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o (PNES) have been questioned. Currently, numerous alternative terms, such as
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“conversion,” “dissociative,” “functional,” “attacks,” and “events,” are used in
both medical literature and clinical practice, leading to confusion among profes-
sionals and patients. The lack of a uniform diagnostic label is likely to impede
research funding and service development. The International League Against
Epilepsy (ILAE) Psychiatry Commission charged its task force focusing on these
seizures to propose a more uniform and integrative terminology. Members of
the previous ILAE PNES Task Force (2017-2021) helped to organize two work-
shops to try to build a consensus for a new terminology. These meetings involved
experts by experience, clinicians, and researchers, including representatives of
the Functional Neurological Disorders Society (an international professional
organization), FND Hope (an international patient advocacy organization), and
the American Epilepsy Society. The current task force (2021-2025) continued
this work by reviewing the existing literature and debating the nomenclature
and classification of seizures commonly labeled as PNES. The present proposal
paper synthesizes the findings of this process. Based on our critical considera-
tion of the literature, academic insights, and clinical experience, and noting the
current international medical and psychiatric classification systems, the ILAE
task force proposes the new term “functional/dissociative seizures” (FDS). This
proposal paper explores the pros and cons of each component of the label “func-
tional,” “dissociative,” and “seizure” from different perspectives, taking account
of patient and health care professional acceptability, diagnostic and semiological
considerations, underlying illness mechanisms, treatment provision, and health—
economic, sociocultural, and linguistic factors. The dual characterization and use

of a slash offer clinicians flexibility to adopt either “functional” or “dissociative,”
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1 | INTRODUCTION

The acceptability and validity of the term “psychogenic
nonepileptic seizures” (PNES) have been questioned
by some experts in the field. Critics argue that the term
“psychogenic” is dualistic and that it has pejorative con-
notations for many patients, and “nonepileptic” merely
provides a negative characterization of these seizures,
defining them by what they are not."* These and other
criticisms of the established label, as summarized below,
have led to the exploration of an alternative name for the
disorder.

Before proposing a new label, it is important clearly
to characterize the condition we aim to name. Therefore,
we begin with a definition of what we will propose to call
“functional/dissociative seizures” (FDS). There are cur-
rently no specific biomarkers of neuropathogenesis of
FDS. Consequently FDS, like many other neurological
and psychiatric disorders, must be defined clinically, on
the basis of reported subjective experiences and cognitive,
autonomic, and behavioral phenomena (see Box 1).

Different traditions reflected in international classi-
fications of FDS make it difficult to agree on a consen-
sual terminology. In Diagnostic and Statistical Manual
of Mental Disorders, 5th Edition (DSM-5), these sei-
zures are classified as a conversion (or functional neu-
rologic symptom) disorder, whereas in International
Classification of Diseases, 11th Revision (ICD-11) they
are classified as one of the subtypes of dissociative neu-
rological symptom disorder.>* The International League
Against Epilepsy (ILAE) replaced the term “pseudosei-
zure” >10years ago and has been using the term PNES
more recently.>®

Numerous international surveys, expert opinion pa-
pers, and literature reviews have critically examined the
terminology of PNES over the past decade.”*’'* These
publications have highlighted strengths and weaknesses
of different terms and provided a useful platform for fur-
ther reflection. Above all, they highlight the importance of
a broadly consensual, comprehensive, universal term for
these seizures and the disorder they characterize. Those
who noted discomfort with the label PNES have called for

or both, in their practice depending on the patient's profile, their own prefer-
ences, and the cultural/linguistic context. The abbreviation “FDS” is recommend
for use in scientific writings.

dissociative disorder, functional neurological disorder, neurology, nomenclature, psychiatry

Key points

« “PNES” is criticized as “psychogenic” and im-
plies mind-body dualism, and “nonepileptic”
only defines the diagnosis negatively.

