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Abstract: INTRODUCTION: Epilepsy is
the most prevalent chronic neurological
disease in the world. Treatment is initially
pharmacological ~ through  anti-epileptic
drugs, which include anticonvulsants. The
disease negatively impacts quality of life
(QoL), and there are standardized scales to
measure QoL in Epilepsy, such as QOLIE-31.
However, the concept of quality of life is
broad and it is necessary to objectively assess
which areas of well-being are most impacted
by the disease. OBJECTIVES: to describe the
quality of life of patients with epilepsy under
clinical treatment. METHOD: descriptive
study, carried out through review of medical
records and application of the internationally
validated QOLIE-31 questionnaire. It took
place from June 2021 to June 2022 in patients
over 18 years of age diagnosed with epilepsy.
RESULTS: Seventeen patients participated
in the study, 10 men (58.8%) and 7 women,
of different ages (the youngest in the 18-29
age group, and the oldest over 70 years old).
The responses to the questionnaire were
interpreted using the QOLIE-31 formula,
which transformed the subjective responses
into scores from 0 (worst QLV) to 100 (best
possible QLV), divided into 7 parameters -
sociability, calmness during seizures, energy,
general quality of life, cognitive function,
emotional well-being and adaptation to
medication. Each parameter evaluated in
the questionnaire had its mean, standard
deviation, minimum, maximum and median
calculated. DISCUSSION: the means of the 7
QOLIE-31 scores demonstrate that the factor
with the worst influence on the quality of life
of patients with epilepsy is the lack of calmness
in having seizures - which is the result of
social stigma, insecurity about getting hurt
and constant fear of having seizures. The best
factor evaluated was the general quality of life,
which covered responses that did not depend
exclusively on epilepsy. Thus, it can be seen
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that despite the disease, the patient can present
well-being in other areas of life. The other
areas evaluated obtained intermediate scores,
with averages ranging from 59.5 to 65.4 out of
100 possible points. CONCLUSION: the lack
of tranquility in having seizures is the worst
factor in the QoL of the patient with epilepsy.
The care team must address this fear during
consultations, in order to train the patient on
how to act in the event of a seizure and thus
reduce the negative impact of seizures on
their QoL.
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INTRODUCTION

Epilepsy is the most common chronic
neurological disease in the world, with an
estimated prevalence of 65 million people
. According to the ILAE (International
League Against Epilepsy), the diagnosis can
be defined by two unprovoked seizures that
occur more than 24 hours apart. %. In 2014, the
definition of the disease also included patients
with only one unprovoked seizure who have
a high risk of recurrence in the next 10 years
(such as two provoked seizures), and patients
diagnosed with an epileptic syndrome. The
ILAE classifies seizures into 3 large groups:
focal onset, generalized onset, and unknown
onset, as shown in Image 01. Thus, the clinical
presentation is quite heterogeneous, ranging
from perceptual seizures to generalized tonic-
clonic seizures with loss of consciousness®.

The disease has a significant impact on the
patient’squalityoflife(QoL). Amongthefactors
associated with the loss of QoL, the highest
frequency of seizures and the side effects of
medication stand out. Given this scenario,
standardized scales for measuring QoL in
epilepsy were created. An internationally
recognized scale is the QOLIE-31 (Quality of
Life in Epilepsy), developed by Cramer et al in
1998. This consists of a questionnaire with 31
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ILAE 2017 classification of crisis types

Simplified scheme

1 — Focal start 2— Generalized start ~ 3-Unknown start
Perceptive: AWARE Not perceptive Motor Motor
IMPAIRED Tonic-clonic | Tonic-clonic
AWARENESS Other motor Other motor

Non-motor (absences)

Motor start
Non-motor start

Focal evolving to bilateral tonic-clonic

Non-motor
Behavioral arrest

4 — Not classified

* Figure 01: ILAE seizure classification. Figure 1. ILAE 2017 basic operational classification for seizure types.

