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ABSTRACT

Epilepsy can affect the quality of life (QOL) of patients. The temporal lobe epilepsy (TLE)
is often refractory to medication, which has an adverse impact on QOL. The surgery can
be a form to control the seizures and to improve the QOL of the patients. Objective:
The aim of this study was to verify the QOL of children and adolescents with TLE who
underwent surgery for epilepsy, comparing QOL before and after surgery and investigating
which parameters showed improvement. Method: We used semi-structured questionnaire
in the pre-and post-surgery in 13 patients. The data were analyzed using the Wilcoxon
test. Results: The analysis showed that there was general improvement in the QOL
postoperatively. There was improvement in general health issues, adverse effects of
antiepileptic drugs and the relationship with parents. Conclusion: When properly indicated,
epilepsy surgery improves quality of life of patients with TLE.
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Qualidade de vida e cirurgia de epilepsia na infancia e adolescéncia

RESUMO

Epilepsia pode afetar a qualidade de vida (QV) de pacientes. A epilepsia de lobo
temporal (ELT) é frequentemente refratéria ao tratamento medicamentoso, o que tem
impacto negativo na QV. A cirurgia pode trazer controle das crises e melhorar a QV de
pacientes com epilepsia. Objetivo: O objetivo desse estudo foi verificar a QV de criangas
e adolescentes com ELT que foram submetidos a cirurgia para epilepsia, comparando
a QV antes e apos a intervencdo cirdrgica, verificando quais foram os pardmetros que
apresentaram melhora. Método: Um questionario semi-estruturado foi aplicado durante
a avaliagdo pré e pos cirdrgica em 13 pacientes. Os dados foram analisados utilizando-
se o teste de Wilcoxon. Resultados: A anélise mostrou que houve melhora global da QV
no pés-operatdrio. Houve melhora em aspectos gerais da salde, eventos adversos de
drogas antiepilépticas e relacionamento com os pais. Conclusdo: Quando adequadamente
indicada, a cirurgia para epilepsia melhora a QV de pacientes com ELT.

Palavras-chave: epilepsia de lobo temporal, qualidade de vida, cirurgia.

Epilepsy is not a single condition, but
a group of diseases that presents with re-
current epileptic seizures in the absence
of a toxic-metabolic or febrile condition'.
Epilepsy is one of the most common neu-
rological diagnoses. Because it also impli-
cates economic aspects, it becomes a pub-
lic health problem?,

Due to the seizures and their chronic
characteristic, epilepsy is a condition that
changes the life of the patients both phys-

ically and psychosocially. Therefore, con-
cern about quality of life (QOL) of the pa-
tients is increasing"’. Quality of life is de-
fined as the perception by the patient of
his/her own physical, mental, emotion-
al and social well-being, and his/her per-
ception of how the disease has altered his/
her life®.

The diagnosis of epilepsy is accompa-
nied by social stigma, which is often asso-
ciated with a lack of information, result-
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ing in the imposition of restrictions on many aspects of
the patient’s life*”. In adults, epilepsy has a negative im-
pact on profession, marriage, general and mental health.
In childhood, it affects the physical and cognitive health
of the child and his psychosocial adjustment®’.

Studies on the psychosocial impact of children’s epi-
lepsy have shown an association between emotional and
behavioral problems and the disease®. In teenagers, the
consequences might be even more negative, since this pe-
riod of life is marked by significant changes”.

With the purpose of evaluating QOL of epileptic pa-
tients, many instruments (for adults and children), gener-
al and specific for epilepsy, have been used®*'*. A com-
mon finding from these evaluations is that refractory ep-
ilepsy is a condition that impacts directly and negatively
on the QOL of the patients, mostly worsening social in-
tegration®. Refractory epilepsy is defined as inadequate
seizure control despite appropriate medical therapy with
anti-epileptic drugs (AEDs) or adequate seizure control,
but with unacceptable side effects®.

In refractory cases, epilepsy surgery may control the
seizures"®'*. The aim of the surgery is not only to con-
trol the seizures, but also to improve the QOL of the pa-
tients'*. The comparison between presurgical evaluation
with postsurgical assessment allows us to analyze how
much the patient improved and in which aspects of QOL
the performance is better. Among several types of surgical
procedures, temporal lobe epilepsy (TLE) surgery usual-
ly has the better outcome.

