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ABSTRACT

Background: Pediatric epilepsy is one of the most common neurological disease
worldwide. In Egypt the epilepsy prevalence in children was reported as (9/1000).
Parents, especially mothers, have essential roles in assisting their epileptic children in
manage their condition and deal with psychological issues. Aim: The present study aims
to; assess of maternal practices on quality of life for their epileptic children. Subjects and
Methods: Design, A descriptive cross sectional research design was used to conduct the
study at El-Arab health unit in Port Said city. Subjects: A purposive sample of 80
mothers and their epileptic children was included in the study. Children's age ranged from
6-12 years. Tools Three tools used for collecting data consisted of; (1) A structured
interviewing sheet include personal characteristics of epileptic children and their mothers,
and medical history, (2) Mothers practices questionnaire sheet, (3) Quality of life (QOL)
sheet. Results: the current study revealed that about three quarters of the studied mothers
(73.8%) had inadequate practice score, about two thirds of the studied children (62.5%)
had inadequate QOL scores. Conclusion: the most of the studied mothers had poor
practices which negatively effects on their children quality of life. Recommendations:
provide supportive educational interventions to support epileptic child and his/her family
in all quality life domains and disease management process, increase awareness of
epileptic children's mothers and care givers about care practices regarding epilepsy and
existing resources in Egypt, and develop patient education sessions through mass media

to reduce exposure to seizure triggers.
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INTRODUCTION

Pediatric epilepsy is one of the most common neurological disease worldwide. In
Egypt the epilepsy prevalence in children was reported as (9/1000). Parents, especially
mothers, have essential roles in assisting their epileptic children in manage their condition
and deal with psychological issues (Ayar et al., 2021). A number of characteristics, such
as the strength of the parent-child bond, parenting assurance, family ties, functioning and
stress, and parental psychopathology, are worse for families with children who have
epilepsy. In contrast to epilepsy-related issues, these factors frequently have a stronger
detrimental impact on the child's quality of life and psychopathology (Puka et al., 2018).

As maintained by EI Nabawy and Abdelgawad (2022), common
misunderstandings in epilepsy include overprotection of children with epilepsy from their
family, which prevents them from participating in sports or social activities or attending
school, resulting in high levels of fear and lack of confidence. Furthermore, Hamaad and
Alseraty (2019) asserted that, low levels of self-efficacy in managing seizure are
associated with negative attitudes toward epilepsy as an illness, fears about seizures and
greater severe episodes, less family support and management, and more depressive

symptoms.

The major part of care duty for the epileptic children is often taken by their
mothers. They are particularly crucial in assisting their epileptic children in adjusting to
their condition. Practically speaking, they must seek treatment, ensure their kids follow
treatment regimens, provide care before, during, and after the attack, help the kids operate
both within and outside the home, and control how other people's attitudes affect the kids
(Gamal et al., 2021). The support and understanding of mothers of children with epilepsy
are invaluable in helping develop ordinary living skills (Akbas and Kartal, 2022).

Conde-Guzon et al. (2020) argues that epilepsy is a chronic neurological illness
has effects on the quality of life of the epileptic children and their families. It considered
critical to evaluate the well-being and quality of life of epileptic children. On another
hand, parents are considered the core of the epilepsy management as supervisors of their
children. Ayar et al. (2021) suggested that the management of the epilepsy for epileptic
children, their parents should assess the QoL of the child life.



Port Said Scientific Journal of Nursing Vol.10, No.4, December 2023

Moreover, epileptic children are at risk of cognitive, psychological, behavioral,
and social negative outcomes that can ultimately lead to poor quality of life. Hence, it is
important to identifying potential risk factors associated with poor outcomes when
deciding the treatment for epileptic children (Phillips, Widjaja, and Smith, 2020) The
need to raise awareness about epilepsy among caregivers, particularly mothers who assist

their epileptic children physically and emotionally is critical (Saraswathi, 2019).

Epilepsy management necessitates a grasp of how epilepsy affects all parts of a
child's life. Traditionally, epilepsy care has focused on seizure control, with little
attention made to QOL (Pachange et al., 2021). In this context, pediatric nurses are a
crucial part of this service and comprise care planning, encouraging proper involvement,
risk assessment, liaison with schools and respite care, training in rescue medicine, and
telephone counseling (Mammas and Spandidos, 2020). Pediatric nurses also, in an ideal
position to establish a link between the physicians and the affected families and offering

valuable advice and support (EI-Marzaky et al., 2019).
Significance of the study

Parents especially mothers, play a significant role in management of epilepsy
especially the management of epileptic fits in terms of home management. So that,
raising awareness about epilepsy and its etiology will increase the knowledge and
practices toward epileptic children. Therefore, this study aimed to assess the effect of

epileptic children’s mothers practice on the quality of life for their children.
AIM OF THE STUDY

The study aim was to study the effect of maternal practices on quality of life for
their epileptic children.

