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Abstract
Abstract: Background: Epilepsy is one of the chronic illnesses that have a great impact on the life of the epileptic
children and their family caregivers. The aim of the study was to: Assess the quality of life of epileptic children
and their family caregivers. Subjects and Method: Correlation descriptive research design was used in the
current study. Setting: This study was conducted at the Outpatient Clinic at Psychiatric Hospital & EI-Nasr
hospital affiliated to Ministry of Health in Port-Said. A purposive sample of 169 epileptic children with one of
their family caregivers were recruited (169 caregivers). Tools: Data was collected using the following two tools:
First tool: included, sociodemographic data& Health Related Quality of Life Scale for child and second tool:
included WHO quality of life brief scale for the family caregivers. Results: The overall score of QOL for the
epileptic children was 52.58+12.89 and it was 3 3.24 + 14.17 for the family caregivers of children with epilepsy,
a statistically significant correlation was detected between family caregivers Quality of Life and their epileptic
children Quality of Life. Conclusion: It was concluded from this study, that, family caregivers of children with
epilepsy showed a decrease in QOL, the study also provides important evidence that the illness of epileptic
children had an impact on their family caregivers' quality of life. Recommendation: Family care givers living
with epileptic children must be adequately educated on how to cope with psychological, physical, environmental
and social stress and improve on their overall quality of life.
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I.  Introduction

Epilepsy is a chronic neurological disorder characterized by seizures originating from abnormal electrical
signals in the brain. About 50 million people worldwide have epilepsy, and nearly 80% of epilepsy occurs in
developing countries. M Epilepsy is a frequent chronic illness in children. The psychosocial impact of epilepsy on
the child and family’s everyday life depends on several factors: the severity of the epilepsy; complexity of the
clinical management, the meaning of the illness to the child, family, and society as a whole, restrictions in the
child's and families, the child's and family's innate coping abilities; and the level of social support and extent of
resources available to deal with the epilepsy. Each of these factors contributes to the real or perceived adjustment
to this chronic illness. @

Quality of life (QOL) is an especially important health outcome to assess in children with epilepsy
because they are a high-risk group and in critical development period during which many cognitive and social
skills have to be learned. Despite its importance, there is relative lack of research on quality of life among children
with epilepsy from the developing countries. There is also little evidence about the parent's view on the effects of
epilepsy on their functioning and management of their children. Keeping this in view, the present study assessed
the quality of life of children with epilepsy using an epilepsy specific instrument in order to provide a basis for
comprehensive treatment program for children with epilepsy and their families. !

It is clear that epilepsy can have a negative impact on many aspects of the life of the child and his or her
family. ¥l Mehndiratta, ! reviewed the many emotional, psychological, and academic difficulties that children
experience with epilepsy, as well as issues of self-esteem, stigma, and social interactions. Greater social support
has been linked to better quality of life in patients with chronic diseases. Social support is defined as the perception
that an individual is a member of a network in which one can give and receive help, affection and obligation. 5]
Social support can be received from family members, friends, colleagues, and medical personnel. B Emotional
support coming from family members has been found to have positive effects on mental health, family cohesion
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and marriage quality while support coming from people outside the family and instrumental support had a negative
effect on family variables. [

Family caregivers play a major role in providing care giving assistance to ill persons and their families.
The effect of stressors on family members caring for an ill person in the family has been referred to as caregiver’s
burden. Caregiver’s burden is a multidimensional phenomenon reflecting physical, psycho-emotional, social and
financial consequences of caring for an impaired family member. Family members are acting as caregivers as the
individual in the family of suffering from chronic diseases and continue his treatment at home. In many chronic
diseases it places considerable burden for family caregivers who takes the sole responsibility in taking care of
chronically ill patients, [

Nurses’ knowledge was allowed for better treatment and care of children with epilepsy and their families.
Because family may be an important constant in the child’s life, it is extremely important for the advanced-practice
nurse to provide family centered care to children and families coping with epilepsy. Nurses have a responsibility
to educate individuals with epilepsy and their families and are involved in the assessment, management and
treatment interventions. 1%

