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ARTICLE INFO ABSTRACT

Keywords: Aim: We translated the Epilepsy Self-stigma Scale (ESSS) into Turkish and aimed to examine the Turkish version
Epilepsy ESSS (ESSS-T) validity and reliability.

People with epilepsy (PWE) Materials and method: From April to August 2023, patients with epilepsy (PWE) were recruited from the
:eellfi':;f:ya neurology outpatient clinic of Ataturk University Hospital in the eastern Turkish city of Erzurum (inclusion
Validity criteria: age 18 years or older and adequate reading and speaking ability in Turkish). We conducted our survey

using a self-administered questionnaire. The questionnaire consisted of the ESSS-T after appropriate translation
by back-translation, and self-esteem (the Rosenberg’s Self-Esteem Scale, RSES), depression (the Neurological
Disorders Depression Inventory for Epilepsy, NDDI-E), and general stigma (the Stigma Scale for Epilepsy, ESE)
for construct validity. Exploratory factor analysis (EFA) and confirmatory factor analysis (CFA) were used to test
factorial validity. Also, Cronbach’s alpha coefficient was calculated to verify reliability.

Results: Of the 126 patients, 106 agreed to give informed consent and responded to the questionnaire (84.1 %
response rate). The results of EFA suggested the same three-factor structure as in the original version, but CFA
showed some limitations in interpreting the three-factor structure and it may be safer to understand it as a
unifactorial structure. The alpha coefficients were also validated by the ESSS-T. The alpha coefficients were o =
0.74 for the ESSS-T scale as a whole and a = 0.69-0.74 for each subscale, which were generally acceptable
values.

Conclusion: The Turkish version of the ESSS proved valid and reliable. It is a measurement tool with a three-
dimensional structure. It can be used to assess the self-stigmatization of patients with epilepsy in Turkey.

1. Introduction opportunities for employment and independent living [7]. The consid-

eration of self-stigma is particularly important in the treatment of PWE

Epilepsy is a neurological disease characterized by a predisposition
to epileptic seizures, affecting individuals’ life [1]. It is estimated to
affect approximately 50 million people worldwide [2]. Epilepsy has
negative effects not only physically but also psychologically and so-
cially. People with epilepsy (PWE) often have depression, stigma, anx-
iety, low self-esteem due to the prejudice that exists in their background,
resulting in many hidden and internalized negative effects [3]. Espe-
cially epilepsy causes stigmatization of both individuals and their fam-
ilies by society [4,5]. Self-stigmatization is the internalization of
society’s negative attitudes towards diseases by individuals and is
generally seen in PWE [6]. Higher levels of self-stigma have been linked
to lower self-esteem, and have also been associated with missed

due to its potential influence on treatment outcomes, patient prognosis,
and quality of life (QOL).

In Turkey, there is the stigma scale for epilepsy, developed by Baybas
et al. 2017 [4]. This scale was determined that the Turkish validity and
reliability study of the stigma scale for PWE was conducted by Pazarci
et al. 2017 [8]. However, these scales are designed to assess the general
stigma of PWE, not only self-stigma (internalized stigma) and have as
many as 32 items. There is no simple questionnaire to assess the severity
of an individual’s self-stigma in Turkey. One of the simplest and most
specialized scales for measuring individual self-stigma is the Epilepsy
Self-Stigma Scale (ESSS), created in Japan. ESSS is an 8-item question-
naire designed to assess the self-perceived stigma experienced by PWE.

