
Epilepsy & Behavior 25 (2012) 131–136

Contents lists available at SciVerse ScienceDirect

Epilepsy & Behavior

j ourna l homepage: www.e lsev ie r .com/ locate /yebeh
Epilepsy-associated stigma in Bolivia: A community‐based study among
the Guarani population
An International League Against Epilepsy/International Bureau for Epilepsy/World
Health Organization Global Campaign Against Epilepsy Regional Project

Elisa Bruno a, Alessandro Bartoloni b,c, Vito Sofia a, Florentina Rafael d,e, f, Donata Magnelli c,
Sandra Padilla g, Graziella Quattrocchi a, Filippo Bartalesi b, Higinio Segundo h,
Mario Zappia a, Pierre-Marie Preux d,e,f, Alessandra Nicoletti a,⁎
a Department GF Ingrassia, Section of Neurosciences, University of Catania, Italy
b Infectious and Tropical Diseases Unit, Careggi Hospital, Florence, Italy
c Department of Critical Care Medicine and Surgery, Infectious Disease Unit, University of Florence, Italy
d INSERM U1094, Tropical Neuroepidemiology, Limoges, France
e Univ. Limoges, School of Medicine, Institute of Tropical Neurology, Limoges, France
f CHU Limoges, France
g Center of Anthropological Researches of the Teko Guaraní, Bolivia
h Servicio Departamental de Salud, Santa Cruz, Camiri, Bolivia
⁎ Corresponding author at: Department GF Ingrass
University of Catania, Via Santa Sofia 78, 95123 Catania

E-mail address: anicolet@unict.it (A. Nicoletti).

1525-5050/$ – see front matter © 2012 Elsevier Inc. All
http://dx.doi.org/10.1016/j.yebeh.2012.07.011
a b s t r a c t
a r t i c l e i n f o
Article history:
Received 5 June 2012
Revised 10 July 2012
Accepted 14 July 2012
Available online 21 August 2012

Keywords:
Epilepsy
Stigma
Stigma scale for epilepsy
Bolivia
Epilepsy is associated with a significant burden of social stigma that appears to be influenced by psychosocial
and cultural factors. Stigma has a negative effect on the management of people with epilepsy (PWE),
representing one of the major factors that contribute to the burden of epilepsy. To assess stigma perception
among the Guarani population, one hundred thirty-two people living in Guaraní communities in Bolivia were
invited to complete the Stigma Scale of Epilepsy questionnaire. The main determinants of stigma identified
were: the fear linked to loss of control, the feelings of sadness and pity toward PWE, the difficulties faced by
PWE in the professional and relationship fields, the level of education and type of seizure. Our study pointed
out that, in this population, PWE face difficulties in everyday life because of epilepsy-associated stigma and the
results attest to the importance of promoting community-based educational programs aimed at reducing the
stigmatization process.

© 2012 Elsevier Inc. All rights reserved.
1. Introduction

Epilepsy is the most common chronic neurological disorder, affect-
ing approximately 65 million people worldwide, the majority of
whom live in developing countries [1,2]. Since an adequate treat-
ment could assure a normal life in 70 to 80% of the patients [3], ep-
ilepsy represents a significant proportion of treatable burden of
disease [4]. However, several studies have reported that over 75%
of people with epilepsy (PWE) in developing countries do not re-
ceive appropriate treatment for their condition, a phenomenon
known as the treatment gap [5]. Uncontrolled seizures have long
been associated with a significant burden of physical consequences,
social stigma and adverse psychological outcomes, affecting not
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only PWE but also their families and, indirectly, the community [6]. Be-
cause stigma has a negative effect on the management of PWE in terms
of help seeking [7], seizure control [8] and compliance with the treat-
ment [9], it represents one of the major factors contributing to the bur-
den of epilepsy and to the treatment gap [10,11].

Since psychosocial context and lack of knowledge affect the public
views on epilepsy and the attitudes toward PWE, these factors have
been pointed out as important determinants in the stigmatization
process [12,13]. This is particularly evident in those regions where so-
cieties still preserve cultural biases and traditions which could influ-
ence the knowledge and the perceptions of the diseases and where
epilepsy is a well-recognized entity [14–16]. For this reason, anthro-
pological and educational interventions aimed at evaluating and
overcoming the main factors contributing to the stigmatization pro-
cess should be considered a prerequisite of any epilepsy treatment
program. Through these educational interventions, it could be possi-
ble to ameliorate knowledge on these issues and, then, improve the
treatment outcomes [17].

http://dx.doi.org/10.1016/j.yebeh.2012.07.011
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Epilepsy represents a considerable health problem in Latin America,
where the median lifetime epilepsy (LTE) prevalence is 17.8/1000 and
the median prevalence of active epilepsy (AE) is 12.4/1000 [18]. A pre-
vious door-to-door survey carried out in the rural area of the Cordillera
province, Santa Cruz Department, Bolivia, reported a LTE prevalence
of 12.3/1000 and an AE prevalence of 11.1/1000 [19]. The treatment
gap in this region was over 90% [20].

