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ABSTRACT
Objective: Compare the self-esteem of adolescents with epilepsy and adolescents without 
epilepsy and relate it to social support and seizure controllability perception. Method: The 
study sample consisted: case participants (34 subjects) attending the pediatric epilepsy 
clinic of University Hospital and control participants (30 subjects) from public schools 
in Campinas-SP. The instruments utilized were: identification card with demographic 
and epilepsy data, a semi-structured interview on aspects of the disease, and a Self-
Esteem Multidimensional Scale. Results: There was no significant difference between 
the two groups but majority of adolescents with epilepsy presented higher self esteem 
rate, have knowledge about epilepsy, presented high levels of social support and seizure 
controllability perception. There was no significant relationship between social support 
and seizure controllability perception with self-esteem. Conclusion: Knowledge about 
epilepsy, social support such good controllability seizure perception seem are important 
contingencies for a better evaluation of self esteem in adolescents with epilepsy. 
Key words: self-esteem, social support, controllability, adolescents, epilepsy.

Autoestima, percepção de suporte social e percepção de controlabilidade de crises 
em adolescentes com epilepsia

RESUMO
Objetivo: Comparar a autoestima de adolescentes com epilepsia e adolescentes sem 
epilepsia e relacioná-la com percepção de suporte social e controlabilidade de crises. 
Método: A amostra do estudo consiste: grupo caso (34 sujeitos) atendidos no ambulatório 
de epilepsia infantil do Hospital Universitário e grupo controle (30 indivíduos) de escolas 
públicas de Campinas-SP. Os instrumentos utilizados foram: cartão de identificação com 
dados demográficos e de epilepsia, entrevista semiestruturada sobre os aspectos da 
doença e Escala Multidimensional de autoestima. Resultados: Não houve diferença 
significativa entre os dois grupos, mas a maioria dos adolescentes com epilepsia 
apresentou maior pontuação de autoestima, conhecimento sobre epilepsia, altos níveis de 
suporte social e percepção de controlabilidade das crises. Não houve relação significativa 
entre suporte social e percepção de controlabilidade das crises com a autoestima. 
Conclusão: Conhecimento sobre a epilepsia, percepção de apoio social assim como 
boa controlabilidade de crises parecem ser contingências importantes para uma melhor 
avaliação da autoestima em adolescentes com epilepsia.
Palavras-Chave: autoestima, suporte social, controlabilidade, adolescentes, epilepsia.
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Adolescence is a life stage character-
ized by intense emotional and physical 
transformation1. These young people are 
overwhelmed by intense feelings, while 

going through significant changes and as-
suming new behaviors1.

In individuals with some degree of any 
disease, adolescence may be particularly 
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troublesome. Adolescents with epilepsy may become 
depressed by their medical and psychological problems 
and this may lead to a breakdown2. Epilepsy during ado-
lescence may significantly affect social development and 
maturation as a result of stigmatization, and may also 
impair independence, social function, relationships, self  
esteem, mood and cognition3. Literature data showed 
that children and adolescents with epilepsy have a low 
self-esteem4,5.

A positive self esteem is a human need, essential to 
healthy adaptation, and significantly associated with per-
sonal satisfaction and ideal functionality6. Self-esteem ex-
presses an attitude of approval or disapproval, and indi-
cates the extent to which the individual believes himself 
to be capable, significant, successful, and worthy. In 
short, self-esteem is a personal judgment of worthiness 
that is expressed in the attitudes the individual holds to-
ward himself6. The feelings about having epilepsy, as well 
as the perception of others’ reaction, may influence self 
esteem and the value patients give themselves. 

Moreover, patients with chronic disease build a cog-
nitive representation of the illness that has to do with the 
way it involves knowledge of what he has (label) and as 
he sees himself (self-esteem)7-9. Identifying the represen-
tation and coping strategies are important approaches to 
understand how the adolescents interpret their experi-
ence with chronic disease. Two important contingencies 
in this context are the social support perception (related 
to social) and seizure controllability perception (related 
to disease).

The social support is a pillar that supports the in-
dividual and that can give meaning to their existence. 
Coopersmith6 highlights the positive effect of parental 
acceptance on self-esteem in particular and psychoso-
cial development in general. In epilepsy, social contacts 
and familiar relationships are an important source of so-
cial support and may have great impact on the individual 
ability to cope with the disease10-12.

People with epilepsy often believe that they have little 
control over his condition and his life. These beliefs and 
feelings are generated by the unpredictability of the sei-
zures, failure to control their own bodies, medication de-
pendence and dependence on others13.