1 Definitions, other seizure types, and descriptors are listed in the article and in the glossary of terms that

accompanies this article. 2 Due to inadequate information or inability to insert in other categories. https://

www.ilae.org/files/ilaeGuideline/OperationalClassification-Fisher2017-Brazil. pdf

questions about memory, mood, leisure, and
limitations in daily life, and thus assesses the
quality of life of the patient with the disease®.
The first line of treatment is medication
using anti-epileptic drugs (AEDs). However,
AEDs are associated with adverse effects such
as psychomotor slowing and sedation, and do
not provide seizure control for all patients’.
In a review published in the New England
Journal of Medicine, Kwan et al proposes that
22.5% of patients with epilepsy are refractory
to medication, which generates a greater risk
of injury, early death and lower quality of life®.

METHODS

The research consists of a descriptive study,
with the objective of identifying the quality of
life parameters most affected by epilepsy, and
has approval from the C.E.P. under CAAE
44763021.4.0000.0020. The study carried out
a review of medical records and application of
the QOLIE-31 questionnaire to patients with

epilepsy at the Hospital Universitario Cajuru
(HUC), in Curitiba-PR-Brazil, from June
2021 to June 2022.

The inclusion criterion to participate in
the research was to be treated at *'Hospital
Universitdario Cajuru’’ with a diagnosis of
epilepsy, while the exclusion criterion was
to be under 18 years of age. Based on the
information in the medical records and
application of the QOLIE-31, the quality of
life score of each patient was calculated, and
thus, the parameters related to the decline in
quality of life in patients with epilepsy were
described. The QOLIE-31 assesses QOL
across 7 major areas: calmness during crises
(seizure worry), overall quality of life (overall
QOL), emotional well-being (emotional well-
being), energy (energy/fatigue), cognitive
function (cognitive function), medication
effects (medication effects), and sociability
(social function). By relating these scores, it
presents a formula that calculates the total
QOL score (overall score)9.
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For each of the 31 questions, the patient
must rate how much he or she identifies
with the information presented. Each answer
corresponds to a value in the QOL, so that
each of the 7 areas evaluated results in a score
from 0 (poor) to 100 (best possible QOL).
Finally, QOLIE-31 presents a final quality of
life formula, assigning different weights to
each of the 7 major areas, in order to obtain a
total QLV value (overall score), also from 0 to
100, with 100 being the best possible value9.
The results of the quantitative variables are
described by mean, standard deviation,
median, minimum value and maximum
value. The data were organized and analyzed
in an Excel® spreadsheet.

RESULTS

The analysis presented below was
performed based on data from 17 patients
with epilepsy. The sample included patients
of all ages, from 18 to over 70 years old,
with the majority being patients aged 18-
29 years (29.4%) and 50-59 years (29.4%).
The sample was practically homogeneous in
terms of gender, with a slight predominance
of males (58.8%). Patients were not described
qualitatively in terms of their medications,
but rather quantitatively - based on how
many different AEDs they were using at the
time of the study. Regarding comorbidities,
participants were assessed for the presence
of neurological or psychiatric comorbidities,
which could negatively influence QLV scores.
Neurological or psychiatric comorbidities
(in addition to epilepsy) were considered:
generalized anxiety disorder, depression,
panic syndrome, cavernoma brain tumor,
fibromyalgia, congenital hydrocephalus, and
mild mental retardation.

The following were not considered:
hypertension, hypothyroidism, dyslipidemia,
and HIV. Of the 17 patients, 6 had at least
one neuropsychiatric comorbidity (35.2%).
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The type of seizure was not assessed, which is
considered a limitation of the study. For most
patients, there was no information on the
type of seizure in the medical records, and the
participants did not know how to classify their
seizures as focal, generalized, or unknown
onset. The current frequency of seizures was
measured based on the number of seizures
per month. In patients with less than one
seizure per month, the number of seizures
in the last year was calculated and divided
by 12 (12 months). The average number of
seizures per month in the sample is between
5 and 6 seizures per month. The other scores
evaluated were obtained from the patient’s
responses to the QOLIE-31 questions. The
sample characteristics are presented in Tablel.

The different anti-epileptic drugs (AEDs)
present in the sample are: carbamazepine,
lamotrigine, clobazam, chlorpromazine, val-
proic acid, topiramate, and clonazepam. The
following AEDs were not considered: amlo-
dipine, hydrochlorothiazide, vitamin D, co-
deine, paracetamol, amitriptyline, zolpidem,
fluoxetine, omeprazole, enalapril, metformin,
glibenclamide, olmesartan, losartan, levo-
thyroxine, ASA, simvastatin, risperidone, ser-
traline, quetiapine, rosuvastatin, pantoprazo-
le, mirtazapine, and HIV-ART.