The aim of this study was to verify the QOL of chil-
dren and adolescents with temporal lobe epilepsy who
underwent surgery for epilepsy, comparing QOL before
and after surgery and investigating which parameters
showed improvement.

METHOD

We evaluated 13 patients using a semi-structured
questionnaire'®,

The inclusion criteria were: to have undergone surgery
for refractory TLE at HC/UNICAMP; to have previously
answered the same QOL questionnaire during the pre-
operative assessment; either the patient or the guardian
must have signed the informed consent form.

The QOL questionnaire given to the epilepsy surgery
patient consists of seven parts concerning personal iden-
tification and information about the disease (including
the perception item of seizure control); general health is-
sues (physical, emotional, social, educational and leisure);
physical issues (possible limitations to physical activities
practiced by the patient); side effects of medication; psy-
chological aspects (data on behavior, emotional and cog-
nitive abilities of the child: concentration, memory, lan-
guage and motor skills); social aspects (social interaction,
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leisure and schooling); and environmental influences (pa-
rental behavior towards the child)'.

A direct interview (with objective and closed respons-
es) was conducted by the researcher with the guardian (or
with the patient him/herself). The answers were chosen
on a scale of one to three (referring, respectively, to the
concepts “a lot’, “a little” and “no”), so that the higher the
score, the better the QOL.

A table was set up with the scores of each patient and
the compilation of data was submitted to statistical anal-
ysis with the nonparametric Wilcoxon test. We consid-
ered the significance level of 0.05.

The study was approved by the Ethics Committee of
UNICAMP.

RESULTS

We interviewed 13 patients, seven females and six
males. In this sample, ages ranged from 11 to 21 years,
with a mean age of 15.4 years. The mean follow-up (be-
tween the pre- and postoperative interview) was 3.8 years
(ranging from 7 months to 10 years).

One of the variables studied was the item “Percep-
tion of Control of Seizures” Before surgery for TLE, 10 of
the patients evaluated (76.92%) denied any seizure con-
trol and three of them (23.08%) reported a subtle control.
After surgery, the 13 patients (100%) reported very good
control over the occurrence of seizures.

One should also mention that currently only eight pa-
tients (61.54%) remain on drug treatment with AEDs.

The clinical data cited above are outlined in Table 1.

Table 2 shows the results for each item assessed: gener-
al health, physical aspects, effects of antiepileptic medica-
tion, emotional behavior, cognitive aspects, social aspects
and schooling, and the relationship with parents. From the
analysis of these data, this study found that epilepsy surgery
improves the QOL of patients with refractory TLE. The sta-
tistically significant variables were: general health, negative
effects of AEDs and behavior of parents toward the child.

DISCUSSION

This study aimed to investigate the impact of surgery
for refractory TLE on the QOL of patients. For greater re-
liability in the study, we used the same questionnaire pre-
viously applied in the preoperative assessment.

In the preoperative evaluation of QOL, 15 patients
were interviewed and 13 of these participated in this
study. The number of subjects is certainly small for a
quantitative analysis, however, the focus of this work is
qualitative, comparing QOL in the two periods (pre- and
postoperative) of the subject with himself and with the
data set. The number of patients is also small in many
other studies that addressed the impact of surgery on
QOL of epileptic patients®*!¢,
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Table 1. Clinical data of interviewed patients.
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Patient Gender Age*  Time betweeninterviews Total score total pre- / post-operative  CP** pre- / post-operative
1 F 14y 7yTTm 117/174 1/3
2 F 12y 10y 156/ 161 1/3
3 F 12y 2y11m 148 /169 1/3
4 M 15y 2y5m 187 /203 1/3
5 M 20y 3y 166/212 2/3
6 M 14y 4y4m 196/ 201 2/3
7 F 21y S5y7m 157 /162 1/3
8 M 19y 3y5m 138/183 1/3
9 F 18y 2y9m 170/ 184 1/3
10 M 18y 2y6m 163/177 1/3
11 F 11y 2yém 180/215 2/3
12 M 15y m 147 /197 1/3
13 F 11y Ty 186/ 172 1/3

*Patient’s age at postoperative interview; **CP: seizures control perception.

