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Quiality of Life in Children With Epilepsy
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ABSTRACT

Children with epilepsy are a particularly sensitive part of population and require
continuous monitoring by neuro-paediatricians, so that any behavioural and func-
tional changes that occur during mental maturation from the side effects of the
therapy, but also the consequences of the disease itself, could be timely noticed.

The aim of this paper is precisely to point out the potential difference in the qual-
ity of life of children with epilepsy, through the synthesis of relevant literature, in
order to alert the local professional public about the need for mutual cooperation
with neuro-paediatricians, psychologists, child psychiatrists, but also social work-

ers and teachers at school.
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INTRODUCTION

Contemporary epileptology is focused on shap-
ing the definitions and classifications of epi-
lepsy, inter alia with the aim of reducing a per-
sistent stigma in the society around it, especially
in developing countries. Epilepsy is nowadays
no longer treated as a disorder, but as a disease.
The latest classification, which has simplified
the aetiological and clinical division of epileptic
seizures, has enabled people with epilepsy and
their immediate environment to better under-
stand the diagnosis.*?

Namely, it is known that the stigma used to be
related to the fear of the unpredictable and un-
known, because that is how epileptic seizures
once seemed. Being a chronic disease that re-
quires the use of antiepileptic therapy over a
long period of time, epilepsy can greatly change
the life of the patient and his/her family. The
obligation to take daily therapy itself makes a
patient lead a different life than his/her envi-
ronment. There are also numerous side effects
of antiepileptic drugs that lead to changes in
physical appearance, behaviour, psychosocial
and emotional functioning. On the other hand,
weaker control of the incidence of epileptic sei-
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zures, limitations in playing sports, choosing a
profession, may contribute to the impression of
less value for those with the disease. All this can
lead to anxiety and depression.> 4

Do children with epilepsy have a different lifestyle?
Since epilepsy is a chronic disease with a some-
times diverse symptomatology of the onset of
seizures, coping with the diagnosis varies from
one diseased to another. Potential reactions to
the disease are: a regression or withdrawal reac-
tion that manifests as a form of helplessness; de-
pressive reaction when the patients are inactive,
unmotivated, unwilling and passively expecting
help, projective reaction, when they are angry
and wondering why they are sick of all people,
when they often blame others for their own con-
dition; a negative reaction, when patients do not
perceive the seriousness of their status, do not
see a reason for fear, do not cooperate with the
doctor, and thus escape from reality; an adapta-
tion or acceptance reaction when the sick invest
a large amount of energy to cope with their ill-
ness.*5

Since epilepsy can affect different spheres of
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life, questionnaires dealing with measuring the
quality of life of patients, with little difference
depending on the geographic area of validation,
focus on the field of emotions, perception of re-
ality, cognition, opportunities to perform daily
physical activities, participate in social activities,
social functioning of children and their parents.
These studies are often associated with assess-
ments of intellectual functioning, depression
and suicide anxiety scales, estimates of compli-
ance in terms of adherence to therapy, and con-
trol of seizure frequency.®”

There are significant studies that have com-
pared the lifestyles of patients with epilepsy and
healthy children but also of those with other
chronic diseases. In a study done in India, epi-
lepsy patients were found to have a lower quali-
ty of life than those with migraine and diabetes
mellitus, and to cope with greater stigma in the
society than patients with other chronic diseas-
es. They are also less likely to engage in sport ac-
tivities, have fewer hobbies, and are more obese
than the healthy controls.®

In a prospective 2-year follow-up study, epi-
lepsy was found to be associated with impaired
intellectual functioning, clearly indicating that
at the start of the IQ trial both control and epi-
lepsy groups were in the same bands. What was
expected was a slight delay in intellectual func-
tioning to be found in pharmacoresistant epilep-
sies, with a higher frequency of seizures.®

A study conducted in Western Europe found
that a lower quality of life in children with ep-
ilepsy was associated with a lower educational
level of parents. What is unusual about the re-
sults of that study is that more frequent visits to
neuro-paediatricians are associated with greater
anxiety and depression in children, as well as
with poor school grades.°

Furthermore, Taylor et al. found that children
with epilepsy are less likely to initiate social con-
tacts, they feel frustrated about going to school
trips and outings, start consuming cigarettes
earlier and, although at a small higher percent-
age, are more prone to risky behaviour.”

Hamama-Raz et al. showed in their study that
children with epilepsy sometimes had be-
havioural and concentration problems. This is a
reason why research that seeks to compare the

quality of life of patients with epilepsy and the
side effects of antiepileptic therapy is interest-
ing, as it often remains unclear what is the cause
and what is the consequence.*?

