domain Gender n Mean SD t P value
Male 68 2.57 0.47
HRQOL Female 76 o a1 0.60 1.791 0.075
Male 68 2.21 0.53
Overall QOL Ferale 76 >34 042 - 1.549 0.124

Table (4.8) showed that there were no statistical significant differences in HRQOL and

overall QOL related to age of children (P=0.084 and 0.826 respectively).

Similar results obtained by Gandhi et al., (2013) which showed that there was no
significant correlation between age at onset of disease and QOL, while the results of
Monira et al., (2013) indicated that age at onset of seizures was significantly a strong
predictor of poorer HRQOL in CWE. In addition, Guerrini, (2006) reported that 40% of

CWE are less than fifteen years old.

In this study, the target group was school-age children from 6 to 12 years old. There was a
narrow gap between ages of these children and that explained this result of having no
significant differences in HRQOL and QOL among study participants related to age. In my
opinion, if the participants of the study had a wider gap in age such as including infants in
the study or adolescents, the results could be different and show significant differences in

QOL.
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In addition, the results showed that there were no statistical significant differences in

HRQOL and overall QOL related to gender of children (P= 0.075 and 0.124 respectively).

Our results indicated that the number of female patients with epilepsy was higher than the
number of male patients, but the difference in numbers was not statistically significant.
Similar results obtained by Christensen et al., (2005) who found that generally there was
no gender difference in rate of epilepsy, but more females than males were diagnosed with
idiopathic generalized epilepsy. It is worth to say that epilepsy is a condition that affects
each person differently. Gender can be a factor in how epilepsy will affect the particular
person. Therefore, care also needs to consider gender-related differences in epilepsy, other
health considerations, hormonal changes, and social function. In many ways, epilepsy is
different for female patient than male patient. The differences arise because of biological
differences between males and females, and also because of the different social roles of

each gender (Sirven and Shafer, 2014).

Table (4.9): Differences in quality of life related to school achievement

(N=144)
Domain S.ChOOI n Mean SD F P value
achievement
Fair 30 2.26 0.71
Good 42 2.54 0.51
2.378 0.072

HRQOL Very good 52 2.54 0.46
Excellent 20 2.60 0.50
Fair 30 1.80 0.36
Good 42 2.23 0.47

] L 22516 0.000 *
Overall QO Very good 52 | 249 | 038
Excellent 20 2.57 0.32

*significant at 0.05

Table (4.9) showed that there were statistically significant differences in overall QOL (P=
0.000) related to school achievement. Post hoc Scheffe test reflected that lowest QOL was

among children who have fair school achievement and those who have excellent
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achievement expressed higher QOL. However, there were no statistical significant

differences in HRQOL related to school achievement (P= 0.072).

This result was logic because all the school-age children with epilepsy have to follow a
long-term treatment regime with frequent follow up in the hospital. In addition, part of
those children admitted to the hospital for some days, and that make them away from the
school for several days, which in turn will affect their school achievement. This result was
consistent with the results obtained by Mushi et al., (2012) who found that carers reported
many adverse effects of epilepsy on educational opportunities and achievement. Half the
children did not attend school regularly and the main factors that prevented CWE from
attending school were ongoing seizures, learning difficulties, behavioral problems and poor
access to school. Although overall intellectual ability in children with epilepsy is
comparable to the normal childhood population, they are at greater risk for learning
problems and academic under achievement. Even in those with normal intelligence, reports
of deficits in specific areas related to thinking and learning abilities are common,
particularly in the areas of attention and concentration, memory, organizational skills and
academic achievement. Indeed, many children do not fit the typical school definition of
learning disabilities, as their reading, spelling and math skills may be appropriately

developed (Williams, 2003).

Table (4.10): Differences in quality of life related to order of child in his family

(N=144)
Domain Order_of the n Mean SD F P value
child
1-3 82 2.43 0.55
HRQOL 4-6 48 2.64 0.52 2.824 0.063
7 and more 14 2.34 0.58
1-3 82 2.21 0.49
Overall QOL 4-6 48 2.34 0.42 2.564 0.081
7 and more 14 2.47 0.54
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Table (4.10) showed that there were no statistical significant differences in HRQOL and

overall QOL related to order of the child (P=0.063 and 0.081 respectively).

