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Publications on the topic of appropriate labels for someone with diagnosed epilepsy have so far almost exclu-
sively consisted of views of professionals in this field. We conducted an online study of patients treated for epi-
lepsy and persons close to them with the aim of identifying which label they prefer, whether they oppose the
term “epileptic”, and which characteristics are related with their preferences. In total, 328 responses were ana-
lyzed. Subjectsmostly favored “person-first” terminology (“person having epilepsy” and “personwith epilepsy”),
and 53.9% disapproved of the term “epileptic”. Parents of patients are more likely than patients themselves to
favor the label “person having epilepsy” and to disapprove of the label “epileptic”. These results can help with
shaping future terminology recommendations.
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1. Introduction

Although the term “person/individual/people with epilepsy” has for
a long time been the dominant one in professional language, the debate
on how a personwith diagnosed epilepsy should be referred to still con-
tinues, in professional as well as common language. Some patients ob-
ject to this term and its abbreviation [1], while others believe that
forced avoidance of the term “epileptic” could actually have counterpro-
ductive effects [2]. Furthermore, some of the most recent studies fail to
prove that the label “epileptic” leads to negative public attitudes [3]. As
International League Against Epilepsy (ILAE) does not suggest a specific
label, the discussion on terminology remains open [4]. Under these cir-
cumstances, it is highly important that people with epilepsy express
their preferences about how they should be referred to, as a part of an
informed debate among the epilepsy community in the broadest
sense [5]. With this in mind, a study on a large sample from the UK
and the Republic of Ireland was published in 2017; analysis revealed
that themost favoredwas person-first terminology [6]. As no similar re-
search from countries of other linguistic and cultural settings has yet
been published, we conducted a study in Croatia, based on a short ques-
tionnaire, the goal of which was to assess preferences of patients and
the ones close to them regarding aforementioned terminology and, spe-
cifically, if they oppose the term “epileptic”. We also tried to find char-
acteristics that were associated with their choices.
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2. Methods

For one month, starting from 28th May 2017, an anonymous online
questionnaire about the most appropriate label for a person being
treated for epilepsywas offered to all visitors of the CroatianAssociation
for Epilepsy's website www.epilepsija.hr, through a pop-up invitation
window. This invitation was also published on the Facebook page of
the Croatian Association for Epilepsy, and users were invited to share
it further. The first question was “What do you think is themost appro-
priate label when talking about someone treated for epilepsy?”, with 5
possible answers: 1. Epileptic, 2. Person with epilepsy (or depending
on the context child/older person/woman with epilepsy), 3. A person
having epilepsy (or depending on the context child/older person/
woman having epilepsy), 4. Patient with epilepsy/diseased with epi-
lepsy, and 5. I think all the suggested labels are equally appropriate.
The labels offered were the ones that are most commonly used in the
Croatian language, and although we are aware that the term “diseased
with epilepsy” is not a common one in the English language, it is a
more direct translation of the Croatian term, which is frequently used.
The second question was a yes/no question: “Would you mind if some-
one called you (or your child/family member/friend/acquaintance) an
‘epileptic’?” The remainder of the questionnaire collected respondents'
demographic data (age, gender, country of residence, level of educa-
tion) and the relationship with a person with epilepsy. The question-
naire was designed in a way that answering the first two questions
was mandatory in order for the system to record the response, and
allowed for skipping answers to the remaining questions. Inclusion
criteria for respondents were age 16 years or more, living in Croatia,
and being close to someone with epilepsy (i.e., those who stated that
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Table 2
Most appropriate label when talking about someone treated for epilepsy.

N (%)

Epileptic 10 (3.0)
Person (or depending on the context child/older person/woman)
with epilepsy

87 (26.5)

Person (or depending on the context child/older person/woman)
having epilepsy

92 (28.0)

Patient with epilepsy/diseased with epilepsy 65 (19.8)
I think all the suggested labels are equally appropriate 74 (22.6)
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no one close to them had epilepsy were excluded). As a statistical tool
IBM SPSS Statistics, Version 20.0, was used. Chi-square tests and
logistic/multinomial regressionswere used tofindassociations between
patients' characteristics and 1) label preference 2) opposing the term
epileptic. When conditions for performing chi-square tests were
unmet because of a large number of cells with expected counts less
than 5, categories were either merged (level of education to secondary
school or less and postsecondary education), or only the 2 largest cate-
gories were analyzed (patients and parents of patients). For contin-
gency tables larger than 2 × 2 that had a significant result, posthoc
analysis was performed according to MacDonald and Gardner [7]. The
p value b 0.05 was used as a criterion for significance of the statistical
findings.