It is important for nurses to understand the possible negative effects of epilepsy, such as decreased
familial coping and adaptation abilities, and increased family stress levels. 'Yl The role of the community health
nurse in epilepsy is to care for the child and his or her family. Advanced practice nurses are often responsible for
diagnosing epilepsy and managing the care of children with epilepsy and their families. Advanced practice nurses
must have knowledge of interventions for families coping with epilepsy in order to provide strategies for stress
management, positive adaptation, and effective coping mechanisms. [

11 Significance of the study:

WHO, ¥ reported that more than 70% of the adult population with epilepsy had the onset of their disease
in childhood. The diagnosis of a seizure disorder in children is associated with worries and fears in both the
affected child and the parents. Adaptation to epilepsy is similarly problematic; with both children and their parents
reporting unmet needs for information and support for months and years after the seizure disorder is diagnosed.
[41n Egypt, the highest prevalence rate is recorded in the early and late childhood group (69.78/100,000 and
43.78/100,000). [*®! The determination of incidence rate is still to be studied in Egypt.

The presence of child with epilepsy in the family affects various aspect of family, like leisure time
activities, family and social relationship and finances. Presence of child with epilepsy creates problems not only
to the person who is suffering from epilepsy but their immediate family caregiver’s members too. Prolonged
epilepsy attack can become a threat to the socio-occupational repertoire of the family caregiver’s members.
Family’s all caregivers be the necessary or secondary, can become inadequate or inappropriate due to this problem.
Family’s important caregivers like interpersonal relationship; general family atmosphere may become
pathological because of this problem. Hence the present study was carried out to find the relation between Quality
of Life of Children with Epilepsy & their family caregiver Quality of Life.

1.2 Aim of this study was to:
Assess the quality of life of epileptic children and their family caregivers through:
1. Describe the quality of life of children with epilepsy and their family caregivers.
2. Find the relation between family caregivers’ quality of Life and their epileptic children Quality of Life.

1.3 Research questions:
1. What is the score of the quality of life of epileptic children and their family caregivers?
2. Isthere is a relation between family caregivers’ quality of Life and their epileptic children quality of
Life?

Il.  Subjects and Method:
2.1 Research design
Correlational descriptive research design was used in the current study.

2.2 Setting:
This study was conducted at the Outpatient Clinic at Psychiatric Hospital & EI-Nasr hospital affiliated
to Ministry of Health in Port-Said.
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2.3 Sample:

A purposive sample of 169 epileptic children with one of their family caregivers for every child
(total=169 caregivers) were chosen with the following inclusion criteria;(a) children between 6- 18 years of age
(b) have been willing to participate in the study (c) care givers were attending with the child at the clinic for
routine follow up. Children with known co-morbid diseases were excluded.

Tools of data collection:
Data of this study was collected using the following two tools:

First tool: structure interview questionnaire. It included two parts:
=  First part:
Included Socio-demographic data of family and child, it includes: age, sex, education, etc.

= Second part:

Included Health Related Quality of Life (HRQOL) scale for child, it divided into eight (8) domains:
Epilepsy impact (12 items) explores the quality of the child’s related to mood disturbances and 8 items related to
anxiety and depression, Memory/concentration (10 items)explores the quality of the child’s regarding explored
an ability to reason, memories important aspects or concentrate on key activities, Attitudes toward epilepsy (4
items) explores the quality of the child’s regarding extent of worry over epilepsy and seizure, Physical functioning
(5 items)explores the level of physical activity, energy and fitness of the child and to what extent they feel unwell
or complain of poor health, Stigma (6 items)explores the quality of the child’s regarding hide their disorder or
minimize social contact because of the associated stigma, Social support (4 items)explores the quality of the
child’s social relations and interactions with friends and peers, and the extent of their perceived support, School
behavior (4 items) explores the perceptions that a child holds regarding their cognitive capacity, learning and
concentration in the school environment, Health perceptions (3 items) explores the health perceptions that a child
regarding general health. A total of 40 HRQOL items were included in this tool. (6]

= Scoring System:

Health Related Quality of Life (HRQOL) scale for child consists of 8domains. Each domain has
number of items or questions with responses as Very often=I, often=2, Sometimes=3, Not often=4,
Never=5.Calculate the mean value of the items in each domain, Convert the pre-coded numeric values of items to
0-100-point scores. Calculate the mean value of the items in each domain. Multiply the mean by the relative
weight for the subscale of each domain, add the weighted values for all subscales to determine the total score,
with higher converted scores always reflecting better quality of life.