Since 1994, several activities have been carried out to deal with ep-
ilepsy in this area, and in 2008, under the aegis of the International
League Against Epilepsy, International Bureau for Epilepsy, and World
Health Organization (ILAE–IBE–WHO)Global Campaign Against Epilep-
sy (GCAE), a “Community-based epilepsy treatment program in rural
Bolivia” has been launched in order to improve acceptability, treatment,
services and prevention of epilepsy. As part of theGCAERegional Project
in Bolivia, we evaluated sociocultural beliefs [21] and stigma perception
among the Guarani population in Bolivia. The identification of the main
determinants that contribute to the stigmatization process has allowed
the professional community to establish the focus onwhich it should act
in the attempt to overcome stigma and facilitate the development of
biomedical programs to treat epilepsy in this region.

2. Methods

2.1. Study population

The study was carried out during July–August 2010 in 15 rural
communities located in the Cordillera province, Department of Santa
Cruz, Bolivia.

The population consisted of native Guaraní people and descen-
dants of intermarriage between Spanish colonists and the native
tribes. The first language is Guaraní even if the majority of the popula-
tion also speaks Spanish. The socio-economic condition and educa-
tional level are very low. The population lives in poor dwellings
without running water and electricity, and the local economy is pre-
dominantly based on agriculture and animal breeding.

The health-care infrastructure consists of a district hospital, 9 area
hospitals, and rural health centers situated in each community, man-
aged by nurses and local health-care personnel.

The study sample consisted of a group of PWE, their relatives and
a group of health-care personnel operating among Guaraní communi-
ties. We also included a group of students of the “Tekove Katu Public
Health School”, an institution aimed at promoting the education of
local health-care personnel and environmental technicians.

We included PWE aged from 12 years old and presenting active
epilepsy [22] with tonic-clonic (T-C) seizures, in the absence of
mental deficiency. People with epilepsy were identified during the
screening phase of the “Community‐based epilepsy treatment program
in rural Bolivia”, a program aimed, during its first phase, at identifying
and managing T-C seizures. The criteria used for the confirmation and
classification of epilepsywere taken from the 1981 International Classi-
fication of Epileptic Seizures [23].

All the participants were randomly selected, individually in-
terviewed and invited to complete a questionnaire for stigma evalua-
tion. The interviews, performed at the local health facilities, were
conducted in the local language by trained local health-care personnel,
who were Spanish-Guarani native speakers.

The study was conducted with the agreement of the National De-
partment of Epidemiology of the Ministry of Social Welfare and Public
Health and with the support of the Guaraní political organization
(Asemblea del Pueblo Guaraní, APG).

2.2. Instrument

The questionnaire used was based on the Stigma Scale of Epilepsy
(SSE) designed and already used in South America by Fernandes and
colleagues [24,25].
The SSE consists of a multiple-choice questionnaire containing
24 items grouped in 5 domains. It covers a range of topics about the
perception of epilepsy in different contexts (attitudes and behavior
in relation to PWE, perception and feelings regarding seizures, social
aspects associated to having epilepsy). The subjects are asked to
select the most appropriate answer for each item, scored with a
4-point scale from 1 (not at all) to 4 (totally). The total score gives
the level of stigma perceived by each person and ranges from 0 (no
stigma) to 100 (maximum stigma). The SSE, validated in Portuguese
among Brazilian people, showed a good content validity and high
internal consistency with a Cronbach's α coefficient of 0.88 for PWE
and 0.81 for people from the community [26]. The SSE was translated
to Spanish and to Guaraní. The items were subsequently adjusted and
adapted to the local context and culture with the help of a local team
of anthropologists.

Demographic data were collected for all the participants, and clin-
ical data, such as age at onset, type of epilepsy and seizure frequency,
were also recorded for PWE.