* Corresponding author at: Faculty of Nursing, Atatiirk University, Erzurum, Turkey
E-mail addresses: esrazengin82@gmail.com (E. Yildiz), t-iwayama@swu.ac.jp (T. Iwayama).

https://doi.org/10.1016/j.yebeh.2023.109600

Received 20 October 2023; Received in revised form 11 December 2023; Accepted 21 December 2023

Available online 30 December 2023
1525-5050/© 2023 Elsevier Inc. All rights reserved.


mailto:esrazengin82@gmail.com
mailto:t-iwayama@swu.ac.jp
www.sciencedirect.com/science/journal/15255050
https://www.elsevier.com/locate/yebeh
https://doi.org/10.1016/j.yebeh.2023.109600
https://doi.org/10.1016/j.yebeh.2023.109600
https://doi.org/10.1016/j.yebeh.2023.109600
http://crossmark.crossref.org/dialog/?doi=10.1016/j.yebeh.2023.109600&domain=pdf

E. Yildiz et al.

The reliability and validity of this scale has been confirmed in a previous
study PWE [6]. One of the main characteristics of this scale is that it was
developed based on the results of semi-structured interviews on PWE
self-stigma, and it has high surface validity and reflects PWE narratives
as much as possible in the scale items. The ESSS is rated on a four-point
Likert-type scale (1: Strongly Disagree, 2: Slightly Agree, 3: Agree, 4:
Strongly Agree), with scores ranging from 8 to 32, and higher scores
indicating greater self-stigma caused by epilepsy. For the original Jap-
anese version, three factors have been found: Internalization of stigma
(internalized stigma), Societal incomprehension (perception of stigma),
and Confidentiality (actions taken to avoid stigma). Cronbach’s o for the
total scale and each factor demonstrated good internal consistency (a =
0.76 to 0.87) and high test-retest reliability (r = 0.72 to 0.90).
Furthermore, all scales and factors were well correlated (r = -0.30 to
0.55) with Rosenberg’s Self-Esteem Scale (RSES) and Beck Depression
Scale (BDI-II), and the confidential factor was found to be uncorrelated
with an objective self-stigma rating from the primary care physician,
thus confirming the construct. Conceptual validity has also been
adequately verified.

As described above, a simple and accurate scale to measure self-
stigma in epilepsy patients is required to improve their quality of life
and provide appropriate support. This research aimed to develop the
Turkish version of the Epilepsy Self-Stigma Scale (ESSS-T), and to
evaluate its reliability and validity. The development of a questionnaire
such as the ESSS-T is expected to make it possible to assess the self-
stigma experienced by PWE in Turkey, identify factors related to the
intensity of self-stigma in PWE, and consider strategies for appropriate
support and intervention.

2. Material and method
2.1. Participants and procedure

These study participants were PWE who applied to the neurology
outpatient clinic of Ataturk University Hospital in Erzurum, a city in
eastern Turkey. We asked patients whose neurologists were certain that
they had epilepsy based on electroencephalography and clinical diag-
nosis to participate in the study and excluded patients who were without
a confirmed diagnosis of epilepsy or who had possible psychogenic
seizures.

The criteria for inclusion in the study were to be over 18 years old, to
understand Turkish, to be open to communication, and to be willing to
participate in the research. Exclusion criteria were intellectual disability
or severe mental conditions, inability to complete the questionnaires
due to language problems, and inability to consent to study participation
voluntarily.

From April to July 2023, we asked 126 patients who met the inclu-
sion criteria directly to participate in the study. We provided verbal and
written information about the study; 106 patients (response rate: 84.1
%) signed their consent to participate and responded to the
questionnaire.

2.2. Measurements

2.2.1. Sociodemographic data

This survey consisted of items asking about the participants’ age,
duration of illness, gender, education level, marital status, working
status, profession, and seizure frequency.