Validity and Reliability
Test—retest reliability has been reported with Pearson's correlation to be r >.70 and cronbach’s at between
.72 and .88. [17:18]

Second tool: included WHO Quiality of life brief scale (WHOQOL-BREF)!3l this tool was translated
into Arabic version and tested for reliability in many Arabic studies.??1t includes four domains: Physical health
(seven items) (Energy and fatigue, Pain and discomfort, Sleep and rest, Mobility, Activities of daily living,
dependence on medicinal, substances and medical aids, work capacity, psychological domains (six items) (Bodily
image and appearance, Negative feelings, Positive feelings, Self-esteem, Thinking, learning, memory and
concentration, Religion/ Spirituality/ Personal beliefs)., Social relations activity (three items) (Personal
relationships, Social support, Sexual), and environment domains (eight items) (Financial resources, Freedom,
physical safety and security Health and social care: accessibility and quality Home environment Opportunities
for acquiring new information and skills, Participation in and opportunities for recreation/ leisure, Physical
environment (pollution/ noise/ traffic/ climate), Transport and general subjective wellbeing (general facet on health
& QOL). The response options range from 1 (very dissatisfied/very poor) to 5 (very satisfied/very good). A total
of WHOQOL 24 items were included in this tool.

= Scoring system:

The four domain scores denote an individual perception of quality of life in each particular domain.
Domain scores are scaled in a positive direction (i.e. higher scores denote higher quality of life). The mean score
of items within each domain is used to calculate the domain score. Mean scores are then multiplied by 4 in order
to make domain scores comparable with the scores used in the WHOQOL-100. Explicit instructions for checking
and cleaning data, and for computing domain scores, the transformation method converts domain scores to a 0-
100 scale.
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Reliability and Validity

Measures of WHOQOL-Brief at the test-retest evaluation, intraclass coefficients and 95% confidence
intervals per each of the four domains were respectively: "Physical": 0.92 (0.85-0.96); "Psychological": 0.94
(0.88-0.97); "Social Relationships™:0.89 (0.80-0.93); "Environment™: 0.80 (0.75-0.85); all correlations were
statistically significant (p<0.05). Cronbach alfa for each dimension was: (0.82 for Physical, 0.81 for
Psychological, 0.76 for Environment and 0.71 for social relationships dimensions). 2% 221

Ethical Consideration: Permission to conduct the study was obtained from the Psychiatric Hospital& EI-Nasr
hospital directors Port Said. Informed consent and assent were obtained from the participants and their parents.
The participants were told that they can withdraw at any time and their privacy will be protected. High
confidentiality was observed during filling the questionnaires.

Pilot Study:

A pilot study was carried out on 10 % of epileptic children (N= 19) and family caregivers (N= 19) representing
the study sample to test the feasibility and clarity of the used tools; modifications were done based on the results.
The sample included in the pilot study was excluded from the final study sample.

Field work:

After obtaining the official permission to conduct the study and after finalization of the data collection
tool, data were collected over a 6-month period from 1 April to the end of June 2017., children &their family
caregivers were assessed using the prementioned tools, the researcher met the children individually and explained
to them and their family caregiver the purpose of the study, also the consent of each child and his family member
was obtained before their participation. Children and their family caregivers were interviewed individually to fill
the sheet. The time needed for filling each questionnaire ranged from 35 to 40 min for child and the same time for
their families.

Statistical analysis:

Initially, the data was analyzed using SPSS version 23.0 Frequencies were calculated for socio-
demographic data. The total QOL mean scores and standard deviations for epileptic children were obtained at
baseline data. The Means scores were compared using-test (independent & paired) to test the significant
differences. Correlations analyses were performed to study significant variable relations using spearman’s rank
correlation coefficient. Correlation is significant if the p-value < (o= .05). If the correlation is significant and r>0,
it means there is positive linear relation. If r<0, it means that there is a negative linear relationship.

1. Results

Table 1: The study results revealed that 68.9% were males, 55.1% aged between 6 to 10 years; 77.6% were
interned the school. 48.0% were in 1-4 class. As regards to a family caregivers of child with epilepsy 51% of them
aged between 37 to 46 years. More than one third of caregivers (32.7%) were illiterate.