Table 2. Comparison between pre- and postoperative assessments.

Analyzed aspects Preoperative Postoperative p-value*
Health 128 17.8 0.0024
Physical 288 312 0.0635
Medication effects 84 11.0 0.0010
Emotional behavior 338 327 04814
Cognitive 18.5 19.3 0.2803
Social 14.0 144 0.6855
Schooling 372 422 0.0791
Environment 122 14.5 0.0039
Total 162.4 1854 0.0024

*Wilcoxon's test

With respect to the overall outcome of QOL, the sur-
vey found that almost all patients showed significant im-
provement, which concurs with other results*'*!¢182227,
Despite the excellent control of seizures, only one of our
patients had a decrease in the overall QOL score (sub-
ject 13), mainly due to social, school and behavioral fac-
tors. Our excellent results are superior to those found in
other studies, because almost all of our patients benefit-
ted from surgery. This is probably due to the fact that the
selection for epilepsy surgery followed very strict crite-
ria when the program was implemented. Another expla-
nation is the fact that our study aimed exclusively at as-
sessing patients undergoing surgery for TLE, unlike sev-

eral other studjes!® 120222527

, which analyzed the surgi-
cal results of all refractory epilepsy in childhood, thus in-
cluding different epilepsies, often more severe than TLE.
Another consideration is the long-term follow-up of our
study. The average time between the pre- and postsur-

gery was 3.8 years.

All subjects indicated a high level of perception of sei-
zure control (attributed to a maximum value when ques-
tioned about it). Other studies have also found a high de-
gree of seizure control"*'*'** and positive correlations
between the control and the degree of patient satisfac-
tion'*'®172*28 However, our findings were higher than
those of the literature and, again, this is probably due to
the strict inclusion criteria in our study and the fact that
we have focused on surgery for TLE only, excluding oth-
er more serious etiologies.

The variables with significant influence on the im-
provement of QOL after surgery for TLE were: general
health'®*?, the negative effects of AEDs***® and paren-
tal behavior in relation to their children'****. Mikati et
al."® found that the severity of symptoms, side effects of
medication, general health and well-being improved af-
ter surgery, leading to consequent improvement of QOL.
The general health and QOL also improved, according to
a study by Markand et al.””. However, these authors also
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indicated an improvement in other aspects (emotional,
cognitive, physical and social), in contrast to the present
study. The improved relationship with parents is a result
of their changing their behavior toward the child or ad-
olescent. According to Souza et al.*’
overprotective reactions, exaggerated permissiveness and
excessive observation because of the epilepsy, which leads
to many restrictions or difficulties in imposing disciplin-
ary boundaries on their children. These behaviors inter-
fere with the patient’s QOL. Smith et al.”® reported that
the elimination of seizures in patients after surgery im-
proves family relationships, as there is improvement in
communication and family cohesion, and conflict reduc-
tion. Also, according to these authors, mothers feel more
able to promote and encourage the development of au-
tonomy and independence in their children. The study by
Elliott et al.”* surveyed the perceptions of the QOL of ad-
olescents and their mothers. Although markedly different
perceptions were noted between mothers and their chil-
dren, for both, the main positive change (85% and 70%,
respectively) was in family relationships.

Of the 13 patients interviewed, only five of them are
off medication, and the remaining eight are still on treat-
ment (mono or polytherapy) with AEDs. However, the
current use of drugs does not appear to have a significant
impact on the QOL.

In summary, our data showed that, in relation to gen-
eral health issues, there was improvement in all assessed

, parents may have

parameters (physical, emotional, social, educational and
leisure); with respect to side effects of AEDs, there was
a significant improvement, with reduction of effects of
AEDs; in the relationship with parents, there was im-
provement, mainly in the parents’ behavior toward their
children. Thus, we conclude that surgery for epilepsy,
when well indicated, improves the QOL of children and
adolescents with TLE.
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