The researcher believes that other factors rather than number of children in the family
determine the QOL among CWE. These factors directly related to conditions surrounding
the disease itself such as frequency and duration of seizures, number of prescribed
medication, and effectiveness of medication in preventing seizures. In addition, parents
awareness and understanding of the disease symptoms and precautions to avoid injury if
seizures occur. Moreover, health education either at school or at health centers is valuable

for better management of the disease and improvement of QOL.

Table (4.11): Differences in quality of life related to parents’ level of education

(N=144)
Domain MOthe.r > n Mean SD F P value
education
Pmp'sfez:o' and |39 | 236 | 0.0
HRQOL Secondary 57 2.49 0.50 1728 0.181
University 48 2.58 0.55
Pmp'SerZO' and | a9 | 215 | 049
Overall QOL Secondary 57 530 052 1.910 0.152
University 48 2.35 0.40

Table (4.11) showed that there were no statistical significant differences in HRQOL related

to mothers’ education (P= 0.181 and 0.152 respectively).

In India, a cross-sectional study carried out to assess the QOL and to evaluate the influence
of demographic and clinical factors on QOL in CWE. The results showed that the
educational status, socioeconomic status, and maternal education were the demographic

characters that significantly affected the QOL of study subjects (Srujana et al, 2017).
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Table (4.12): Differences in Quality of life Related to Onset of Disease (N= 144)

Domain When diagnosed n Mean SD F P value
< one year 39 2 69 0.43

HRQOL one — 4 years I 241 061 | 3.538 | 0.032*
>4 years 28 2.43 0.47
< one year 39 2.25 0.46

Overall QOL one — 4 years 7 233 049 | 1292 0.278
> 4 years 28 217 | 0.46

Table (4.12) showed that there were statistical significant differences in HRQOL related to
time of confirmation of diagnosis with epilepsy (P= 0.032), and Post hoc Scheffe test
indicated that children diagnosed since one year and less had better HRQOL compared to
other children. In addition, there were no statistical significant differences in overall QOL

related to time of diagnosis (P= 0.278).

Consistent results obtained by Bilgic et al., (2018) which indicated that the onset of
epilepsy and duration of the seizure-free period showed positive correlations with the
Pediatrics QOL. In addition, Guekht et al., (2007) found positive correlation between
duration of epilepsy and QOL. Furthermore, Monira et al., (2013) found that age at onset
of seizures was a significant predictor of HRQOL. On the other hand, Gandhi et al., (2013)
reported that there was no significant correlation between age at onset, duration of epilepsy

and QOL.

In my opinion, CWE who have the disease for longer time will have poorer HRQOL as a
result to frequency of seizure attacks and progression of the disease, which will have

traumatizing effect on the brain with consequent intellectual and cognitive functioning.
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Table (4.13): Differences in quality of life related to number of epileptic attacks in the
last 6 months (N= 144)

Domain .Nun.1ber of n Mean SD F P value
epileptic attacks

None 40 271 | 0.52
One attack 49 244 0.48

HRQOL Two attacks 27 2 e 048 4545 | 0.005 *
Three and more 28 223 0.40
None 40 248 | 052
One attack 49 224 0.46

Overall QOL TwWo attacks 57 5 26 047 4.107 | 0.008 *
Three and more 28 208 0.36

Table (4.13) showed that there were statistical significant differences in HRQOL and
overall QOL related to number of epileptic attacks in the last 6 months (P= 0.005 and
0.008 respectively), and Post hoc Scheffe test reflected that those who has no attacks and

no previous admissions had better HRQOL and QOL.

This result reflected that children who are free of seizures and have not been admitted to
the hospital before, have better QOL compared to those who have frequent seizures and
previous admissions. This result was consistent with Mathiak et al., (2010) who found
significant correlation between seizures and reduced QOL. In addition, Guekht et al.,
(2007) found that frequency of seizures was the most significant parameter related to QOL.
Moreover, Srujana et al, (2017) reported that type of seizures, early childhood history of
seizures, duration of therapy and duration of epilepsy were the most important clinical
characteristics that could significantly affect the QOL. Furthermore, Edmundo et al.,
(2009) found that both seizure severity and frequency were independently associated with

QOL. In addition, Piperidou et al., (2008) reported that admission to the hospital is related
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to frequency of seizures and duration of the disease and that will have negative impact on

QOL.