Table 2: According the research question No. one. Represented the scores of subscale of QOL, In all domains for
children and their family care giver, the vitality domain had the highest score for children(66.65+28.97),the lowest
one was mental health domain(28.88+17.33),for the family caregivers, the highest domain was Social relations
activity(41.28+18.07),the lowest one was environment domain(25.02+16.34),the table also showed that the total
QOL of the family caregivers (33.24 + 14.17 ) is lower than the total QOL of their epileptic children
(52.58+12.89).

Table 3: According the research question No. tow. This table revealed that there was a statistical significant
positive correlation between child physical, social function domains, total QOL and psychological domain of the
family caregivers(p=0.025",0.013"0.011,respectively),moreover, a statistical significant positive correlation was
found between family caregivers physical health, general health, and bodily pain and total QOL of child(p=0.005",
0.030", 0.004respectively), also, the same table showed that there was a statistical significant positive correlation
between social relations activity, vitality, general health and total QOL of child (p= 0.008", 0.001", 0.001"
respectively), additionally, the environment domain of the family had a statistical significant positive correlation
with the child total QOL and domains namely bodily pain, general health (p=0.019",0.001
0.001respectively),Overall family caregivers QOL showed a statistical significant positive correlation with the
child total QOL and domains namely bodily pain, general health(p=0.014"0.001",0.001respectively).

Table 4: Multivariate linear regression model showed that the family QOL is a predictor had significant effect on
child QOL (p=<0.001"). Also, the model showed that the child QOL affecting family QOL significantly
(p=<0.001").

DOI: 10.9790/1959-0705055563 www.iosrjournals.org 58 | Page



Effect of Epilepsy on The Quality of Life of Children and Their Family Caregivers

Table (1): Distribution of the studied epileptic children and their family caregivers according to
demographic data (n = 196)

Child
Age of child
6-10
11-14
15-18
Sex of child
Male
Female
Interning the schooling
Yes
No
level of education of the child
1-4Class
5 -8 Class
High school
Not inter school
Family
Age of family caregivers
25-30 42
31-36 32
37-41 48
42 - 46 52
47 -51 22
Sex of family caregivers
Male 53
Female 143
Level of Education of family caregivers
Illiterate 64
Basic/ primary 47
Intermediate 29
Higher school 34
University 22

Table (2): The quality of life (QOL) score of the studied children& their family care givers
(n =196)

Domains Min. — Max. Mean + SD
Score of QOL epileptic children
Physical functioning: 0.0-100.0 41.74+26.18
Physical roles limitation: 0.0-100.0 35.27+30.26
Emotional roles limitation: 2.27-72.73 37.73+£17.21
Social functioning 0.0-100.0 41.45+22.07
0.0-100.0 54.04+34.94
0.0-82.14 28.88+17.33
0.0-100.0 66.65+28.97
0.0-87.50 45.794£21.18
Overall 25.64-82.05 52.58+12.89

Score of QOL of family caregivers

0.0-75.0 40.32+17.05
0.0-75.0 32.44+17.27
Social relations activity 0.0-75.0 41.28+18.07
Environment 0.0-71.43 25.02+16.34
Overall 1.92 - 68.27 33.24 +14.17
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Table (3): Correlation between quality of life (QOL) of epileptic children and QOL of their family
caregivers (n =196

Family Quality of Life

QOL of child - - - -
Physical Social relations Environment Overall family

health PeyELD T activity caregivers QOL
-0.049 0.161" 0.014 0.048 -0.046
0.491 0.025" 0.844 0.502 0.521
-0.078 -0.100 -0.061 -0.096 -0.103
0.274 0.161 0.394 0.182 0.151
-0.107 -0.107 0.023 0.010 -0.056
0.136 0.136 0.753 0.893 0.439
-0.129 0.177" 0.106 -0.115 -0.094
0.071 0.013" 0.141 0.108 0.190
0.155" 0.133 0.115 0.167" 0.175"
0.030" 0.062 0.108 0.019" 0.014"
0.103 -0.041 -0.020 0.039 0.024
0.151 0.572 0.780 0.589 0.741
-0.058 -0.043 0.190 -0.105 0.000
0.420 0.552 0.008" 0.143 0.997
0.202" 0.079 0.267 0.287" 0.257"
0.005" 0.272 <0.001" <0.001" <0.001"
0.207" 0.182" 0.273" 0.369" 0.296"
0.004" 0.011" <0.001" <0.001" <0.001"