2.2.2. The Turkish version of the epilepsy Self-Stigma scale (ESSS-T)

In accordance with the Principles of Good Practice Translation and
Cultural Adaptation of Patient-Reported Outcomes Measures, we
translated the Japanese version of the ESSS [9] into a Turkish version
(ESSS-T). With these principles, the aim was to develop a culturally
sensitive version of the scale equivalent to the original in the following
aspects: item, semantic, and operational and measurement equivalence.
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The integrated form was back-translated into Turkish and English by
two independent translators and combined into one back-translation.
We compared the back-translation with the original version. The Turk-
ish suitability of the items was evaluated by the Davis technique by 8
academics whose second language is English, who are experts in the
field of scale development in Turkey. Davis proposes that researchers
should consider 80 percent agreement or higher among judges for new
instruments. All of the items of the scale were evaluated as “appro-
priate”. Finally, we conducted an expert group meeting to evaluate the
content and face validity of the translated versions, the results of the
pretesting, and the equivalence with the original, i.e., conceptual, se-
mantic, and normative equivalence for each item. The ESSS-T was
conducted on a four-Likert scale, as in the original Japanese version. The
Japanese version of the Epilepsy Self-Stigma Scale is designed to help
patients identify whether or not they are aware of their self-stigma,
using a scale of “1. Strongly disagree” and “2-3 Slightly agree, Agree,
or Strongly agree”[6]. The German version of the Epilepsy Self-Stigma
Scale, which has already been translated, has the same scale items.
There is some inequality between scale items, but we consciously chose
the same items, as our goal is to enable future multicultural self-stigma
comparisons of people with epilepsy [10].

2.2.3. Rosenberg’s Self-Esteem scale (RSES)

We assessed the construct validity of the ESSS-T by measuring self-
esteem with the Rosenberg Self-Esteem Scale (RSES) Turkish version.
The scale in the literature was developed by M. Rosenberg in 1965 [11].
The validity and reliability of the scale, which was adapted into Turkish
by Cuhadaroglu (1986) [12].

In this study, only the subcategory of “Self-Esteem” consisting of 10
items was used. The scale is a four-point Likert-type question. The scale
is a four-point Likert (Strongly Agree: 4 Agree: 3 Disagree: 2 Strongly
Disagree: 1), with scores ranging from 10 to 40 points.

2.2.4. Neurological Disorders depression Inventory for epilepsy (NDDI-E)

We measured depressive symptoms with the Neurological Disorders
Depression Inventory for Epilepsy Turkish version (NDDI-E-T) in order
to test construct validity in conjunction with the original Japanese
version. The original NDDI-E Scale was developed by Gilliam et al. in
2006 in the USA, in the English language, to evaluate the depression of
patients with epilepsy [13]. The NDDI-E T validity and reliability study
was conducted by Cengiz and Tanik in Yozgat city. The scale consists of
6 items and is a four-point Likert-type scale scored from 1 (Always/
often) to 4 (never-always) with scores ranging from 6 to 24 points. The
cutoff point is over 15 in Turkey [14].

2.2.5. The stigma scale for Epilepsy ( ESE )

We conducted a convergent validity test of the ESSS-T by employing
a stigma scale for Turkish epilepsy patients [4], even though it is not a
scale specifically designed to measure self-stigma. The scale consists of
32 items and is administered on a 4-point Likert scale (1 point being “not
at all disagree” and 4 points being “completely agree™). Items 31 and 32
are reverse coded.

When calculating the scale scores, the maximum total score that can
be obtained from the scale is accepted as 100, and the scores obtained by
the participants are evaluated on a 100-point system. The scale we
applied to patients had 32 questions and patients could score between
32 and 128. Baybas et al. turned this into a point system between 25 and
100. It was calculated so that someone who gave 1 point to all 32
questions would get 25, and someone who gave 4 points to all 32
questions would get 100. Scores ranged from 25 to 100, with 50 being
the cutoff point, and scores of 50 or below were considered to be free of
stigma. On the other hand, scores above 50 were evaluated as having
stigma, and the severity of stigma could also be evaluated, with 51 to 75
points being considered as having moderate stigma and 76 to 100 points
as having severe stigma [4].
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Table 1
The values of Demographic Variables and Descriptive Statistics for Each
Scale.