The personal perception that seizures are under con-
trol or not is related to the way in which the patient be-
haves and his self-assessment of the quality of life. The 
patient may not have seizures anymore, but if he still 
worries about having them, then his quality of life is af-
fected the same way. When the subject perceives that he 
has no control over their responses, his sense of self-de-
termination becomes injured and flawed9.

Moreover, other factors directly or indirectly may in-
fluence the emotional development in chronically ill and 

is linked to knowledge related to their condition. Knowl-
edge regarding epilepsy may be important in reducing 
the impact of seizure, potentially harmful self-manage-
ment practices, and the emotional impact of both sei-
zures and treatment14,15. Hirfanoglu et al.15 study suggests 
that the individuals with epilepsy who know less about 
their disease have a worse self-concept than those who 
know more, and it is associated with perceived lack of 
social support.

In recent decades there is a greater interest in the 
study of variables that control the impact of epilepsy, vari-
ables that go beyond the seizures, noted the importance 
of psychosocial conditions and their influence in deter-
mining the well-being of individuals in a chronic med-
ical condition. Working in this direction, we developed 
this study in order to examine the self-esteem of adoles-
cents with epilepsy and compare it with the self esteem 
of adolescents without epilepsy and relate it to seizure 
controllability perception and social support perception.

The aim of this study was to compare the self-esteem 
of adolescents with epilepsy and adolescents without ep-
ilepsy and relate it to seizure controllability perception 
and social support perception.

METHOD
Participants
The study sample consisted of 64 adolescents as-

sessed in the year 2009. Case participants (34 subjects 
with epilepsy) attending the pediatric epilepsy clinic of 
our University Hospital. Control participants (30 sub-
jects without epilepsy) were selected from public schools 
in Campinas-SP. All participants were students and at-
tended regular schools at the appropriate level for chron-
ological age. The inclusion criteria were: age between 11 
to 18 years16, ability to answer the questions by himself/
herself, medical diagnosis of epilepsy for more than 2 
years (criteria established in service for epilepsy diag-
nosis) for the group with epilepsy and no diagnosis of 
epilepsy for the group without epilepsy. The exclusion 
criteria for both groups were: if they had had brain sur-
gery, used a concomitant medication with central ner-
vous system effects, or had another progressive neuro-
logical or psychiatric illness.

Mean years of case group was 13,94 (SD=2.25) and 
of control group was 12.73 (SD=1.72). The most ado-
lescents of case group was female (55.88%), students 
(100%), attending elementary school (67.64%). The most 
adolescents of control group was female (66.66%), stu-
dents (100%), attending elementary school (83.33%). 
Most adolescents of case group had focal plus gener-
alized seizures (50%), frequent seizures (73.52%), onset 
seizure between five to nine years (38.23%) and were on 
monotherapy (76.47%). 
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The patients, who voluntarily participated of this 
study, signed an informed consent. This study was ap-
proved by the Committee of Ethics on Medicine of the 
State University of Campinas (UNICAMP).

Measures
[1] Identification card with demographic data (age, 

sex, education level, and job) and epilepsy data (age of 
onset, seizure frequency, type of seizure and drug treat-
ment). Regarding frequency of seizure were considered 
two groups: frequent seizure (seizures that occurs in a 
period of seven to thirty days) and no frequent (patients 
without seizures or seizures in a period of six months to 
one year). Type of seizure was classified according to the 
International League Against Epilepsy classification of 
epileptic seizures17 - focal seizures, generalized seizures, 
focal + generalized seizures. Drug treatment was classi-
fied in monotherapy (one type of medication) and poly-
therapy (two or more medication).

[2] A semi-structured interview intended only for ad-
olescents with epilepsy containing three questions on as-
pects of the disease: - Do you know what do you have? 
With whom did you learn? - Do you consider that your 
seizures are controlled? - Do you perceive social support? 

An analysis was made of the reports and responses 
were categorized. In respect to seizure controllability 
perception and social support perception both were cate-
gorized in two types (control or not, and support or not).

[3] Self-Esteem Multidimensional Scale. This in-
ventory is a Brazilian version of the Self-Esteem Inven-
tory18, corrected for validity and reliability by Gobitta19. 
This scale consists of 56 statements about situations 
that may or may not happen with the person and per-
sonal feelings that may or may not exist. Five dimen-
sions are evaluated (self, social group, family, school 
and responsability), but in this study only the gen-
eral self-esteem - according to the criteria established 
by Coopersmith - was considerated. The cutoff cri-
terion was 224 points: a score below this value con-
siders that the subject has low self-esteem; and above 
or equal the cutoff value suggests that the subject has 
high self-esteem. This instrument does not appear com-
mercially, but can be accessed directly with the author.