« PNES label controversy has led to the use of
alternative terms, causing potential misunder-
standings and diagnostic inaccuracies.

o The recommended term, “FDS,” improves
consistency in clinical practice and research
internationally.

« The FDS double characterization gives physi-
cians a margin of freedom in their practice to
use one, the other, or both terms.

« The proposed term links seizures to diagnostic
entities in the two major global systems, DSM-5
and ICD-11, currently in use worldwide.

a reexamination of the terminology. The use of many al-
ternative terms in the scientific literature and in clinical
practice (including “conversion,” “functional,” or “disso-
ciative” “attacks,” “seizures,” or “events,” among others)
has contributed to confusion among professionals and
patients."” Despite significant clinical and research ad-
vances over the past 30years,14 the absence of a univer-
sally accepted diagnostic label is likely to have impeded
better research funding, accurate coding, and the devel-
opment of clinical services. This highlights the need for
the adoption of a common language and the use of a new
integrative term.

In this proposal paper, we will first summarize the key
criticisms that have been made of the term PNES. Next, we
will describe the process by which we developed our pro-
posal. This description will include a synthesis of previous
studies on alternatives to the term PNES and an account
of the collaborative effort of international experts repre-
senting different professions as well as patient advocacy
groups underpinning this process. Lastly, we will propose
a new terminology for FDS and consider its pros and cons
from different perspectives.

<
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BOX 1 Definition.

FDS are paroxysms of impaired awareness, altered perception, and reduced behavioral control that usually occur
in the context of emotional/physiological arousal. FDS semiology is usually consistent over time but can change
in response to individual experiences and environmental influences.

+ On a subjective and cognitive level, FDS entail distortions of perceptual awareness as well as a reduction of
cognitive flexibility and self-control, which may be associated with experiencing disconnectedness, derealiza-
tion, depersonalization, panic, and mental block/slowing or racing thoughts. Ictal (during the seizure) im-
pairment of awareness is common and may be reported as complete or partial loss of awareness. Postictally,
patients typically report partial or complete amnesia for ictal experiences. Amnesia may also be reported after
seizures in which patients exhibited partial responsiveness.

« Autonomic symptoms such as dizziness, tingling sensations, and palpitations are common, and most seizures
are associated with objective autonomic activation.

« Behavioral manifestations are highly heterogenous and range from akinetic to hyperkinetic presentations.
Responsiveness may be markedly reduced or fully preserved.

o Movements can generally be related to innate behavioral patterns (e.g., tonic immobility or thrashing) and
culturally or individually meaningful expressions of distress (e.g., swoons or convulsions) and may incorpo-
rate symptoms associated with prior experiences.

o Behavior is experienced as involuntary but can exhibit signs of retained movement control. Protective reflexes
(e.g., corneal or blink reflex) are usually preserved, even while patients are otherwise unresponsive to external
stimulation.

FDS may occur as isolated events (e.g., in response to particular circumstances), or in the context of an FDS dis-
order in which distress or disability are caused by recurrent FDS or anxiety about such seizures.

FDS may be a stand-alone diagnosis or part of another multifaceted neuropsychiatric condition such as pol-
ysymptomatic functional neurological disorder (FND), complex posttraumatic stress disorder, or other disso-
ciative disorders. Patients with FDS are at increased risk of receiving additional medical diagnoses, including
epilepsy and headache disorders. These may reflect true comorbid conditions in some cases, but there is also an
elevated risk of misdiagnosis due to overlapping symptomatology and diagnostic challenges.

The mechanisms and neural correlates of FDS are the subject of ongoing research. Classical psychodynamic
interpretations (psychogenicity, conversion disorder) have evolved into a broader biopsychosocial framework
that incorporates, for example, inferential accounts of brain function with cultural meaning-making or social
determinants of illness with brain network dysfunctions.