M+ SD
Age 37.78 £17.01
Disease Duration 11.60 + 9.70
ESSS-T 19.27 + 4.32
SES 49.61 + 13.72
NDDI-E 20.72 + 5.33
RSES 15.07 + 3.40
HA 63.96 + 23.36
QOL 6.20 + 2.15
Gender (N/%)
Female 53 (50)
Male 53 (50)
Educational background (N/%)
Illiterate 11 (10.4)
Literate (not graduated) 3(2.8)
Primary school 19 (17.9)
Middle school 21 (19.8)
High school 27 (25.5)
University 23 (21.7)
Postgraduate 2(1.9)
Marital Status
Married 60 (56.6)
Single 43 (40.6)
Widow/Divorced 3(2.8)
Working status
Not working 74 (69.8)
Working 32(30.2)
Seizures Time (N/%)
No seizures in the last six months 20 (18.9)
1-2 seizures in the last six months 21 (19.8)
3-5 seizures in the last 6 months 19 (17.9)
1-2 seizures per month 19 (17.9)
1 seizure or more per week 10 (9.4)
1 seizure or more per day 17 (16.0)

Ab*breviations: ESSS-T, The Turkish version of the Epilepsy Self-Stigma
Scale; SES, The Stigma Scale for Epilepsy; NDDI-E, Neurological Disor-
ders Depression Inventory for Epilepsy; RSES, Rosenberg Self-Esteem Scale;
HA, Subjective Health Awareness; SD, standard deviation.

2.2.6. Subjective health awareness (HA)

As a convenience measure for the same purpose as quality of life,
participants were asked to respond on a 0-10 scale for subjective health
awareness. Higher scores indicate higher subjective health awareness.

2.2.7. Subjective quality of life (QOL)

As a convenience measure to further test construct validity, partici-
pants were asked to respond on a 0-10 scale regarding subjective quality
of life. Higher scores mean higher subjective Quality of Life.

2.3. Data analysis

First, means and standard deviations were calculated to evaluate the
participants’ demographic data, and item analysis was used to confirm
the ceiling-floor effect. Next, the factor structure of the ESSS-T was
examined by exploratory factor analysis (EFA). After confirming the
validity of conducting factor analysis by the Kaiser-Meyer-Olkin (KMO)
measure of sampling adequacy and Bartlett’s sphericity test, maximum
likelihood methods and Promax rotation were employed for factor
extraction as in the original Japanese version. The number of factors was
determined based on Kaiser-Guttman’s criterion and scree plot, factor
loadings for each item. After checking the number of factors, a confir-
matory factor analysis (CFA) was performed. Model fit was assessed by
chi-square values, comparative fit index (CFI), and root mean square
error of approximation (RMSEA)[15,16].

Second, to examine the reliability of the ESSS-T produced by this
procedure, the Cronbach a coefficient was calculated and internal con-
sistency was evaluated. Then, correlation analyses were conducted
among the scales to examine construct validity. All analyses were
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Table 2
Results of exploratory factor analysis of the ESSS-T.

Items (a = 0.74) 1 2 3

Internalization of stigma (« = 0.74)
esss 3. “I feel myself different from others 0.835 0.006 0.090
because of I have epilepsy.”

esss 2. “I feel discriminated against by others  0.731 —-0.114  —-0.150
because of epilepsy.”

esss 4. “ I feel sometimes embarrassed for 0.505 0.312 —0.013
epilepsy.”

esss 1. “When I hear news about traffic 0.405 0.040 0.070

accidents related to epileptic seizures. I feel
like I'm being told about myself.”
Social incomprehension (a = 0.69)
esss 5. “Ordinary people do not understand 0.058 0.757 0.041
my suffering from epilepsy and the worry of
seizures.”

esss 6. “Few people have the correct 0.073 0.716 —0.043
information about the disease of epilepsy.”

Confidentiality (o« = 0.74)

esss 7. “I want to hide the fact that I go to —0.044 —-0.086  0.940
hospital to receive therapy for epilepsy.”

esss 8. “ It is hard to tell others that I have 0.022 0.099 0.628
epilepsy.”

Inter factor correlation 1 2 3

1 0.066 0.501

2 0.123

conducted using SPSS 22 and LISREL 8.8 statistical software.
2.4. Ethical principles

Permission dated January 26th, 2023, and numbered B.30.2.
ATA.0.01. /76 was obtained from the Atatiirk University Medical Ethics
Committee to conduct the research. Permission dated April 10th, 2023,
and numbered E-45361945-000-2300118265 was obtained from Ata-
tiirk University Research Hospital Neurology Department. Verbal con-
sent was obtained from the participants.