Our work has been carried out in accordance with the Helsinki
Declaration. The study was approved by the local ethical committee,
and respondents were guaranteed data confidentiality.

3. Results

The total number of respondents was 417, but when excluding
criteria described in the Methods were applied, the number of subjects
was 328. Age rangewas 16–66 years, with amean of 35±9.6 years, and
the vast majority of subjects were women (85%). About half of the re-
spondentswere subjectswith epilepsy (53%); further, 31%were parents
of someone with epilepsy, and the remainder stated other kind of rela-
tionship with someone with epilepsy (Table 1)

Themajority of subjects preferred the label “person having epilepsy”
(28%) followed closely by “person with epilepsy” (27%) (Table 2). Only
3% found the label “epileptic” the most appropriate one. Twenty-three
percent of subjects did not have a preference among the suggested la-
bels. In total, 177 subjects (53.9%) stated that they would mind them-
selves or someone close to them being called an “epileptic”.

3.1. Characteristics related to labels

Regression model between age and the preferred label was not sig-
nificant (data not shown), and there was also no association with
either gender or level of education (Table 3). There was a difference be-
tween patients themselves and parents of patients with epilepsy (χ2=
10.48, df=4, p=0.033), where parents favored the term “person/child
having epilepsy” (38/102) more frequently than patients (38/173).

Neither age or gender or level of education was significantly
related with the disapproval of the term “epileptic”. However, the
disapproval of the term was significantly different among the
different categories of relation with someone with epilepsy (χ2 =
21.799, df=4, p b 0.001), with a posthoc analysis revealing a significant
difference in the patient and parent categories, i.e., parents were more
Table 1
Subject characteristics. N = 328.

N (%)

Age (years) 35 ± 9.6⁎

Gender
Male 50 (15%)
Female 276 (85%)

Level of education
Elementary School 11 (3%)
Secondary School 189 (58%)
College/School of higher education 45 (14%)
University 82 (25%)

Relation with someone with epilepsy
Myself 173 (53%)
Parent 102 (31%)
Partner 12 (4%)
Other family member 30 (9%)
Friend 11 (3%)

Missing data: age 6, gender 2, level of education 1, relation 0.
⁎ Mean ± SD.
likely to mind the term “epileptic” (73/102), while the opposite was
true for patients — only 75/173 opposed the term (Table 4).

4. Discussion

Our study has provided an insight into the preferences of patients
treated for epilepsy and those surrounding them regarding labels. To
our best knowledge, a similar study was previously done only by
Noble et al. [6], and ours is the first research of this kind in a non-
English linguistic setting.

Our results demonstrate that person-first language is the preferred
mode of addressing someone with epilepsy, as more than half of the
subjects chose either the term “personwith epilepsy” or “person having
epilepsy” as the most appropriate one. This is in line with the recom-
mendations of many epilepsy organizations [8,9], and has been advo-
cated for a long time as the suitable way of addressing people with
disabilities [10]. Person-first language was favored by those with epi-
lepsy and their significant others in the work of Noble et al. as well
[6]. Our results have shown that “person/child having epilepsy” was
more frequently the best option for parents of patients with epilepsy
than for patients themselves. A reason for this might be that parental
concerns for their child with epilepsy also encompass the choice of the
most appropriate wording regarding their child's condition. Labels in
which the disease is emphasized by putting it in the first place (“patient
with epilepsy”/“diseased from epilepsy”) came in our study as the third
most favorable option. As argued by many disability groups and profes-
sionals [11], the reasons for choosing this labelmight benot to downsize
the seriousness of the condition [6]. It should be noted here that, unlike
in English-language settings, the term “epileptic person”, referred previ-
ously as adjective-first or disability-first label [6,12], is not used in
Croatian, so a direct comparison of the results is not possible. The label
“epileptic” was chosen as the most suitable one by only 3% of the sub-
jects. This might suggest that raising epilepsy to the level of defining a
person is not something that people with epilepsy and those surround-
ing them would usually choose as the most desirable option. Although
in Croatia even if there was never a real campaign advocating for
usage of “correct” labels concerning epilepsy, the results of our previous
work that suggest that the word “epileptic” might provoke more nega-
tive attitudes compared to “person with epilepsy” [13] have been pre-
sented in the media several times, so there is a chance that views of
those concerned were partly shaped by those results. It is interesting
to note that almost a quarter of subjects did not have any preference
among the suggested terms. Some patient groups have previously
expressed their views that implying the existence of right and wrong
language terms might actually limit open debates on epilepsy and in
that way be counterproductive [2]. Also, as our results have shown
that there was not a single, dominant, preference among the suggested
labels, it might be worthwhile considering, at least in a nonmedical set-
ting, asking a personhowhe/shewould like to be addressedwhen refer-
ring to his/her epilepsy.