Procedure 
The selection of subjects of case group obeyed the 

demand of our neurology outpatient clinic according to 
the criteria for inclusion and exclusion, acceptance of 
the subject and responsibility to take the research. Infor-
mation on disease variables were collected from a data 
collection by reading patient´s records. On the day of 
outpatient consultation, the researcher invited the sub-
ject and his companion (the one with legal responsibility 

over the subject) to participate in the research. The se-
lection of subjects of control group was made randomly 
in schools obeying the homogeneity in gender and age 
according to the criteria of inclusion and exclusion. Two 
public schools were chosen by lottery. After the head-
master’s authorization, the students were taught about 
the research and those who had an interest in partici-
pating took the written informed consent home to get 
their parents’ signed authorization. 

All the adolescents of case group were interviewed 
individually by response research at the outpatient clinic 
of Psychology Applied to Neurology at the University 
Hospital. All the adolescents of control group were in-
terviewed at the individual class of their school.

The interviews of adolescents of case group were per-
formed on two nonconsecutive days. On the first day, the 
objective was to create a positive bond between the pro-
fessional and patient. On the second day, one week later, 
the objective was to apply the tools of research. The in-
terviews of adolescents of control group were performed 
on one day. The objective was to apply the self esteem 
multidimensional scale.

It was expected that adolescents of case group (with 
epilepsy) have impaired self-esteem compared to adoles-
cents of control group (without epilepsy).

Statistics analysis 
To describe the sample profile according to the study 

variables, data were categorical variables with values of 
percentage (%) and descriptive statistics (with measure-
ments of position and dispersion - mean, standard de-
viation, minimum, maximum, median and quartiles) for 
continuous variables (scores of scales).

To compare categorical variables between the groups 
we used the Fisher Exact test (to expected values   lower 
than 5). To compare numerical variables between two 
groups we used the Mann-Whitney test. The level of sig-
nificance for statistical test was 5% (p<0.05)

RESULTS 
Date of self-esteem from both groups are listed in 

Table 1.
Twenty nine patients of case group presented high 

self esteem (85.29%) and five subjects with epilepsy pre-
sented low self esteem (14.70%). 

Seventeen subjects of control group presented high 
self esteem (56.66%) and thirteen subjects without epi-
lepsy with low self esteem (43.33%). 

There was no significant difference between the two 
groups. The aspects of epilepsy were identified at the 
semi-structured interview.

Regarding the knowledge about epilepsy, most ad-
olescents in our study knew that they had epilepsy 
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(61.76%) and learned about epilepsy through doctors 
(67.64%). 

Regarding the social support perception, most ad-
olescents (83.33%) reported support. Most of them re-
ported receiving social support from family and friends 
(41.17%), 35.29% reported receiving only from family, 
14.17% reported not receiving support at all and 8.82% 
reported receiving support only from friends. 

Regarding their seizure controllability perception, 25 
patients (83.33%) felt they had good control. 

Comparisons between the variables self-esteem and 
seizure controllability perception and self-esteem and so-
cial support perception are listed in Table 2.

The results indicate that there was no significant re-
lationship between variables.

DISCUSSION
Our study showed no significant difference between 

groups although case group presented higher self esteem 
rate compared with control group.

Lee et al.20 found similar results to our study in which 
scores of self concept in adolescent with epilepsy were 
compared to standard mean and there were no signifi-
cant differences.

These latter findings are particularly surprising, be-
cause epilepsy was reported to correlate with a poor 
prevalence of self esteem2-5. This discrepancy may be ex-
plained by several factors. A sample from our customer 
references and inclusion/exclusion criteria limited the 
number of subjects. Moreover, some investigated aspects 
show that our adolescents have characteristics that may 
explain our results, such as good knowledge of epilepsy, 
social support perception and seizure controllability per-
ception as discussed below.

Were used interviews were aimed at identifying the 
data related to knowledge about epilepsy, social support 

perception and seizure controllability perception. This 
data was analyzed after they had been categorized.