3. Results
3.1. Descriptive statistics for demographic variables and each scale

106 out of 126 patients who had been asked to participate completed
the study questionnaire (response rate: 84.1 %). All questionnaires of
these analyzed patients had been completely answered without missing
values. As for demographic and clinical characteristics in Table 1, the
patients covered an age, reflecting their educational background and
employment status, and the proportion of female and male patients was
equal. The mean disease duration of the respondents were 11.60 + 9.70
years, and their ESSS-T score was 19.27 + 4.32.

3.2. Exploratory factor analysis of ESSS-T

Before conducting the EFA, the ceiling and floor effects were checked
in the item analysis (Appendix 1). A slight ceiling effect was observed in
items 5 and 6 but was deemed not to interfere with the analysis, so an
EFA was conducted for all 8 items. KMO’s measure of sampling ade-
quacy was 0.742, which is generally a good value [9], and Bartlett’s
sphericity test was significant, confirming the appropriateness of con-
ducting a factor analysis. The Guttman criterion (eigenvalue > 1) and
the scree plot confirmed the validity of the same three factors as in the
original Japanese version, and the model fit of the three factors was also
good (x2(7) = 3.68, p = 0.82). The eigenvalues of the three factors were
3.028, 1.576, and 1.002.

A three-factor structure was assumed, and factor analysis was con-
ducted using the maximum likelihood method and ProMax rotation.
Since the same factor structure as in the original version was obtained, it
was adopted as the final factor structure (Table 2). Only item 4 “I feel
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Factor 1
Internalization
of stigma

Self stigma
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Factor 2
Social
incomprehension

Factor 3
Confidentiality

.68

.86
[ n

46

esss 1 esss 2 esss 3 esss 4

esss 5

esss 6 esss 7 esss 8

Fig. 1.

Table 3
Correlation analysis of ESSS-T and each scale.
SES NDDI- RSES HA QOL
E
ESSS-T 0.45%* 0.47** —0.46** —0.24* —0.24*
Internalization of 0.50%*  0.44** —0.51"* -0.30"*  —0.28%*
stigma
Social —0.10 0.04 —0.01 0.08 —0.01
incomprehension
Confidentiality 0.39%* 0.43** —0.30%* —0.18 —0.12

Note. HA: Subjective of Health Awareness, QOL: Subjective of Quality of Life.
" p<0.01.
¥ p < 0.05.

sometimes embarrassed for epilepsy.” “Bazen epilepsiden utaniyorum”
showed factor loadings across Factor 1 and Factor 2, but was included
without deleting it. As in the original version, the factor names were
Internalization of stigma (internalized stigma), Societal incomprehen-
sion (perception of stigma), and Confidentiality (actions taken to avoid
stigma). Correlations between factors were found only for the first and
third factors. Correlations between factors were observed only for Factor
1 and Factor 3, and Factor 2 did not correlate well with the other factors.

3.3. Confirmatory factor analysis of ESSS-T

In the confirmatory factor analysis (CFA) with a three-factor struc-
ture, we analyzed the validity of our structural equation model with the
help of evaluation guidelines [16] and found a generally good fit (CFI =
0.97, RMSEA = 0.06).

Initially, we conducted CFA based on a three-factor model assuming
covariance for each factor, but the model fit was poor, so we conducted
analysis using a model assuming a “self-stigma” factor as a higher-order
factor of the three factors, and the model fit was generally good as
described above, so we used it as the final model (Fig. 1). The stan-
dardized coefficients from the higher-order “self-stigma“ factor to each
factor showed that only the standardized coefficient for the second
factor, the “Social incomprehension” factor, was lower than the others.