When specifically asked about whether they would mind being
called an “epileptic” (themselves or someone close to them), about
half of the subjects opposed it. Although the use of this term has for a
long time been discouraged in the professional language, whether it ac-
tually shapes negative attitudes is something that is still not entirely



Table 3
Association of subjects' characteristics with the preferred label for someone treated for epilepsy.

Most appropriate label for someone with epilepsy N(%) χ2 p

Epileptic Person with epilepsy Person having epilepsy Patient with epilepsy No preference

Gender 3.74 0.442
Male 1(2.0) 9(18.0) 13(26.0) 12(24.0) 15(30.0)
Female 9(3.3) 77(27.9) 78(28.3) 53(19.2) 59(21.4)

Level of education 7.95 0.093
Secondary school or less 6(3.0) 57(28.5) 47(23.5) 38(19.0) 52(26.0)
Postsecondary education 4(3.1) 30(23.6) 45(35.4) 27(21.3) 21(16.5)

Relation with someone with epilepsy 10.48 0.033
Myself 8(4.6) 48(27.7) 38(22.0) 37(21.4) 42(24.3)
Parent 1(1.0) 29(28.4) 38(37.3) 15(14.7) 19(18.6)

Bold values denote cells where counts were statistically different than expected.

Table 4
Association of subjects' characteristics with the disapproval of the label “epileptic”.

Do you mind the
label “epileptic”?
N(%)

OR (95%CI)/χ2 p

Yes No

Age 0.99 (0.97–1.01) 0.351
Gender 0.094 0.759

Male 26(52.0) 24(48.0)
Female 150(54.3) 126(45.7)

Level of education 0.868 0.833
Elementary School 7(63.6) 4(36.4)
Secondary School 99(52.4) 90(47.6)
College/School of
higher education

26(57.8) 19(42.2)

University 44(53.7) 38(46.3)
Relation with someone
with epilepsy

21.799 b0.0001

Myself 75(43.4) 98(56.6)
Parent 73(71.6) 29(28.4)
Partner 5(41.7) 7(58.3)
Another family member 17(56.7) 13(43.3)
Friend 7(63.6) 4(34.3)

Bold values denote cells where counts were statistically different than expected.
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clear, with conflicting results so far [3,12–14]. Parents more frequently
disapproved of the term than the patients themselves. Previous
research has also shown that parents are less likely to favor the term
“epileptic” compared to other type of significant others [6].

Limitations of our study include recruiting the subjects through the
Internet, which automatically excluded those without Internet access
and resulted in a study population with underrepresentation of males,
and which were more educated than the general Croatian population
[15]. In order to obtain better compliance, the questionnaire included
only a small number of questions, so issues like reasons for choosing
or opposing the labels or clinical characteristics of epilepsy were not
assessed. For reasons of simplicity, the question about the most appro-
priate term was regarding a person being treated for epilepsy, so we
cannot be certain that the preference data also extends to thosewith ep-
ilepsywho are currently not on treatment. Furthermore, a larger sample
would have probably enabled us to compare the categories as they
were, without the need tomerge or exclude some of them from the sta-
tistical analyses. Therefore, more studies on this topic are required.

Based on our data and previous research in this field, we believe rec-
ommendations could be made to use the person-first terminology in
publications, formal texts, and public speech. But as sometimes it can
be more appropriate to use the variations of the term “patient with
epilepsy” (i.e., studies comparing different antiepileptic drugs), the
final choice of wording is dependent on the context. As our results
show that the label “epileptic” is offensive to a large proportion of
those concerned, this term should be used only in specific,well-justified
cases.

5. Conclusions

We believe our study has brought an additional insight from those
living with epilepsy into the language debate. Majority of them prefer
the “person-first” language, although almost half of the subjects do
not directly oppose the label “epileptic”. Parents of patients are more
likely than patients themselves to choose the label “person having
epilepsy” as the most appropriate one and to disapprove of the label
“epileptic”. These results can help with shaping future recommenda-
tions for terminology in epilepsy.
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