Although FDS is not a diagnosis of exclusion, the delineation of boundaries with related or superficially similar
conditions is part of the extended definition. As such, FDS are differentiated:

« From paroxysmal presentations of motor functional neurological disorder (mFND), in that mFNDs do not
entail accompanying perturbations of awareness;

» From panic attacks, in that awareness is usually altered in FDS, and FDS are associated with more complex
motor phenomena. Whereas panic attacks are characterized by predominant feelings of panic, subjective feel-
ings of panic are mostly absent in FDS;

« From neurological paroxysms such as epileptic seizures, syncope, migraines, or paroxysmal dyskinesias, in
that these paroxysmal disorders produce different patterns of subjective symptoms and visible manifestations,
and are associated with neuropathophysiological changes that do not occur with FDS;

» From malingering, in that behavior during FDS is experienced as involuntary.

2 | CRITICISMS OF THE TERM The term “psychogenic” is undesirable and perceived as
"PNES” pejorative by most patients.’> “Psychogenic” is often un-

derstood as purely psychological, without a “real” organic
The first two parts of the current term (“psychogenic” and basis. Patients can perceive it as accusatory, invalidating,
“nonepileptic”) have attracted most negative comment."  and extremely stigmatizing. This term often leads them
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to think, “Am I being seen as crazy? Is all of this just in
my head?” This feeling of rejection can become a major
obstacle to the acceptance of the diagnosis and to engage-
ment in appropriate treatment. It tends to be perceived as
dismissive and may lead to patients receiving less support,
less empathy, and more criticism or skepticism from fam-
ily, friends, and even administrative entities or health care
organizations.16

For clinicians, “psychogenic” implies a purely psy-
chological process, traditionally in the sense of psychoso-
matic conversion. This reductive perspective ignores the
complex interplay between autonomic, neuroendocrine,
and brain network dysfunction related to the occurrence
of FDS.!7"?! “Psychogenic” also fails to reflect patients' ex-
periences of their seizures as a largely physical problem
commonly associated with factors such as pain, fatigue, or
hyperventilation.*

The second term, “nonepileptic,” is a negative word-
ing that distinguishes these seizures from epilepsy but
does not define the disorder itself. Current best practice
promotes an approach to diagnosis based on the clinical
phenotype and not merely the exclusion of alternative
diagnoses.'”**"* This diagnostic process, often involving
multiple medical subspecialities, could be enhanced if
clinicians around the world used consistent terminology
with a more explicitly descriptive name.

The use of the term “seizure” has also been challenged,
mainly by epileptologists and other clinicians who see
patients with similar presentations.”® It has been argued
that this word should be used exclusively for epileptic sei-
zures and that its use for other paroxysmal events could
increase the risk of confusing epileptic and nonepileptic
phenomena. However, the term “seizure” has historically
been used very widely, and the limitation of the use of this
word would not reflect current common usage.

3 | NOMENCLATURE
DECISION-MAKING PROCESS

3.1 | Mandate to develop a new
terminology

Discussions about a new terminology for PNES started
in meetings of the 2017-2021 ILAE PNES Task Force. To
advance the debate, members of this task force helped to
organize two workshops with the intention of seeking a
consensus for a new terminology. However, the discussion
about a new label for PNES was not concluded. When the
current FDS Task Force was constituted in 2021, the ILAE
Psychiatry Commission mandated it to propose a new
terminology for PNES. Since its first meeting on January

22,2022, it has been the priority of the current ILAE FDS
Task Force to finalize the negotiations about a new label
for these seizures.

In their discussions, the task force drew primarily
on the expertise of its members, representing all conti-
nents around the world and with many years of clinical
and research experience with FDS. The ILAE FDS Task
Force was aware that changes in terminology are always
challenging,* that each component of any proposed new
terminology would be deemed controversial by some, and
that it is unlikely that there would be one label, suitable
for all clinical and scientific contexts and cultures, that
would fully satisfy all stakeholders. In their deliberations,
the task force recognized the importance of aligning the
proposed terminology with international classification
systems, and that a proposal excluding the terms “func-
tional” (DSM) or “dissociative” (ICD) could create chal-
lenges for professionals working in health care systems
using one of these two nosologies. Figure 1 summarizes
the timeline of the process culminating in the current pro-
posal document.