In my opinion, frequency and severity of seizures are the most common factors that affect
QOL in CWE, because frequent episodes of seizures making the child fatigue, unable to
participate in social activities and interfere with his cognitive abilities such as reading,
understanding, and thinking. The child will feel isolated from his peer friends, with many
restrictions from his parents. All these conditions will put the child under constant pressure

and will decrease his QOL.

Moreover, the majority of children do not like admission to the hospital. During
hospitalization, the child will be exposed to many procedures and blood test, receiving
injections and medication. In addition, there are restrictions on free movement, recreation,
and the child will be away from his family and his friends. These conditions interferes with

social activities of the child and affect his QOL negatively.

48



Chapter Five

Conclusion and Recommendations

5.1 Conclusion

Epilepsy is a complex disorder that has an impact on many aspects of a child's
development and functioning. As a result, many of these children are at increased risk for
unsuccessful school experiences, difficulties in social engagement with peers, inadequate
social-skills, and poor self-esteem. This study aimed to assess health-related quality of life
and overall quality of life among school-age children with epilepsy in Gaza Strip. The
sample of the study consisted of 144 children aged 6 to 12 years old, with confirmed
diagnosis of epilepsy, receive treatment, and follow up at the main two governmental

pediatric hospitals in Gaza Strip; Al Rantisi hospital and Al Durra hospital.

The results of the study indicated that study participants have above moderate health-
related quality of life. In addition, the results showed that the study participants expressed
moderate level of overall quality of life. The results also showed that some factors have
significant association with quality of life such as school achievement, fathers’ level of
education, onset of diagnosis, number of admissions, and frequency of seizures in the past
six months. Other factors were not significant predictors of quality of life such as age of
child, gender, class, number of children in the family, order of child, parents’ work, family

income, mothers’ education, and side effects of drugs.

In conclusion, the results reflected above moderate health-related quality of life and
moderate level of quality of life. These results raised the need to multidisciplinary
approach to deal with children with epilepsy from the cognitive, emotional, social, and

physical aspects to improve their quality of life.

49



5.2 Recommendations

In the light of the study results, the researcher recommends the following:

The need to act towards improving the quality of life for children with epilepsy by
focusing on cognitive and emotional functions of these children.

Collaboration between Ministry of Health and Ministry of Education to design special
educational programs suitable to these children to enable them to continue their
education, taking in consideration differences in their abilities.

The need for multidisciplinary approach including a partnership between educators,
family members, and healthcare providers should be instituted to put a plan for school
achievement, as well as a plan for safety at schools.

The need to integrate mental health and counseling to manage of emotional or
behavioral dysfunctioning and enhance social integration with peer groups.

The need to increase parents’ awareness and understanding of the nature of the disease
and appropriate interventions when seizures occur at home.

Teach the children and their parents about conditions that provoke seizures including

some types of foods, extreme exercise, and highly emotional events.

5.3 Suggestions for further research

To carry out a study aiming to determine compliance to treatment regime among
children with epilepsy.

To conduct a study aiming to identify risk factors associated with the development of
epilepsy among children.

To carry out a study aiming to assess the psychosocial impact of having a child with

epilepsy on the parents and family members.
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Annex (1): Map of Palestine
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Annex (2): Sample size calculation
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Annex (3): Consent form
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Annex (4): Demographic characteristics
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Annex (5): HRQOL Epilepsy Module (Arabic version)