3.4. Reliability and construct validity

To examine the reliability of the ESSS-T, for which a three-factor

structure was confirmed, the internal consistency of the items as a
whole and by factor was evaluated based on Cronbach’s alpha coeffi-
cient. The results showed that the overall scale (o« = 0.74), the first factor
“Internalization of stigma” (a = 0.74), the second factor “Social
incomprehension” (a = 0.69), and the third factor “Confidentiality” («
= 0.74). Although Factor 2 was slightly low, the internal consistency of
the scale as a whole, Factor 1 “Internalization of stigma” and Factor 3
“Confidentiality” showed acceptable values. The construct validity and
concurrent validity of the social incomprehension were not ideal.

Next, we conducted a correlation analysis between the ESSS-T and
each scale to examine construct validity and concurrent validity
(Table 3).

The analysis revealed a weak significant positive correlation between
all ESSS-T items and SES, NDDI-E, (r = 0.46, p < 0.01;r = 0.48,p <
0.01), a weak significant negative correlation with RSES (r = —0.46, p <
0.01) and a weak significant negative correlation with HA and quality of
life (r = —0.24, p < 0. 05; r = —0.24, p < 0.05).

In terms of subscales, Internalization of stigma was significantly
positively correlated with SES, NDDI-E and RSES (r = 0.50,p < 0.01;r =
0.44, p < 0.01, r: —0.51, p < 0.01). There is a statistically insignificant
correlation between social incomprehension and NDDI and SES. Confi-
dentiality was significantly positively weakly correlated with SES,
NDDI-E (r = 0.39, p < 0.01; r = 0.43, p < 0.01).

4. Discussion

The purpose of this study was to develop a Turkish version of the
Epilepsy Self-Stigma Scale (ESSS-T) to measure the degree of self-stigma
in PWE and to examine the reliability and validity of the scale.

4.1. Reliability and validity of the ESSS-T

The ESSS-T, including its subscales, was found to have sufficient
construct validity as well as the original version of the ESSS, including
theoretically assumed correlations with existing stigma scales and other
measures. On the other hand, there were some problems that differed
from those of the original version.

First, the exploratory factor analysis (EFA) suggested the same three-
factor structure as in the original version. However, in the validation
factor analysis (CFA), the model fit did not show good values unless self-
stigma was placed as a higher-order factor. Furthermore, when self-
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Table Al
Percentage and number distributions of ESSS-T answers.
Items 1 2 3 4
(Strongly (Slightly (Agree) (Strongly
Disagree) agree) Agree)
M SD N % N % N % N %
1 2.14 0.97 31 29.2 41 38.7 22 20.8 12 11.3
2 1.78 0.97 54 50.9 30 28.3 13 12.3 9 8.5
3 2.22 0.91 24 22.6 45 42.5 27 25.5 10 9.4
4 217 0.93 29 27.4 39 36.8 29 27.4 9 8.5
5 3.18 0.83 0 0 12 11.3 40 37.7 54 50.9
6 3.40 0.69 5 4.7 13 12.3 46 43.4 42 39.6
7 2.01 0.97 38 35.8 40 37.7 17 16.0 11 10.4
8 2.38 0.97 24 22.6 31 29.2 38 35.8 13 12.3

stigma was placed as a higher-order factor, the standardized coefficient
from self-stigma to the second factor, “social incomprehension,” showed
a low value, indicating that it was partially difficult to interpret the
model as a three-factor structure. The second factor “Social incompre-
hension” may reflect a different element than self-stigma in Turkey.
Doganavsargil et al., in their study of patients with epilepsy at a tertiary
hospital in the city of Antalya, an urban area in the south of Turkey,
found that the perceived stigma was similar to that in Europe [17]. This
finding supports the findings of our research.

In the item analysis, there was a slight ceiling effect for both items 5
and 6, which make up the second factor. The reason for this result may
be that the answer “strongly disagree” was never given among the an-
swers given to item 5. Additionally, only five people answered strongly
disagree on item 6. These answers, which are different from other
questions, may have affected the reliability results. A stigma study of
epilepsy patients in Turkey showed that 34 % of patients had experi-
enced prejudice and another 16 % had experienced severe prejudice [5].
Therefore, the reason why the three-factor structure was not stable in
this study may reflect many elements of the perceived social stigma of
not being understood for epilepsy that PWE experience in Turkish so-
ciety. When the German version of the ESSS (ESSS-G) [10] was devel-
oped, a three-factor structure was not suggested from the beginning, and
a one-factor structure was used.