Physical functioning

Physical roles limitation

Emotional roles limitation

Social functioning

Bodily pain

Mental health

Vitality

General health

Overall QOL of child

O|=|O(=|9|=~|[O(=|O|=|O|=|0O|=|O|=|T|—=

r: Pearson coefficient
*: Statistically significant at p < 0.05

Table (4): Multivariate Linear regression for QOL of child and QOL of Family of child with epilepsy
guality of life

Family of child with epilepsy quality of life
QOL of child

B: Unstandardized Coefficients
R2: Spearman coefficient
*: Statistically significant at p < 0.05

(AVA Discussion
Epilepsy is a chronic medical condition with many co-morbid features. It has been observed that children
with epilepsy (CWE) have a compromised quality of life (QOL). Epilepsy can significantly affect the quality of
life (QOL) not only because of its chronicity, need for regular medications, and their side effects, but also due to
prejudices and social conventions that still surround it. (23

According to the socio-demographic characteristics in this study, the children with epilepsy were
predominantly less age, and different educational levels. This was in line with the expectations from the literature.
(241 Accordingly, most family caregivers were females. These characteristics indicate that our subjects were typical
of the clinical samples reported for QOL studies in epilepsy. 2526271 The higher proportion of females and younger
age groups indicate that children had similar characteristics with the general population of epilepsy patients
reported in the epidemiological studies from Arab countries. %]

The present study revealed that family caregivers had low QOL, and had low scores in all domains of
quality of life, in this context, Senthil, I reported that, epilepsy can affect the lives of other family members
besides the persons with epilepsy. The caregivers of persons with epilepsy undergo severe physical, psychosocial,
emotional, coping, adjustment within marital relationship, issues surrounding children, employment, economic
burden and stigma about the disease. Family caregivers also face enormous problem of caring who is having
epilepsy is an enduring stressor and causes considerable amount of burden. The results agree with Anna, % who
reported that, epilepsy had an impact on caregivers' QOL and imposed a mild to moderate burden as a consequence
of caregiving. This could be because; a caregiver is in a position to have a significant influence on the quality of
life of the children with epileptic for whom they are caring. Although living the children with epileptic can result
in personal challenges, it does not have to result in an inability to have a full and rewarding life.
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Moreover, the study reported that, the family caregivers had lowest scores in domains of environment,
psychological domains; this is agreement with previous evidence where family caregivers of children with
epileptic reported a higher risk of poor mental health and depression compared to family caregivers of children
without epilepsy. %32 American Epilepsy Society et al., %31 noted that, the HRQOL may seriously be affected
by the attitudes of their other family members and environment, if the people around were also unaware or
uneducated about this illness. This result is probably for the reason; Family caregivers can be instrumental in
helping the children with epilepsy to learn about the condition, to share that information with others, to find
effective medical treatment, to develop a support network of family, and to pursue what brings joy into their life.

The finding of the present study could be attributed to that family caregivers (particularly the parents)
were struggling with great difficulties to admit and accept the child” diagnosis. They were also very concerned
about the unpredictable nature of epilepsy, prognosis and the side effects of anti-convulsant as well as the
“epilepsy” label itself. All these issues may have imposed anxiety, psychological and social problems,
uncertainties and ultimately problems in attempting to positively adapt to the challenging situation.

Furthermore, the present study, also indicated that, the family had low scores in domains of social
relation, activities and physical health, this in the line with: Yamazaki et al., B4 reported in their study in Japan,
that family caregivers of epileptic children had low QOL in relation to their social functioning. 131 Reported similar
findings where the caregivers of childhood epilepsy reported higher levels of family conflict, B8 while a qualitative
study by Khalifa et al., ¥} in a study carried in Egypt, noted that stronger marital relationships tend to contribute
positively towards better coping as a caregiver. (38

According to Saburi et al., ®° Family caregivers who are able to adjust to the illness situation themselves
can cheer up the patients and empower them to cope with the illness. Moreover, family reactions such as openness,
acceptance, and support, were positively correlated with the quality of life. A statistically significant positive
correlations were detected between children total QOL and their family caregivers QOL, also some of the subscale
of the children had a significant correlation with their caregivers’ subscales, which is mean that QOL of the
epileptic children had a strong effect on their family caregivers QOL (Table 3,4).