2.3. Data analysis

All checked and cleaned data were stored in an ad-hoc created data-
base. Quantitative data obtained by the interviews were processed
using Windows SPSS version 14.0 (SPSS Inc., Chicago, IL, USA). Results
for quantitative variables were expressed as means±SD (standard
deviation), and qualitative variables as frequencies and percentages.
Categorial variables were compared using the chi-square test, whereas
the t test and the ANOVA were used to compare continuous variables.
Linear regressionmodel adjusted for possible confounders (age, gender)
was performed to correlate continuous variables. Significance level was
fixed to p≤0.05. To test the reliability of the translated SSE, the internal
consistency was assessed by Cronbach's α coefficient.

3. Results

3.1. Sociodemographic characteristics of the sample

The questionnaire was administered to 132 people (62 men and
70 women). Of these, 25 (18.9%) were PWE, 38 (28.8%) were relatives
of the PWE, 31 (23.5%) were health-care personnel and 38 (28.8%)
were students. No significant differences were found for gender, reli-
gion and employment among the four groups, while students were
younger (pb0.0001) and presented a higher school level (pb0.0001)
compared to the other groups. Conversely, there was no difference
in the school level of the PWE and their relatives, with a majority
(more than 60%) presenting an elementary level of education and a
frequency of around 20% of illiteracy.

Also, the marital status seemed not to differ in these two groups.
All the relatives were married or cohabiting. In the group of PWE,
the majority (68.7%) was married, while among the non-married, 6
(80%) were young women with ages ranging from 12 to 19 years. The
main characteristics of all the respondents are shown in Table 1.

3.2. Clinical characteristics of the PWE

Clinical characteristics of the PWE are shown in Table 2. Out of the
25 PWE, 16 (64.0%) had generalized seizures, while 9 (36.0%) had
partial seizures with secondary generalization. The mean age at
onset was 17.5±12.7 years, and the mean duration of epilepsy was
15.4±15.1 years. All PWE had active epilepsy with a median of 2 sei-
zures per month (IQR: 1.25 seizures/month). Six (24.0%) had consulted
a traditional healer and took a traditional treatment based mainly on
plants and herbal infusions. Another 6 (24.0%) took antiepileptic
drugs (AEDs) in the past even if the treatment was discontinuous or
taken for less than two months. At the moment of the survey, nobody
was under treatment.



Table 1
Characteristics of the 132 subjects interviewed in the Guaraní communities.

Groups interviewed PWE Relatives Health-care personnel Students Total

N (%)
25 (18.9)

N (%)
38 (28.8)

N (%)
31 (23.5)

N (%)
38 (28.8)

N (%)
132 (100)

Gender
Male 14 (56.0) 15 (39.5) 17 (54.8) 16 (42.2) 62 (47.0)
Female 11 (44.0) 23 (60.5) 14 (45.2) 22 (57.8) 70 (30.0)

Age (mean±SD) 32.5±15.0 40.4±14.6 35.2±9.0 22±2.3 32.5±13.2
Religion

Catholic 16 (64.0) 22 (57.9) 16 (51.6) 22 (57.9) 76 (57.6)
Evangelical 8 (32.0) 14 (36.8) 10 (32.3) 13 (34.2) 45 (34.1)
Other 1 (4.0) 2 (5.3) 5 (16.1) 3 (7.9) 11 (8.3)

School level
Illiterate 5 (20.0) 8 (21.0) 0 (0.0) 0 (0.0) 5 (3.8)
Elementary school 16 (64.0) 26 (68.4) 8 (25.8) 0 (0.0) 45 (34.1)
High school 4 (16.0) 4 (10.5) 20 (64.5) 38 (100.0) 79 (59.8)
University degree 0 (0.0) 0 (0.0) 3 (9.7) 0 (0.0) 3 (2.3)

Work
Employer 2 (8.0) 0 (0.0) 0 (0.0) 0 (0.0) 2 (1.5)
Farmer 6 (24.0) 6 (15.8) 0 (0.0) 0 (0.0) 12 (9.2)
Housewife 10 (40.0) 30 (78.9) 0 (0.0) 0 (0.0) 40 (30.3)
Fisherman 1 (4.0) 0 (0.0) 0 (0.0) 0 (0.0) 1 (0.8)
Student 6 ( 24.0) 2 (5.3) 0 (0.0) 38 (100.0) 46 (34.8)
Professional nurse 0 (0.0) 0 (0.0) 18 (58.1) 0 (0.0) 18 (13.6)
Nurse (promoter) 0 (0.0) 0 (0.0) 13 (41.9) 0 (0.0) 13 (9.8)
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3.3. The Stigma Scale of Epilepsy (SSE)

All respondents reported a moderate perception of stigma (SSE
mean score: 36.8±12.1). The internal consistency of the translated
scale was good, with a Cronbach's α coefficient of 0.86.