£ rally & sabaall Auaal) G b JELY) 58 Dpneall Blall 5aga Al

Dla lgie JS ACE ana Lylal slal cell Aaa 58 38 o Lal 206 L) aaiall e

coaldl el
Ll L | We | Lkal | Tl | ad (g SLise) LR
0 1 2 3 | 4 Zoh b Laxie by Gl el ]
0 1 2 3 | 4 o cme e alalall (31 .2
0 1 2 3 | 4 ol Zl g el vie il ol el 3
0 1 2 3 | 4 alakall (e Jmiad A iy b Wl el 4
0 1 2 3 | 4 by o ally e il )l dexll) a5
Wil Ly | We | Lial | Tl | a (r-pn JSLER) Clela¥) (a fig
0 1 2 3 4 AN s (Jiladly aall cliasais caall Jia) Y16
1 2 3 4 a Cns die Cagally il L7
0 . o |3 | 4 o) Clagaiy ciall Jia ) DU Gl oo sl jsl.8
(Jlaalls
b L | We | Lial | 1ol | ad (---pa JSLa) gl sl (e SAgldga
1 2 3 | 4 kbl Ul e gl 2819
0 1 2 3 | 4 clall Gl ve gl il 10
Lol Ly | W | Gual | Db | T (--pn JSLia) (3181
1 3 4 hall z el Al BV e GEIL il 11
0 1 2 3 lell Al el Alad Joa BlIL el 12
1 3 goall Gage (W8) (e GlIL 2013
Lol Wi | We | Ulal | Tou | fad (+r-pon JSLE) Sualsi
0 1 2 3 4 il Loy papall §f oLl Hla) 4 dsea aal .14
1 3 Capadll 5l oLl dliuf amg b dysea 2al15
0 1 2 3 G ey & s 2016

64



Annex (6): HRQOL Epilepsy Module (English version)

S | g c
: s | & E £
Domain S| |5 & 5
z E (% o E
<
NAUSEA (problems with...)
1. | become sick to my stomach when | have medical
4
treatments
2. Food does not taste very good to me 4
3. | become sick to my stomach when | think about medical
4
treatments
4. | feel too sick to my stomach to eat 4
5. Some foods and smells make me sick to my stomach 4
PROCEDURAL ANXIETY (problems with...)
1. Needle sticks (i.e. injections, blood tests, [V’s) hurt 4
2. | get scared when | have to have blood tests 4
3. | get scared about having needle sticks (i.e. injections,
blood tests, IV’s) 4
TREATMENT ANXIETY (problems with...)
1. 1 get scared when | am waiting to see the doctor 4
2. | get scared when | have to go to the doctor 4

WORRY (problems with...)

1. I worry about side effects from medical treatments 4

2. | worry about whether or not my medical treatments are

working 4

3. I worry that my epilepsy will come back or relapse 4
Communication (Problems with ...)

1. I find it difficult to tell doctors or nurses how | feel 4

2. | find it difficult to ask questions to doctors or nursing 4

3. | find it difficult to explain my illness to others 4
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Annex (7): Quality of Life in Childhood Epilepsy Questionnaire: QOLCE-55

SECTION 1: YOUR CHILD’S COGNITIVE FUNCTIONING

Very ]
often | Fairly- | Some- | Almost | Never
Domain (0) Often Times Never
(1) ) @ |

a. had difficulty attending to an L L L L ]
activity?
b. had difficulty reasoning or L] L] [ [l []
solving problems?
c. had difficulty making plans or [ [ [] ] [
decisions?
d. had difficulty keeping track of L] L] [ [l []
conversations?
e. had trouble concentrating on a [ [ [] [l [
task?
f. had difficulty concentrating on [ [ L] L] []
reading?
g. had difficulty doing one thing [ [ [] Ll [
atatime?
h. reacted slowly to things being L [ [] [] [l
said and done?
i. found it hard remembering [ [ [] [l [

things?
J- had trouble remembering [ [] [l L] []
names of people?
k. had trouble remembering [ [] [l [ []
where s/he put things?
. had trouble remembering [ [ [] [l [
things people told him/her?
m. had trouble remembering [ [ [] ] [
things s/he read hours or days
before?
n. planned to do something then ] [] [] []
forgot?
0. had trouble finding the correct L L L L
words?
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p. hadtrouble
understanding
following what
others were
saying?

g. had trouble understanding
directions?

r. had difficulty following simple
instructions?

s. had difficulty following
complex instructions?

t. had trouble understanding what
s/he read?

u. had trouble writing?

L]

L]

v. had trouble talking?

[] [

L]

SECTION 2: YOUR CHILD’S EMOTIONAL FUNCTIONING

2.1 During the past 4 weeks, how much of the time do you think your child:

Very

Domain often (0

Fairly-
Often (1)

Some-
Times (2)

Almost
Never (3)

Never

a. felt down or depressed?

b. felt happy?

c. wished s/he wasdead?

d. felt frustrated?

e. worried a lot?

f. felt confident?

g. felt excited or interested
in something?

h. felt pleased about
achieving something?

i. felt nobody understood
him/her?

J. felt valued?

OO0 O O ddddood

k. felt no onecared?