SUBJECT AND METHOD
A. Technical design

This design includes a description of the research design, setting, subjects, and tools

of data collection.
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Research design

A descriptive cross sectional research design was utilized to meet the aim of this

study.
Study setting

The current study was conducted at EI-Arab health unit in port said.

Subjects

A purposive sample of 80 mothers and their epileptic children was included in the

study. Children's age ranged from 6-12 years.
Tools for data collection:
Three data collection instruments were used:
1- A structured interviewing tool:

The scale was developed by the researcher in Arabic language. This tool includes

three parts:

= Part I: Personal characteristics of the mothers: It includes data related to

epileptic children’s mothers as: age, marital status, residence, level of education,

occupation, income, number of children, did you attend training about Epilepsy? did

you have experience in care of child with epilepsy?

= Part 1l: Personal characteristics of children: It includes data related to epileptic

children as: age, gender, number of siblings, birth order of the child, academic year,

academic level, School problems due to illness and the special services received from the
school.

» Part III: Child’s medical history: It includes data related to epileptic children
medical history as: onset of epilepsy, duration, frequency of seizures, specific
events or circumstances, receiving treatment, the effect of taking medication,
other chronic illnesses, hospitalization due to illness, and family history of the

disease.
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2- Mothers’ practices questionnaire:

This tool was adapted by the researcher from Hamaad & Alseraty (2019) to assess
mother's practices in caring for their epileptic children before, during and after the attack

and mothers’ practices in the management of side effects of antiepileptic drugs.

Scoring: every mother was answered on a 3-point Likert scale ranging from 1 to 3; a

score of 1= never, 2= sometimes, 3=always.
3- Quality of life (QOL):

This tool adapted by the researcher from Sidhu et al. (2019) and will be used to
evaluate the QOL of the children. The QOL is a parental, multifaceted epilepsy-specific
scale for evaluating the QOL of children aged 4-18 years. It contains 60 items covering
five domains of life function: Physical activities (1:12), well-being (13:31), social
activities (32:40), child’s behavior (41:58), general health (59,60).

Scoring: The scoring was based on a scale of 0 = worst outcome to 5 = best
outcome. Several items have reverse anchors and therefore when it coded the items were
need to reverse the scores of those items. The items were reversed are: 1-7, 9, 16-27, &
29-34 and 38.

The score for each domain was obtained by calculating the average of the items
(except items 6 and 16) completed by the patient and then applying a linear

transformation to obtain an average score ranging from 0 to 100.
B- Operational design
The study field of work was carried out through the following phases:

Preparation phase

It included reviewing of relevant literature, different studies and theoretical
knowledge of various aspects of the problems using books, research articles, internet,

periodicals and magazines.
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Content validity

Tools were tested by seven experts from the faculty of nursing in field of pediatric
nursing to test its content validity and modifications according to the experts' comments

and recommendations were done.
Reliability

The reliability of the developed tools was estimated it show a positive

significance with (r=0.84%).
Pilot study

After the tools have been developed, they were tested through a pilot study, which
was carried out on 10% of the total sample of the epileptic children’s mothers. It was
done on 8 mothers attended to El-Arab health unit in Port-Said city and these were

excluded from the total sample.
Field work

e The director EI-Arab health unit was provided official written approval for the
study's conduct, and each participant (mother) provided verbal agreement after
being made aware of the study's nature and objectives.

e Oral agreement for participation was obtained after illustrating the purpose of
the study. Then, the researcher started the interviewing process, which lasted for
about 15-30 minutes. The three tools were completed by the researcher during
the interview with each mother.

e After completing the filling of the tool, the researcher reviewed every point
within the tool ahead of the patient to make certain that no points are missed.
The actual fieldwork took place over the course of ten months, within the period
from the start of February, 2020 and completed by November, 2020.

C- Administrative design

Official letters were directed from the Dean of the faculty of Nursing to the
meager of El-Arab health unit in port said requesting their cooperation and permission to

conduct the study, after explaining the aim of the study.
6
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Ethical considerations

The research ethics committee at the Faculty of Nursing, Port Said University,
approved the study protocol. All research ethics principles were complied with according
to Helsinki Declaration. Oral consent was obtained from mothers after explaining the aim
of the study and its procedures to them to assured that the information obtained were
confidential and used only for the purpose of the study and maintain their privacy.
Mothers were informed that they were allowed to choose to participate or not in the study
and they have the right to withdraw from the study at any time with no consequences.