The stigma general score obtained with the SSE for all the groups
interviewed is shown in Table 3. The results indicate a similar score
profile for PWE, their relatives and health-care personnel, while stu-
dents reported a statistically significant lower score (p=0.002).

Focusing on the main domains of the SSE, the analysis showed that
108 (81.8%) people interviewed believe that PWE are not able to con-
trol their epilepsy and present moderate/strong feelings of sadness
(69.8%) and pity (66.7%) at seeing an epileptic seizure. The majority
Table 2
Demographic and clinical characteristics of people with epilepsy interviewed (N=25).

N (%) SSE score
(mean±SD)

Mean age at onset (years) 17.5±12.7
Duration of epilepsy (years) 15.4±15.1
Familiarity for epilepsy

Yes 5 (20.0) 38.5±13.1
No 20 (80.0) 43.0±11.3

Seizure type
Generalized seizures 16 (64.0) 36.4±11.6
Tonic-clonic 13 39.4±10.6
Absencea 3 26.5±2.9
Partial seizure with secondary generalization 9 (36.0) 47.8±17.9

Presence of an aura
Yes 12 (48.0) 45.6±15.1
No 13 (52.0) 38.9±11.7

Seizure frequency
1 seizure per month 11 (44.0) 43.6±18.1
2–4 seizures per month 11 (44.0) 40.6±11.3
More than 5 seizures per month 3 (12.0) 40.1±9.3
Nocturnal seizures 12 (48.0) 35.3±8.6
Diurnal seizures 13 (52.0) 48.4±14.5

Previous treatment
Pharmacological 36.8±9.0
Phenobarbital 4 (16.0)
Carbamazepine 2 (8.0)
Traditional 6 (24.0) 40.8±9.4
Never treated 13 (52.0) 45.2±16.6

a History of tonic-clonic seizures.
of the respondents agreed with the fact that PWE may face important
difficulties in the professional field or at school (68.9% and 53.1% re-
spectively) while they probably experienced fewer problems in social
relationships (40.1%). Moreover, about 80 (60.6%) reported that PWE
could feel worry and fear because of their disease, and more than half
thought that PWE may feel very depressed or a little incapable. Re-
garding prejudice, the majority declared that PWE are not too
prejudiced in marriage, work and school and very little or not at all
within the family. All the answers given to each domain and items
of the SSE questionnaire are listed in Table 4. Some relevant differ-
ences (pb0.01) pointed out in the proportion of positive responses
given by the groups are reported in Fig. 1.

3.4. Potential factors associated with SSE scores

3.4.1. Sociodemographic variables
The analysis of the gender showed no difference in SSE scores

for men and women (41.6±9.6 vs. 38.4±11.9; p=0.1). The linear
regression model indicated that people with higher education had
lower scores than people with a lower level of education (p=0.01)
as shown in Fig. 2. It was also observed that people who knew some-
one with epilepsy reported lower stigma scores than people who
did not know anyone with epilepsy (35.4±11.4 vs 40.8±13.3; p=
0.03). No significant differences were highlighted for the other
sociodemographic variables.

3.4.2. Clinical variables
People with epilepsy presenting mainly nocturnal T-C seizures

reported lower SSE scores compared to those who had mainly
diurnal T-C seizures (35.3±8.6 vs. 48.4±14.5; p=0.01). Regarding
seizure type, it was noted that PWE with active T-C epilepsy had a
Table 3
Stigma Scale of Epilepsy results from all the groups interviewed (N=132).

Group Mean Median Min Max SD

People with epilepsy (PWE) 41.7 41.3 19.4 86.1 13.8
Relatives of PWE 37.9 36.8 20.8 59.7 10.3
Health care personnel 37.7 37.5 19.4 52.8 7.6
Students 31.1 29.8 11.1 59.7 13.6
Total 36.6 36.1 11.1 86.1 12.1



Table 4
Stigma Scale of Epilepsy results from all the subjects interviewed (N=132).

Not at all A little A lot Totally No
answer

n (%)

Do you think that PWE
feel able to control
their epilepsy?