OO0 O O ddddood

OO0 O O ddddood

OO0 O O ddddood

OO0 O O O000000s
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Please try to answer all questions as well as you can, even if some do not seem to apply to
your child.

2.2 Comparedtootherchildrenhis/herownage, howoftenduringthe past4weeksdoeachof
thefollowingstatements describe your child?

) Fairly- | Some- | Almost | Never
Domain f\t/eryo Often Times Never
often (0) | "y ) @ | 9

a. was socially inappropriate
(said or did something out
of place inasocial situation)

[] [] [] []

b. angered easily

c. hit or attacked people

d. was obedient

Oy ojd) o
O o O |

L] L] L]
[] [] []
[] [] []
L] L] L]

e. demanded a lot of attention

SECTION 3: YOUR CHILD’S SOCIAL FUNCTIONING

Below are statements that describe some children’s social interactions and activities.

Domain ;ﬁg Fairly-Often Some- '?‘\:g\'/%srt Never
) (1) Times (2) 3) (4)

a. limitedhis/hersocial

activities (visiting ] ] [] ] []

friends, closerelatives,
orneighbours)?

b. affectedhis/hersocial

interactionsatschool [] [] [] [] []
or work?
c. limited his/her leisure
activities (hobbies or [] ] [] ] []
interests)?
d. isolated him/her from
others? [ [ [ [ [
e. made it difficult for
him/her to keep friends? L L L L L
f. frightened other
0 ] ] u ] n

people?
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g. Duringthepast4
weeks, how limited
areyour child’s
social activities
compared with
others his/her age
because of his/her
epilepsy or
epilepsy-related
problems?

Yes,
limi
ted
a lot

]
Yes,
limited
some

]
YES,
limite
da
little

Yes,
but
rarely

L]

No,
not
limite
d

Please try to answer all questions as well as you can, even if some do not seem to apply

to your child.

3.1 During the past 4 weeks, how often has your child’s epilepsy:

SECTION 4: YOUR CHILD’S PHYSICAL FUNCTIONING

The following questions ask about physical activities your child might do.

4.1. In his/her daily activities during the past 4 weeks, how often has your child:

. Some- | Almost
Domain Very | Fairly- | iec | Never | o
often (0 | Often (1) @) 3) (4)

a. needed more supervision
than other children [] [] [] [] []
his/her age?

b. played freely in the
house like other [] [] [] [] []
children his/her age?

c. played freely outside the
house like other [] [l [] [] [l
children his/her age?

d. participated in sports ] [] ] ] []
activities?

e. stayed out overnight
(with friends or [] ] [] [] []
family)?

f. played with friends
away from you or your ] ] [] [] ]
home?

g. gone to parties without
you or without [] [l [] [] []
supervision?
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Annex (8): Name of panels of expert

Dr. Ali Alkhteab

University College of Applied Sciences

Dr. Hatem Al Dbakah

University College of Ability Development

Dr. Ahmed Najm

Al Azhar University

Dr. Mohamed Abu Nada

Al-Rantisi Specialized Pediatric Hospital

Dr. Hamza Abd El-Jawad

Palestine College of Nursing

Dr. Samer Al-Nawajha

University College of Applied Sciences
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Annex (9): Approval from Helsinki Committee
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Palestinian Health Research Council
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Helsinki Committee

For Ethical Approval
Date: 05/02/2018 Number: PHRC/HC/306/18
Name: HAMZA K. HARB )
We would like to inform you that the Ghe B0 9 Ut ob Lade aSauds
committee had discussed the proposal of peicdos e L0 ok
your study about: s>

Quality of Life of School-aged Children with Epilepsy at Gaza City.

The committee has decided to approve aglle gShall Gl te A& gall <) B S8
the above mentioned research. Sk
Approval number PHRC/HC/306/18 in its Alle 0 S3 g aly 230
meeting on 05/02/2018
Signature
- Member Member ¥
ﬁA b,/ Q N —— 2| 2\@
, ’
s .
Genral Conditions:- pﬁdltlons -
1. Valid for 2 years from the date of approval. a
2. ltis necessary to notify the committee of any change
in the approved study protocol,
3. The committee appreciates receiving a
copy of your final research when
completed.
E-Mail:pal.phrc@gmail.com
Gaza - Palestine Oahadd L 356

Gsadl (§ yika -)aa.llléJLh
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Annex (10): Approval from MOH
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