The majority of adolescents in our study knew that 
they have epilepsy. Most of them learned about epilepsy 
through doctors, and this increases the responsibility of 
health professionals in delivering adequate information. 
However, a lack of knowledge about epilepsy in the gen-
eral population is still observed21,22.

Our sample showed that the knowlegde about ep-
ilepsy may influence the way adolescents relate to the 
disease and may provide greater success in adapting 
and accepting the limits imposed by epilepsy. Increased 
knowledge about epilepsy may promote a valuable way 
to adaptation, acceptance and increased self-esteem and 
quality of life.

Other factor that deserves to be mentioned in our 
study was the presence of high prevalence social sup-
port. The adolescents who found it easy to talk to their 
parents and friends about their problems had a better 
chance of facing the illness in a more adequate way. A 
study by Thorton et al.23 showed that family with chil-
dren with epilepsy obtained significantly better results 
in the involvement subscale (measuring aspects such as 
empathy, degree of fulfillment of emotional needs, care 
and support interactions among family members) than 
the standard average. According to the authors, because 
their children have epilepsy, parents can become more 
involved and care more, reflecting a positive impact in 
self esteem of children with epilepsy. 

Social support is thought to buffer the negative im-
pact of stressful events, ongoing life strains, and chronic 
health conditions. Most importantly, social support was 
a mediator between disease severity and mastery, de-
fined as patients’ general belief that they can control the 
course of life despite their epilepsy. As social support in-
creases, the sense of mastery increases, and the person’s 

Table 1. Results of self-esteem in case group and control group.

Dimensions Mean SD Min Median Max Value p*

Case group 229.17 29.52 161.00 223.50 272.00 0.406

Control group 222.80 32.48 109.00 231.50 264.00

*Value-p referring to the test of Mann-Whitney to compare variables between groups (with epilepsy × without epilepsy). SD: standard deviation; Min: 
minimum; Max: maximum.

Table 2. Self esteem × social support perception × seizure controllability perception.

Self-esteem Social support p* Seizure control p**

Frequency No Yes No Yes

Self - esteem low 3 (60%) 8 (32%) 2 (40%) 9 (36%)

Self - esteem high 2 (40%) 17(68%) 3 (60%) 16 (64%)

Total 5 25 0.327 5 25 1.000

*Fisher Exact Test: p=0.327; **Fisher Exact Test: p=1.000.
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ability to cope with the limitations of their disease im-
proves, influencing directly health13,24.

Social support by family members, close friends and 
significant others seems to facilitate a better health care, 
foster a sense of meaning of illness, promote appropriate 
behaviors, reduce risk factors contributing to the indi-
vidual learns to deal with possible limitations. Social sup-
port seems therefore act as a protective factor for self-es-
teem of adolescents with epilepsy.

In our study, although most adolescents had frequent 
seizures perceived their seizures as being controlled, 
which favored a positive self-evaluation of the disease 
and a better personal recovery.

A perception of good seizure controllability seems 
to facilitate social contacts and a normal life. Souza and 
Salgado9 draws attention to the perceived controllability 
like important factor in control of the disease, even if, 
from the medical perspective, the disease is not consid-
ered controlled. Patient may have frequent seizures, but 
these decreased in the current period as he may deem 
it under control. According the authors, the perception 
of seizure control seems to be an important factor to 
mitigate the impact of experiences potentially stressful. 
Studies of Gertrudis et al.25 also point out that the way 
the individual experiences his seizures has no direct re-
lationship with the severity of seizures, but with adapta-
tion strategies that individuals adopt and the ways they 
define their clinical reality, social and personal.

The use of more positive coping strategies can change 
the meaning of the seizures, making the situation more 
acceptable.

Our results seem to indicate that knowledge about 
epilepsy, social support factors such good controllability 
seizure perception promote a better evaluation of self es-
teem in adolescents with epilepsy. 

Our study showed, independently, high rates of  
self-esteem, social support perception and seizure control-
lability perception in adolescents with epilepsy. Although 
the statistic analysis showed no relationship between these 
factors, these results could be explained in view to the 
homogeneity between these variables in a small sample. 

Understanding about the various contingencies of 
self esteem is very important because help to reduce the 
power of prejudice and to reduce the impact of stressor 
stimuli (disease), increase adherence to therapy and im-
prove quality of life in general and diminished behavioral 
problems and competence problems12,13,23.

Further studies are needed to allow a better under-
standing of the meaning, representation and personal 
perception of the disease in adolescents, through para-
digms with a greater number of subjects and comparing 
groups of adolescents from different social groups and 
family attitudes.
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