108 (81.8) 15 (11.5) 7 (5.3) 1 (0.7) 1 (0.7)

What do you feel when you see an epileptic seizures?
Shock 38 (28.8) 49 (37.2) 40 (30.3) 4 (3.0) 1 (0.7)
Fear 35 (26.5) 40 (30.3) 45 (34.1) 12 (9.1) 0 (0.0)
Sadness 11(8.3) 28 (21.2) 71 (53.9) 21 (15.9) 1 (0.7)
Pity 8 (6.0) 36 (27.3) 66 (50.0) 22 (16.7) 0 (0.0)

Which difficulties do you think PWE have in their daily lives?
Relationships 26 (19.8) 53 (40.1) 43 (32.6) 9 (6.8) 1 (0.7)
Work 8 (6.0) 30 (22.8) 73 (55.3) 18 (13.6) 3 (2.3)
School 18 (13.6) 44 (33.3) 54 (41.0) 16 (12.1) 0 (0.0)
Friendship 32 (24.4) 46 (34.8) 45 (34.1) 8 (6.0) 1 (0.7)
Sexual 25 (18.9) 45 (34.1) 38 (28.8) 17 (12.9) 7 (5.3)
Emotional 16 (12.2) 47 (35.6) 50 (37.9) 18 (13.6) 1 (0.7)
Prejudice 30 (22.7) 41 (31.2) 40 (30.3) 20 (15.1) 1 (0.7)

How do you think PWE feel?
Worried 18 (13.6) 36 (27.3) 62 (47.0) 16 (12.1) 0 (0.0)
Dependent 22(16.7) 41 (31.0) 57 (43.2) 12 (9.1) 0 (0.0)
Incapable 45 (34.1) 53 (40.2) 26 (19.7) 8 (6.0) 0 (0.0)
Fearful 16 (12.2) 38 (28.8) 67 (50.7) 11 (8.3) 0 (0.0)
Ashamed 21 (15.9) 40 (30.3) 50 (37.9) 21 (15.9) 0 (0.0)
Depressed 7 (5.3) 41 (31.1) 58 (43.9) 26 (19.7) 0 (0.0)
No different 55 (41.6) 41 (3110) 21 (15.9) 7 (5.3) 8 (6.0)

In your opinion, in which situation does prejudice against epilepsy occur?
Social relationships 57 (43.2) 57 (43.2) 14 (10.6) 3 (2.3) 1 (0.7)
Marriage 29 (22.0) 49 (37.1) 38 (28.8) 11 (8.3) 5 (3.8)
Work 24 (18.2) 59 (37.9) 43 (32.6) 14 (10.6) 1 (0.7)
School 30 (22.7) 47 (35.7) 42 (31.8) 12 (9.1) 1 (0.7)
Family 75 (56.9) 37 (28.0) 12 (9.1) 7 (5.3) 1 (0.7)

Fig. 2. Stigma Score of Epilepsy according to school level (p=0.01) (adjusted for age
and gender).
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significantly higher SSE score compared to those suffering from
past T-C seizures and experiencing only absences in the last years
(39.4±10.6 vs. 26.5±2.9; p=0.05). The correlation with seizure fre-
quency, duration of epilepsy and age at onset seemed not to influence
the SSE scores.

4. Discussion

The aim of this study was to evaluate the perception of stigma
in rural communities through the administration of the SSE. It was
the first survey in this field carried out among the Guarani population
in Bolivia.

The SSE, already validated in South America and used in both
urban [25,27] and rural areas [14], allows the possibility to weigh
Fig. 1. Proportions of the answer “a lot” to some questions presenting a s
the answers using a 4‐point scale, representing an advantage compared
to the estimations obtained with questionnaires restricted to dichoto-
mous responses [25]. In addition, the analysis of the single responses
to each domain of the questionnaire contributed to a further deepening
of the main determinants of stigma in this population.

Since the perception of stigma is variable across cultures [28,29],
the SSE was adjusted and adapted to the local culture with the sup-
port of the Center of Anthropological Researches of the Teko Guaraní
(an institution aimed at restoring and enhancing Guaraní culture)
that provided a team of local investigators very familiar with Guaraní
culture and language.

A multi-group approach was chosen with the attempt to highlight
eventual different views on stigma within the same culture. People
with epilepsy are more likely to provide information on self-perceived
stigma, while local health-care personnel and students reflect views
representative of the broad social context. On the other hand, relatives'
opinions may be influenced by the closeness to PWE, and the family it-
self could also represent a potential target of stigma [7]. Moreover, liter-
ature data concerning the perception of stigma in different groups of
people are scarce and often discordant [25,30].