Many studies have sought to link psychic chang-
es in children with epilepsy, and the type and
frequency of seizures. The results are similar -
anxiety-depressive disorders and concentration
problems are more prevalent in uncontrolled
generalised tonic-clonic and partial onset sei-
zures and what remains unknown is the cause
and the effect between poorer quality of life and
less active lifestyles.! 4

Children with epilepsy may have significantly
more trauma and post-traumatic stress disor-
der than healthy controls and are well known to
have more psychiatric illness than healthy con-
trols. They cope with anxiety, depression and
repressed feelings, and all this also can lead to
the development of psychogenic non-—epiletic
seizures.'s

Epilepsy may have a big role in choosing a pro-
fession, in family planning and also in various
life organisation situations. If children with ep-
ilepsy do not receive adequate support from the
family and the society, they may feel insecure
about their life decision-making.*

Surveys of children the day after experiencing
seizures at school or in the society show how
much stigma, shame, fear of recurrence, and
feelings of rejection children with epilepsy may
sometimes cope with.™

Some studies that place the quality of life of chil-
dren with epilepsy in the context of their grow-
ing environment have come to the conclusion
that their families are similar to most families
affected by a stressful life situation that neces-
sarily leads to changes in family relationships
and therefore and that there is an imperative
that family relationships are balanced and im-
bued with emotions.

Most studies, on the other hand, have come to
the conclusion that if children have adequate
support from the society, there are no limits to
their daily functioning, nor is there a difference
between the quality of life compared to healthy
children and teenagers.o—4
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How to improve the quality of life in children with
epilepsy?

Recognition of the weak links in the relationship
of children with epilepsy and their families in-
dicates a need to insist on a multidisciplinary
approach and on the involvement of psychol-
ogists, social support, educators of school staff
in addition to neuro-paediatricians. Along with
the efforts of pharmaceutical companies to find
the most ideal antiepileptic drug, it is clear that
a sick child needs to regain self-esteem and self-
love, which is something that actually truly lies
within the power of us, physicians.”

In more developed countries there are special
programmes known as “Self-management for
people with poorly controlled epilepsy“. The
goal of these programmes is to maximise the
potential that children carry, despite suffering
from epilepsy. As part of the program, psychol-
ogists trained in epilepsy and the potential side
effects of antiepileptic therapy are hired. In ad-
dition to them, there are social workers in the
school, who provide occasional education for
school staff and healthy children about epilep-
sy, thus reducing social stigma and supporting
the family of children with epilepsy. Also, the
existence of the Association of Epilepsy Patients
makes it possible that patients and their fami-
lies, who often encounter similar obstacles, can
support one another, and exchange experiences
about therapy, overcoming difficulties in school
and society.17, 18 Unfortunately, there are still
no such programmes in our region, but it follows
from all this that the whole team, led by a neu-
ro-paediatrician, must encourage children with
epilepsy to live life without restriction.

According to numerous studies, physical activity
can significantly reduce the anxiety and depres-
sion in children with epilepsy. Practicing phys-
ical activity for children with epilepsy brings
numerous benefits, has the effect of reducing
anxiety and depression and enhances quality of
life.”7

Contemporary epileptology, when it comes to
counselling a child with sports-related epilepsy,
adheres to the guidelines issued in 2016 by the
International League Against Epilepsy (ILAE).
Different types of sports are divided into three
groups, based on the dangers that the patient
and his/her teammates may cause if the attack

occurs during physical activity. After a patient
is classified into one of the groups, one consid-
ers the type of epilepsy, characteristics and fre-
quency of seizures, depending on the sport the
patient wants to practice. Although the guide-
lines are clear, it is necessary to encourage the
patient to practice appropriate sports activities
if there is no danger to his or her health and the
environment.®

In addition to monitoring seizures, correcting
antiepileptic therapy, and reading EEG in the
outpatient clinics of the neuro-paediatrician,
attention must also be paid to the psychological
status of the child and his/her family. Therefore,
it is recommended that in the area of profession-
al relationships inquire about their functioning
as a family, to work together to find the best
solution if there are problems. 122!

Due to the potential side effects of antiepileptic
therapy, the implementation of standardised
scales relating to anxiety and depression, suicid-
ality, cognition, behavioural changes, quality of
life of the diseased children and their parents,
are recommended at the beginning of the intro-
duction of therapy and after a year. In this way,
chances to miss changes that the family may not
be able to verbalise or reluctantly talk about are
reduced.’® 22

CONCLUSION

Children with epilepsy, based on relevant re-
search on this topic, in most cases, have a lower
quality of life because, in addition to the unpre-
dictability of seizures, they struggle with anxi-
ety, depression, and lower sense of self-esteem.
Therefore, increased caution is needed for neu-
ro-paediatricians, along with psychological mon-
itoring and education of the environment and
society to reduce the stigma that is still associ-
ated with epilepsy. All of these proposed recom-
mendations are intended to completely monitor
the patient with epilepsy during the paediatric
period in order not to miss events that may lead
to a decrease in quality of life. Except for be-
ing diagnosed with epilepsy, these children are
no different from other children and can grow
into individuals, with equal support from their
healthy peers, who work, produce, and contrib-
ute to the society, as well as their healthy peers.
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