The study maneuvers could not have any actual or potential harms to participants.
D. Statistical design

After completion of data collection, data was organized, tabulated and
computerized in Microsoft Excel 2019, and statically analyzed. The statistical package
for social science (SPSS) version 28 was used to analyze the data on a PC. Data were
presented using descriptive statistics in the form of frequencies and percentages for
qualitative variables, means and standard deviations for quantitative variables. Cronbach
alpha coefficient was calculated to assess the reliability of the adequacy scale through its
internal consistency. Qualitative categorical variables were compared using the chi-

square and p-value test.
RESULTS

Table (1) shows socio-demographic characteristics of the studied epileptic
children’s mothers indicated that, the most of the studied epileptic children’s mothers
(82.5%) their age group was ranged from 26 to 36 with mean 30.6 +4.7 years. While less
than three quarters of them (71.3%) of them were married and less than three quarters
(73.8%) of them are living in urban areas. Moreover, more than a half of them (52.5%)
had secondary school level of education. While more than three quarters (75.5%) were
working and less than two thirds (65%) of them their income not enough. In the other
way, more than three quarters of them (76.3%) were have less than three children, and all
of them (100%) weren’t have training about epilepsy and weren’t have experience in

caring child with epilepsy.
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Table (2) reveals socio-demographic characteristics of the studied epileptic
children, which more than a half of studied epileptic children (56.3%) were males and a
half of them (50%) their age group was ranged from 8 to 10 years with mean 9.0 £1.8
years, less than two thirds (62.5%) of them were have one brother and less than three
quarters (73.8%) of them ranked second among their brothers. In the other way, all of the
studied children (100%) were entering custody, the most of them (82.5%) weren’t have
nursery problems due to their illness, and all of them (100%) weren’t leave custody
because of their illness, as well as the table indicates that, near to one quarter (26.3%) of
the total children were in the 4™ grade academic year and less than three quarters (73.8%)
of them were indicate moderate level and all of them (100%) weren’t have problems at

school due to their illness.

Table (3) clears distribution of the children according to their medical history and
clarified that, more than a half of the studied children (51.2%) were suffered from the
epilepsy from 2 — 3 years, and less than three quarters (71.3%) of them have seizures less
than 3 times a month and more than a half of them (52.5%) mentioned the duration of
seizure one minute. As well as, all of the studied children (100%) reported that seizures
begin due to specific events or circumstances and they experience the same sensations
before starting each shift. More than a half (53.8%) of them start receiving treatment
from more than 24 months, and all of them their condition improved by medication.
While all of studied epileptic children (100%) didn’t suffer from any other chronic
illnesses and didn’t taking medication for these diseases, and the most of them (82.5%)
didn’t hospitalize due to illness. Whereas, all of them (100%) their brothers haven’t been
exposed to this disease and didn’t have another family history of the disease.

Figure (1) states distribution total maternal practice levels, which less than three
quarters (73.8%) of mothers had inadequate practice. while, more than one quarter
(26.3%) of them had adequate practice scores.

Figure (2) shows distribution of total Quality of Life levels indicated that, less
than two thirds of the studied epileptic children have poor QoL level, while less than one

tenth of them have good QoL level.

Table (4) presents the correlation between the epileptic children quality of life

and the maternal practice score. There was statistically significant correlation between
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maternal practices scores and children’s QoL of epileptic children, were X? = 5.304, P=

0.002 respectively.

Table (1): Socio-demographic characteristics of the studied epileptic
children’s mothers (n=80).

Personal characteristics N %

<26 15 18.8

Age/ vears 26 < 37 51 82.5
gery 37 or More 14 175

Mean £ SD 30.6 £4.7

Married 57 71.3

Marital Status Divorced / Single 14 17.5
Widow 9 11.3

. Rural 21 26.3

Residence

Urban 59 73.7

) Secondary Education 42 525

Educational Level — -

University Education 38 47.5

_ Not Working 34 42.5

Occupation -

Working 46 57.5

Enough 28 35.0

Income
Not Enough 52 65.0
) <3 61 76.3
Number of Children

3 or More 19 23.8

High 7 8.8

Academic Level Moderate 59 73.8
Low 14 175
Did you attend epilepsy No 80 100.0

training? Yes 0 0.0
Do you have an experience No 80 100.0

in care of child with
Yes 0 0.0

epilepsy?




