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Abstract

Purpose. Epilepsy remains a stigmatized condition. Lack of information has been pointed to as a cause of the perpetuation of
stigma. Our goal was to survey children’s perception of epilepsy.

Methods. We used a questionnaire to determine if the children knew what epilepsy is and, if they did not know, what did they
think epilepsy is. Twenty-nine children (15 girls; mean age 10 years, range 9-11 years) from a fourth-grade class of an elementary
school in Campinas, Sao Paulo, Brazil, completed the questionnaires individually at the same time in the classroom. This took about
20 minutes.

Results. Only four children said they knew what epilepsy is: a disease of swallowing the tongue (3) and a disease that can kill (1).
The perceptions of children who said they did not know what epilepsy is were: a disease that can kill, a disease of swallowing the
tongue, a contagious disease, a serious illness, a head injury. Three children knew someone with epilepsy, and only two of them had
said they knew what epilepsy is.

Conclusion. The perceptions elicited from the children had a negative connotation; only one child mentioned a relationship
between epilepsy and the brain. The spontaneous thoughts of children in this age group, without the contamination of political cor-
rectness, may reflect society’s collective unconsciousness of the prejudice toward epilepsy and people with epilepsy and needs to be
further investigated. Continuous, repetitive educational efforts are necessary in elementary school to change these negative percep-
tions of epilepsy in our society.
© 2005 Elsevier Inc. All rights reserved.
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1. Introduction epilepsy can still have a profound social and psycholog-
ical impact on patients and their families because of oth-
ers’ lack of information.

This lack of information has been indicated as an

Epilepsy is a common neurological condition that af-
fects people of all ages, races, and social status. Through

history, epilepsy had been considered a stigmatized con-
dition [1-5]. Unfortunately this remains true today de-
spite progress in medical science, as the diagnosis of
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important factor in stigma perpetuation [6,7]. Interest-
ingly, surveys in developing countries [8§—11] with differ-
ent cultures reveal common beliefs, for example, that
epilepsy is a contagious illness or a kind of mental retar-
dation [12-14]. In addition, some people do not know
what to do with a person during an epileptic seizure,
which promotes a feeling of impotence and reinforces
the misconception that epilepsy has no treatment.
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Information campaigns have had little effect on
reducing stigma [15]. There may have been an increase
in “politically” correct attitudes rather than real changes
in society’s perception. In this regard, prejudice has
more roots than reason (Machiavelli), and assessment
of basic perceptions, should be carried out in the ab-
sence of political correctness. Thus, evaluation of chil-
dren’s perceptions should reflect raw social perceptions
derived from elementary information from the family
and the local social environment without contamination
by political correctness. The objective of this explorative
study, part of the National Demonstration Project of
the Global Campaign “Epilepsy Out of the Shadows”
in Brazil [1], is to survey children’s perceptions of

epilepsy.
2. Methods
We used a questionnaire requesting basic personal

information (age and gender) and asking two questions
about epilepsy:

1. Do you know what epilepsy is? yes——no
If you answered yes, what is epilepsy for you?
If you answered no, what do you think epilepsy is?
2. Do you know anyone with epilepsy?——yes——no
If you know, who is this person?

One of us (P.C.) administered the questionnaire to 29
children (15 girls; mean age 10 years, range 9-11 years).
All of them were from a fourth grade class of a public
elementary school in Campinas, Sao Paulo, Brazil. This
school was chosen because it is typical of the public
schools in this city. It follows the national standards
of education. The students were, on average, from low-
er-middle socioeconomic status families and attended
school for 4 hours each day. We chose the fourth grade
because it comprises the youngest children capable of
expressing themselves adequately in writing and reflect-
ing social perceptions.

The questionnaires were completed individually at
the same time in the classroom. The questions were read
by the researcher, and the children wrote their answers
on a piece of paper without consulting each other or
any other source. The process took about 20 minutes.
After this survey, the researcher carried out educational
activities with these children to improve their knowledge
of epilepsy.

3. Results
Only four children (13.8%) said they know what

epilepsy is: a disease of swallowing the tongue (3) and
a disease that can kill (1).

Table 1
Perceptions of children about epilepsy

Epilepsy is: N (%)*

Disease that can kill 6 (
I don’t know 5¢(
Disease of swallowing the tongue 4 (
Contagious disease 4 (16)
Only a disease 3
Serious illness 2 (
Head injury 1(

# Total = 25.

The perceptions of those children who said they did
not know what epilepsy is are summarized in Table 1.
Only three children (10.3%) knew someone with epilepsy
(neighbors); two of them had said they know what epi-
lepsy is.

4. Discussion

In this study, the perceptions observed among the
children had a negative connotation. Only one child
mentioned epilepsy in relation to the brain (head injury).
Knowing someone with epilepsy did not necessarily im-
prove their knowledge or perception. Interestingly, we
detected in this small group common perceptions: a dis-
ease that can kill, swallowing the tongue, and conta-
giousness. The spontaneous thoughts of this age
group, in the absence of political correctness, may reflect
society’s collective unconsciousness of prejudice toward
epilepsy and people with epilepsy. These features should
be further investigated.

Another point in this study is related to what epilepsy
represents, which, to some extent, was expressed by the
children as either its causes (head injury, contagious) or
its consequences (death, swallowing the tongue); this
illustrates that our community is not familiar with epi-
lepsy, which, in turn, can lead to perpetuation of stigma
[16].

This exploratory study can guide future studies with
larger samples in different social strata to provide more
definitive answers in this area. Nevertheless, we con-
clude from our results that any information campaigns
should target young age groups as the misperceptions
are there, as is the opportunity to change them [15].
This, however, will require continuous and repetitive
educational efforts in elementary schools.

In Brazil, after an initiative by the ASPE (executor of
National Demonstration Project), the theme of epilepsy
has been included in a major educational program of the
Ministry of Education that involve more than 26,000
schools in Brazil. We are planning educational activities
related to citizenship, ethics, and health subjects. This
proposed intervention has as its objective introduction
of the theme of epilepsy into the different disciplines of
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the curriculum, trying to discuss not only the biological
aspects of the condition but also the daily psychosocial
problems faced by people with epilepsy. The overall ef-
fort is to bring global awareness of the issue in the con-
text of health and citizenship in our society.

The long term changes remain to be seen, and we
hope this selective action improves the understanding
of stigma and is a major step toward bringing epilepsy
out of the shadows.
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