Poor QOL in families with epileptic children may be due to the noted impact of life-long social stigma
and possibly, the absence of fee —subsidy services, also due to their negative or poor psychological response to
the challenge of care giving and decrease family physical capacity and poor coping due to physical ,psychological
and social burden of the disease as a life-long disease impacted on their daily life routines., this opinion is
supported by Begley et al.,[*lin the study carried in the United States, reported that, living with epilepsy patients
exposes one to challenges at home, school, workplace and other outdoor places since epilepsy can impose
immense burden on both patients and their family caregivers, causing loss in quality of life (QOL) and daily
productivity.

The association between children’s quality of life and family functioning was confirmed by Hodaiova
et al., ¥ who studied the quality of life in children aged 11-15 years and their subjective perception of family
functioning in Czechoslovakia, the results of their survey indicate that higher quality of family relations is related
to an increase in children’s quality of life. The study carried out by Sikorova &Buzgové,*d showed a weaker
correlation between family functioning and children’s quality of life. A study by Moreira et al., [ highlighted
an interrelation between the child’s illness and family functioning as well as an interrelation between family
functioning and the child’s psychosocial status.

Moreover, Ana, 4 reported that, epilepsy had an impact on caregivers' QOL and imposed a mild to
moderate burden as a consequence of caregiving. Recent reports in Sudan have indicated that family caregiver’s
impression of the patient’s QOL is a significant predictor of the overall QOL of that of the patient and that of the
caregiver.®IThe finding of the present study is also in the line with Awadalla et al., “s1who found in a study in
Sudan that, caregivers’ proxy rating of the patients” QOL was a significant predictor of the QOL of the patients
and the QOL of caregivers. Adewuya, " in a study in Nigeria, indicated that, patient - caregiver characteristics
do impact on each other’s QOL.

V.  Conclusion:

The current study and research questions concluded that that family caregivers of children with epilepsy
showed a decrease in QOL, moreover, the total QOL of the family caregivers is lower than the total QOL of their
epileptic children, a statistical significant correlations were found between total QOL and some of subscales of
QOL of children and of their family caregivers total QOL and subscales, the study also provided an important
evidence that the illness of epileptic children had an impact on their family caregivers' quality of life.
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VI. Recommendation:
= For family:
Parents should provide a safe psychological and physical environment from which the child can explore the
world and master the developmental tasks of childhood and adolescence.
Encourage epilepsy support groups for giving children with epilepsy and their family members’ ways to share
their experiences, frustrations, as well as tips for coping with the disorder.
Raising awareness and improving education of epileptic children and their family through up-to-date, accurate
information about epilepsy, treatment options, and associated comorbidities and risks, as well as information
about available vocational and community resources and health care services upon diagnosis regardless of
their socioeconomic status, demographic group, culture, or geographic location.
Parents should work with the school system to find reasonable ways to handle any special educational or
environmental supports their epileptic children may have.

»= For children:

Involvement of epileptic children in school activities is paramount to fostering a sense of emotional well-
being well as, promoting social and physical development.

Provide counseling services can help children cope with epilepsy in a positive manner.

All children with epilepsy should have a health plan on file at their school which tells teachers what to do if
the child seizures during the school day which might include supporting the child, giving emergency
medications, calling the parents.

Provide epileptic children, families, and caregivers with high-quality, validated epilepsy education,
vocational rehabilitation programs to build the skills needed to achieve optimal self-management.

= Further studies:

Identify effective interventions for epilepsy accompanied by mental health comorbidities, risk factors for
injuries, suicide, status epilepticus, and sudden unexpected death in epilepsy.

Prospective studies that examine the effects of epilepsy on cognitive function.

Studies that develop and evaluate educational programs to improve the knowledge of epileptic children, their
family and health providers about epilepsy.

Evaluation of behavioral interventions programs on health outcomes and quality of life for children with

epilepsy.
Development of interventions programs to identify academic problems and improve academic achievement
in students with epilepsy.
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