Port Said Scientific Journal of Nursing Vol.10, No.4, December 2023

Table (2): Socio-demographic characteristics of the studied epileptic children

(n=80).
Personal characteristics N %
Male 45 56.3
Gender Female 35 43.8
<8 20 25.0
A 8-10 40 50.0
ge More than 10 20 25.0
Mean = SD 9.0+1.8
None 11 13.8
Number of child siblings One 50 62.5
2 or More 19 23.8
. First Child 59 73.8
By erler Second Child 21 263
. . Yes 80 100.0
Did the child enter custody? No 0 00
Do you have nursery problems Yes 14 17.5
due to his illness? NoO 66 825
Did he have to leave custody No 80 100.0
because of his illness? Yes 0 0.0
1st Grade 5 6.3
2nd Grade 15 18.8
Academic year Third Grade 15 18.8
4th Grade 21 26.3
5th Grade 14 175
6th Grade 10 125
High 7 8.8
Academic Level Moderate 59 73.8
Low 14 17.5
Do you have problems at school No 80 100.0
due to his illness? Yes 0 0.0
Do your child receive special No 80 100.0
health services from school? Yes 0 0.0

10
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Table (3): Distribution of the children according to their medical history (n=80).

Items N %

<2 10 125

Duration of illness 2-3 41 51.2

More than 3 29 36.3

. <3 57 71.3

Number of shifts per month 3 or More >3 o

1 Minute 42 525

Duration of a seizure (Minutes) 1.5 Minutes 10 12.5
2 Minutes 28 35.0

Do seizures begin due to specific Yes 80 100.0
events or circumstances? No 0 0.0

Does the child experience the same Yes 80 100.0

sensations before starting each

shift? No 0 0.0

. . o 12 months or less 9 11.3
Since when did he start receiving 12 < 24 months 28 35.0
el ety More than 24 months 43 53.8

) Improve 80 100.0
What’s_the_effect o_f taking No changes 0 0.0

medication on time? i

Getting worse 0 0.0

Do your child suffer from any No 80 100.0
other chronic illnesses? Yes 0 0.0

Is your child constantly taking No 80 100.0
medication for these diseases? Yes 0 0.0
Has the child ever been Yes 14 17.5
hospitalized due to illness? No 66 82.5

Has one of the child’s brothers No 80 100.0
been exposed to this disease? Yes 0 0.0

Is there another family history of No 80 100.0
the disease? Yes 0 0.0

11
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Figure (1). Distribution of Mothers' levels of practice
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Figure (2). Distribution of Quality-of-Life levels

Table (4). Association between the maternal practices and Quality-of-Life level
among their children N=80

Maternal practice
) _ Inadequate Adequate Chi —Square
Quality of Life levels n=59 n=21
n % n % X? P
Poor 41 69.5 9 42.9
oY
Fair 13 22.0 10 47.6 5'2’0 0'(1
Good 5 8.5 2 9.5
X2: Chi-Square test *significant at P<0.05

12



Port Said Scientific Journal of Nursing Vol.10, No.4, December 2023

DISCUSSION

Epilepsy is a chronic disease that is most prevalent among neurological system
diseases and affects individuals of all age groups Leal et al., (2020). Parents, especially
women, are the main caregivers who are responsible for managing the care because many
children are too young to assume partial or whole responsibility for their care. Accurate
knowledge about the epilepsy impacts on children and their families, especially mothers,
and the development of skills are essential elements for assisting them in becoming
stronger partners in children-centered care. The challenges that epilepsy presents to a
child and family include challenging treatment regimens and psychosocial comorbidities
that affect day-to-day functioning, inflict a heavy financial and social load on families,
and are associated with low quality of life Nashaat et al., (2022). So that the present study
aimed to study effect of maternal practices on quality of life for their epileptic children.

As regard to socio-demographic characteristics of the studied epileptic children’s
mothers, the current results showed that the most of the studied mothers their age group
was ranged from 26 to 36 years, and about three quarters of them were married and living
in urban areas. While, more of than three quarters of them were working and nearly two
thirds of them reported that their income not enough. This finding might be due to the
study conducted in port said governorate which considered as urban area, Likewise, most
of the women in the city of Port Said are workers, whether in the public or private
sectors, to face financial pressures. Moreover, these mothers’ characteristics may reflect
positively on their knowledge and practice about care for their children. These findings in
line with the study conducted by Nashaat et al. (2022) who reported that the highest age
in the studied mothers were less than forty years and insufficient income. Also, Shahin
and Hussien (2021) found that most of the studied mothers were with insufficient income

and low level of education.