In addition, the internal consistency was lower than the original
version by about 0.10, which was generally acceptable, but there were
some issues, such as the second factor “Social incomprehension” being
lower than 0.70 with a = 0.69. This is an issue that was not seen when
the ESSS-G [10] was developed. In particular, the low internal consis-
tency of the second factor, “social incomprehension,” may indicate that
although the tendency is the same as in Japan, the situations in which
people feel social incomprehension, or distance from society, differ from
person to person in Turkish society and cannot be adequately measured
by the two items. Social incomprehension and confidentiality affect
patients’ self-stigma. In Turkey, caring about what others think about
you and its effects on social life cannot be denied. However, the common
belief in Turkey is that if a person is sick, that illness has come from God
and it must be accepted. For this reason, the fact that the research was
conducted in this region where Islamic belief is widespread may have
caused these results to be obtained.

A moderate statistically significant relationship was found between
the SES scale used as a parallel form and the ESSS-T total score. This
made us think that external stigma and self-stigma are related. Addi-
tionally, Internalization of stigma and Confidentiality subscales and
ESSS-T total scores were related to NDDI-E and RSES scores. The find-
ings are similar to the study conducted by Kuramochi and her colleagues
[6]. Based on these results, it can be said that construct validity was fully
confirmed in the ESSS-T. On the other hand, when focusing on the ESSS-
T subscales, social incomprehension was not significantly correlated
with the related scales, unlike previous studies. As discussed in the
confirmatory factor analysis (CFA) section, the cultural background in
Turkey is relevant, and aspects of self-stigma related to social alienation

may be more susceptible to cultural influences.

4.2. Limitations

The first limitation of this study is the sample stratum. The study
included patients from a university hospital in eastern Turkey, and the
number of data included in the final analysis was limited to 106 patients.
Therefore, it should be noted that the results of this study are not
representative of Turkey as a whole. Studies on stigma reported to date
have shown that there are differences depending on the cultural context
of the stigma. In the region of Turkey where we conducted our study this
time, different ethnic groups coexist, and the perception of epilepsy may
differ depending on the birthplace and upbringing of each individual.
Future studies will need to use the ESSS-T created in this study to collect
data from a variety of regions and examine the differences in self-stigma
trends of each region and the people living there from the data obtained
in this study.

Finally, although our ESSS-T produced eight items with three higher-
order factors and acceptable reliability (Cronbach’s a = 0.69-0.74), the
construct validity and concurrent validity did not reach acceptable
levels. Although the ESSS-T is a useful tool for measuring self-stigma in
Turkish PWE, and for comparing self-stigma in other cultures, we
believe that the three-dimensional structure should be carefully evalu-
ated, and that one-dimensional values should be used for actual multi-
cultural comparison studies.

5. Conclusion

In this study, we attempted to develop a Turkish version of the ESSS
(ESSS-T) that measures self-stigma in epilepsy patients. Validation of the
ESSS-T after ensuring item equality with the original version showed
that it was generally as reliable and valid as the original version,
although internal consistency tended to be lower than in the original
version.

The ESSS-T is useful for measuring self-stigma among Turks and
would be useful for assessing perceptions of self-stigma in PWE and
changes over time. Furthermore, the development of a Turkish version
of the ESSS-G, in addition to the ESSS-G, will allow for cross-cultural
comparisons of epilepsy-related self-stigma. We hope this scale will
help clinicians and researchers in Turkey better understand the self-
stigma experienced by PWE.

6. Ethical publication statement

This study was conducted following the approval of the study pro-
tocol by the institutional review board of Ataturk University in Turkey
(approval No. E-45361945-000-2300118265). Participation was
voluntary, and information was collected anonymously after obtaining
written consent from each respondent. Participants were assured that
their data would be kept confidential throughout the data collection
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