3.2 | International stakeholder
discussion

The first broader international stakeholder discussions
that fed into the development of the present proposal
document took place during two multidisciplinary work-
shops about the terminology for PNES held in December
2020. These discussions involved experts by experience,
clinicians, and researchers, including representatives of
the Functional Neurological Disorders Society (FNDS),
an international organization of professionals, FND
Hope International, a patient advocacy group, and the
American Epilepsy Society (AES). The workshops used a
“flipped classroom” model, whereby participants were in-
vited to view five videos covering different perspectives on
the terminology, such as patient views, pediatric perspec-
tive, etiological points, epileptologist perspectives, and
FND specialist views. These videos were provided by FND
Hope international and by clinicians from the UK, USA,
Australia, and France. In addition, during the workshops,
participants were invited to complete brief surveys about
naming of PNES.

The first workshop, hosted by the FNDS, was held on-
line on December 3, 2020, and was an open access forum,
aiming to capture a broad range of perspectives. It in-
cluded a brief review of the terminology, a presentation of
a historical terminology timeline, and the results of pre-
viously published surveys about the preferred terminol-
ogy. The seminar concluded with a moderated discussion.
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03 December 2020 - July 2022 : [EC June 2022 : FND
FNDS seminar Lausanne, Congress in
submission to Boston, discussion
07 December 2020- proposal of the with FNDS and FND
Annual AES Meeting - new term FDS to Hope about the
PNES Interest Session Psychiatric terminology
Seminar Committee of ILAE  change
p
January to
March 2022 : R
Literature
Review (0)
P
End of May 2024: 0
ieo;t:mber L’M'“h to May 2022: Submission of the
3 terature review,
i . e proposal for S
gr::t;gr; of :gtoe“r;sa/; discussion position paper to
Executive Committee
Task Force nomenclature, voting of ILAE &
L

July 2023 : Meeting ~ May 2024 : We sent
with Helen Cross, the position paper to
ILAE president and FNDS and FND Hope,
chair and co-chairs of seeking their
Terminology Task agreement and
Force support in principle

FIGURE 1 Summary of the proposal generating process. AES, American Epilepsy Society; FDS, functional/dissociative seizures; FNDS,
Functional Neurological Disorders Society; IEC, International Epilepsy Congress; ILAE, International League Against Epilepsy; PNES,

psychogenic nonepileptic seizures.

This workshop had 314 registered participants, primarily
from North America (49%) and Europe (40%), with addi-
tional participants from Asia (5%), South America (4%),
Australia (1%), and Africa (1%). Participants were from
various fields: neurologists (15%), psychologists (14%),
psychiatrists (6%), neuropsychologists (5%), neuropsy-
chiatrists (4%), medical doctors (12%), researchers (13%),
students (4%), social workers (3%), physiotherapists (2%),
nurses (2%), neurodiagnostic technologists (1%), commu-
nication managers (1%), occupational therapists (1%), di-
rectors of education (1%), and medical instructors (1%).
Among the participants, 17% were patients and 2% were
family members of an FDS patient.

The second online meeting took place on December 7,
2020, during the AES Annual Meeting. It was accessible to
participants who had paid to attend the Annual Scientific
Meeting of the AES. It was organized by the PNES Special
Interest Group of the AES, and included different profes-
sionals (neurologists, pediatrics, clinical psychologists,
and psychiatrists) and participants from FND Hope and
US National Association of Epilepsy Centers.

After the workshops, participants were invited to com-
plete two brief surveys, one covering their opinion on the
most important issues in the naming of PNES and another
inviting open responses to the flipped classroom materials.