Regarding socio-demographic characteristics of the studied epileptic children, the
present results revealed that more than a half of the studied children were males and their
age group were from 8 to 10 years old, and nearly three quarters of them were first in
birth order. Also, all of them were entered to custody, and the most of them didn’t have
nursery problems or academic problems. This finding in agreement with Nashaat et al.,
(2022) who observed epilepsy occur more in boys than girls and their age group under 10
years old. Also, the results by Saleh et al. (2021) found that two thirds of the children

13
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were males. While the current result was incongruent with Badawy et al. (2018) who
reported that the prevalence of epilepsy among studied children were higher in females
than males. Also, EL Nabawy & Abdelgawad, (2022); Shahin & Hussien, (2021);
(AbdAllah, Sharafeddin, and Ghonemi, ( 2019) were reported that the highest percent of

the studied children were girls, there order in birth was the second.

The current study showed that all of the studied children didn’t have academic
problems due to their illness and didn’t need to receive special health services from their
school. This finding may due to awareness of Port Said city society by epilepsy illness
which reflect on acceptable educational level of epileptic children. This result in
agreement with Horaib, et al. (2021) who found that three quarters of the studied epileptic
children went to school regularly, the majority of them had no previous academic failure.
While disagreed with Pachange et al. (2021); Subki et al., ( 2018) who found that the

academic level of the children was affected negatively by their illness.

Concerning the medical history of the studied epileptic children, the present
findings revealed that more than a half of the studied children were suffered from the
epilepsy from 2 to 3 years, and more than nearly three quarters of them have seizures less
than 3 times a month. As well as, all of the studied children reported that seizures begin
due to specific events or circumstances and they experience the same sensations before
starting each shift. The current results supported by Shahin and Hussien (2021) who
illustrated that two thirds of studied epileptic children were mentioned that the seizures
preceded by precipitating factors. AbdAllah et al., (2019) also reported that a half of the
studied children had one or two attacks per month. While the present findings not match
with the results conducted by EI Nabawy and Abdelgawad (2022) who discovered that
more than a half of the studied students were with the duration of epilepsy was less than 4
years; the seizures mostly occurred 3 to 5 times per month, lasted for 3 to 5 minutes. Also
AbdAllah et al., (2019) found that the mean disease duration was 6.62 years.

Regard to the maternal practices in dealing with seizures, the current results
illustrated that there was a marked inadequate maternal practices of the studied epileptic
children’s mothers. This result reflects the significant needs to provide educational
intervention to epileptic children mothers and caregivers to improve their practice. This
finding was in line with Elshiekh, El-Dakhakhny, and Moustafa (2016) who found that
the highest percent of the studied mothers were had poor practices of epileptic care for

14
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their children. And consist with EI-Amin, et al. (2021) who reported that the studied
mothers were have significance poor practice and low attitudes level regarding the
disease care. The same study concluded that, epileptic children caregivers need
continuing education about the illness care process. Similarly, Wasilewski, et al. (2020)
who showed that the effectiveness of caregivers’ training intervention in improving their

practices in caring for their children.

Concerning the quality-of-life domains score, the present results clarify that, more
than two thirds of the studied epileptic children have poor quality of life level, and there
was a statically significance relation between the maternal practices and quality of life of
their children. This reflects the strong effect of the mothers practice on their children
mental, physical and social ways of coping with illness. This findings in agreement with
Hamaad and Elseraty (2019) who reported that the majority of the studied mothers their
children cannot live with others can’t do physical activities, has low intellectual abilities
and believes that epilepsy is an obstacle of their children to live a good life, and this
believes were changed post implantation of intervention. And consist with EL Nabawy
and Abdelgawad (2022) who stated that most of the epileptic children parents reported
that epilepsy affected the child's daily activities and considered epilepsy a barrier to the
child exercising. Similarly, Badawy, et al. (2018) stated that the highest percent of the
studied children had poor level of total quality of life.

CONCLUSION

Based on the findings of the present study, it can be concluded that:

The most of the studied mothers had inadequate practices which negatively effects

on their children quality of life.

RECOMMENDATIONS

Based on the results of the present study, the following recommendations were

suggested:

Provide supportive educational interventions to support epileptic child and his/her
family in all quality life domains and disease management process, increase awareness of

epileptic children's mothers and care givers about care practices regarding epilepsy and

15
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existing resources in Egypt, and develop patient education sessions through mass media

to reduce exposure to seizure triggers.
LIMITATION OF THE STUDY

The study was affected by the Covid-19 period, as this led to a decrease in the
number of visits to treatment centers, which resulted in reducing the number of the

sample to 80 children instead of 100.
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