The quality of life scores proposed by
QOLIE-31 are: calmness during crises, general
quality of life, emotional well-being, energy,
cognitive function, adaptation to medication
and sociability. The QOLIE-31 questionnaire
itself presents a formula to calculate each of
these scores based on the patients’ responses,
and also associates all 7 scores evaluated
to form a “total QLV” score. Based on this
calculation for each patient, the results of
all participants were associated using mean,
standard deviation, maximum, minimum and
median for each of the 7 scores. The results are
shown in Table 01.
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SCORE EVALUATED AVERAGE g};‘gfﬁg‘; MAXIMUM | MINIMUM | MEDIAN
PEACE OF MIND IN CRISES 49,82 28,41 91 5 47
OVERALL QUALITY OF LIFE 68,52 22,39 100 22,39 68,52
EMOTIONAL WELL-BEING 65,41 17,14 92 17,14 65,41
ENERGY 59,70 28,42 95 5 70
CONCENTRATION AND MEMORY 59,57 28,35 96,66 3,33 59,57
ADAPTATION TO MEDICATION 62,7 30,39 100 83 62,7
SOCIABILIY 65,41 33,16 100 4 75
TOTAL QLV 62,25 20,50 83,32 20,50 62,8
FREQUENCY OF CRISES PER MONTH 5,82 14,85 60 0 0,33
NUMBER OF DAEs IN USE 1,94 0,82 3 0,82 2

Table 1: Description of the characteristics and quality of life scores of the research patients.

Values have been rounded to two decimal places after the decimal point.

DISCUSSION

In the current study, the quality of life of
patients with epilepsy was described according
to the items of the QOLIE-31: calmness during
seizures, general quality of life, emotional well-
being, energy, cognitive function, calmness
with medication, sociability and total QLV
score. Each of the scores has a score from 0 to
100, with 0 being the worst possible score and
100 being the best for all categories evaluated.

Calmness with seizures addresses questions
about how much time is spent worrying about
having a seizure, how much is the patient
worried about getting hurt during a seizure,
and about being embarrassed about having
a seizure in public. No worry, fear of getting
hurt, or embarrassment would total a score of
100. The average score in the sample was 49.82.
In other words, less than 50% of what would
be expected for a person who, despite having
the disease, would be confident if they had a
seizure. In this sample, this was the item with
the worst score, considering the average scores.

In the item quality of life in general, the
patient indicated through images (well-being
thermometer and images of emojis graduating
levels of happiness and sadness) how he

felt about his quality of life “in general”, not
being an item that depends essentially on the
influence of epilepsy. With an average of 68.52
in the sample and the presence of patients with
a maximum score (100), this is the item with
the best score in the sample. From this, it can
be seen that, when epilepsy is not specifically
addressed, patients can have a good quality of
life in general.

Emotionalwell-beingasked aboutemotions
such as happiness, sadness, nervousness,
calmness and exhaustion. This way, it sought
to understand the patient’s feelings. The
average obtained was 65.41 points out of a
total of 100 possible points.

As for energy, the questions sought
to understand how the patient identifies
with regard to tiredness, enthusiasm and
exhaustion. The average of 59.7 points shows
us less than 60% of the total energy expected
for patients.

Regarding cognitive function, the questions
were about making plans, learning new
things, making decisions, memory perceived
by the patient and family and concentration
in activities such as reading. This topic
obtained the second worst average among the
parameters, with 59.5 points, being higher
only than the lack of tranquility in having
seizures.
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Adaptation to medication addressed
insecurity about short and long-term side
effects and also about its effects on reasoning
and concentration. The average score was
62.7% of the possible points.

As for sociability, questions were asked
about visiting friends and relatives, driving
vehicles, work, and interacting with people
around them. It is worth noting that this was
the parameter with the lowest minimum value,
since one of the participants scored only 4 out
of 100 points. Even though the average score
for sociability is not the lowest in the sample,
for this patient the social factor is practically
completely impaired by epilepsy.

CONCLUSION

The study aimed to describe the QOLIE-31
scores of patients with epilepsy undergoing
clinical treatment. In this scenario, the study
concluded that the item with the worst
influence on the quality of life of patients with
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