In our sample, PWE presented a higher, even if not significant, SSE
score with respect to both the groups of relatives and of health-care
personnel, while SSE score was significantly lower in the group of
students (p=0.002). This finding appeared related to education and
will be discussed below for its implication in campaigns aimed at
reducing stigma.
ignificant difference (pb0.01) between the four groups interviewed.

image of Fig.�2
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Even if the overall scores of the groups appeared similar, the
detailed analysis of the single questions allowed us to highlight
some differences on the main determinants of stigma.

The “unpredictable nature” of epilepsy appears as the main obsta-
cle to social interaction with PWE: the absence of a method to fully
control seizures, pointed out by 81.8% of the interviewed people,
makes PWE unable to conform to the social norms that regulate rela-
tionships within the community [31]. The constant threat of sudden
loss of control and the manifestation of convulsive seizures strength-
en the idea of an unforeseeable condition that raises feelings of both
pity and fear. The major role of “fear” as one of the main determinants
in the stigmatization process has been reported in numerous studies
conducted in different populations [32,33]. It appears as a psychosocial
factor associated with the feeling of embarrassment [34], helplessness
and loss of independence for PWE [35] and as a factor associated with
a dangerous and unsafe situation for the unaffected others [31]. In our
survey, the majority of the responders declared that they were sad,
sorry and frightened at the idea of witnessing an epileptic seizure.
Further, relatives and health-care personnel reinforced the idea of
“fear” associating to it a feeling of shock triggered by the vision of an
epileptic seizure. Conversely, the feeling of shock was never reported
by the PWE, probably because the loss of consciousness preceding
a convulsive seizure prevents them from being spectators of their
own seizures.

As reported in other surveys, the negative feelings linked to the
sight of an epileptic seizure influence social interactions with PWE
[25,31,33,36,37], undermining them in everyday life and interfering
with marriage [38], formal education and occupation [39]. In our
investigation, the groups interviewed emphasized distinct aspects of
these themes: relatives appeared more concerned about social rela-
tionships and friendships while health-care personnel were concerned
about occupation and education. Another aspect frequently linked to
the unpredictable nature of epilepsy is the feeling of dependence
[8,35]. Our data showed that 52.3% of those interviewed considered
PWEvery dependent. Furthermore, it did not appear surprising that rel-
atives more often addressed dependency than PWE. In fact, as was pre-
viously reported [21], in these communities, the family is primarily
charged to take care of PWE.

The behaviors of an epileptic seizure may be viewed as a deviation
from social norms, and hence they may be culturally linked to the be-
lief that the PWE has committed a cultural infringement [21,31]. This
produces a feeling of guilt and shame for those affected [15,31], iden-
tified in our population as an important component of stigma: 76.0%
of the PWE felt “a lot” or “totally” ashamed.

We also identified some sociodemographic and clinical variables
strongly associated with the perception of stigma. Among the
sociodemographic factors, level of education and familiarity with
epilepsy represented themain predictors. Peoplewith higher education
had significantly lower SSE scores than people with less education, and
the group of students reported the lowest score. Knowing someone
with epilepsymeans havingmore experience with seizures, confirming
that the lack of knowledge about epilepsy predisposes to stigma
[25,39,40].

Stigma was also related to seizure type: PWE presenting active T-C
seizures had a significantly higher SSE score compared to those
presenting, at themoment of the survey, only absences. Asweprevious-
ly hinted, convulsions are characterized by visually dramatic events that
generate feelings of fear and shock among thewitnesses, thereby affect-
ing social interactions and increasing stigma [16,38,41]. Probably for the
same reasons, PWE who mainly presented nocturnal seizures reported
lower SSE scores.

Despite the relatively small number of participants, our study re-
vealed many important findings about the perception of stigma
among Guaraní communities. According to our data, in this popula-
tion, PWE face difficulties in everyday life because of epilepsy‐
related stigma.
Our observations suggest how psychosocial factors and lack of
knowledge about epilepsy could perpetuate stigma in a society.
Other predictors of stigma identified were level of education and
presence of convulsive seizures. Both of these factors can be modified
through the implementation of appropriate educational and treat-
ment campaigns. Moreover, in all intervention programs, it is impor-
tant to include community-based educational campaigns aimed at
increasing social support, reducing prejudice against PWE and over-
coming the erroneous beliefs that perpetuate stigma.

We should remember that as stigma is one of the major barriers to
the effective management of PWE, its reduction must be considered
as one of the main objectives to achieve in the attempt to decrease
the burden of epilepsy.
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