Wardrope et al. summarized the discussions in these
two workshops, including the flipped classroom materi-
als, chat (spoken and written content from the sessions),
and postmeeting online surveys." They identified eight
themes related to nomenclature change: mechanisms,
therapeutic benefit, communication, stigma, dissonance
and disagreement, barriers to care, how labels shape

people, and taking into account patients’ and clinicians’
perspectives. The results of the postmeeting surveys indi-
cated that the most important elements to consider in the
choice of a name are the minimization of stigma and help
for patients/families to understand and engage with the
diagnosis." Moreover, the survey findings showed that the
most commonly preferred prefixes were “functional” and
“dissociative,” and the preferred suffix was “seizure.”

Although these two seminars demonstrated broad
support for the identification of a unified terminology, no
definitive conclusion on a proposed name was reached.
Accordingly, the decision-making process about a new
label became the main objective of the 2021-2025 ILAE
FDS Task Force.

3.3 | Further work within the ILAE FDS
Task Force

3.3.1 | Methodological aspects

Since 2022, members of the FDS Task Force have been ac-
tively working on the nomenclature.

The previous stakeholder consultations and the result-
ing surveys clearly showed that a new survey, however
broad, would not allow us to reach an easy consensus
on a new terminology and that it would only continue to
highlight the difference between existing positions. For
instance, a recent international online survey of 1003
physicians carried out independently of the ILAE termi-
nology development process, including neurologists and
psychiatrists, revealed that the most widely preferred
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prefix for describing seizure disorders was “psychogenic,”
followed by “functional,” and the most favored suffix was
“seizure.”?

We considered whether the Delphi method might help
us to advance a consensual agreement. However, we note
the methodological concerns about the use of the Delphi
process in the development of nomenclature.”” We also
had concerns about the use of a Delphi process in relation
to this particular health problem. Who should be invited
to participate in the process? How could a fair represen-
tation of mental health patients be assured? How could
we ensure that low-income countries would get a voice, or
representatives of countries using the ICD rather than the
DSM for clinical coding or billing purposes? We concluded
that it would not be feasible to create a fully representa-
tive Delphi process capable of giving diverse participants
a voice.

Although the Delphi method is effective for consoli-
dating expert opinions, it is not the best tool for updat-
ing medical nomenclature. Finding consensus through
repeated surveying risks reproducing "current practice”
rather than developing new concepts through iterative in-
terdisciplinary dialogue.?®

Building on the prior endeavors to advance the discus-
sion of a new terminology, the task force decided that it
was more appropriate, in this particular context, to pursue
an expert-based method of developing a new terminology,
similar to the approaches pursued in other medical fields,
such as movement or balance disorders.***° This approach
started with a comprehensive review and synthesis of the
previous literature on the nomenclature and classification
of FDS.

3.3.2 | Narrative review on literature

To inform our reflections and discussions, it was es-
sential to have reviewed the available literature on the
subject. We initially conducted a literature search in
2022 on MEDLINE. The selected key words were as fol-
lows: (functional seizure) OR (dissociative seizure) OR
(PNES) OR (psychogenic seizure) OR (psychogenic non
epileptic seizure) OR (non-epileptic seizure) OR (nonep-
ileptic seizure) OR (pseudoseizure) AND (terminology)
OR (nomenclature) OR (survey) OR (name) OR (classi-
fication). There was no publication date limit. We only
screened papers published in English. All study types
were taken into consideration (including experimental
and observational studies, reviews, case studies, com-
mentary, and opinion pieces). This search yielded 226
results, of which 37 articles appeared relevant based on
our review.

To ensure the comprehensiveness of our review, we ap-
plied an additional technique in December 2023: forward
and backward citation chasing using the Citation Chaser
tool (https://estech.shinyapps.io/citationchaser/; look-
ing for relevant papers cited in the identified literature or
citing identified publications). This literature search was
complemented by hand searches.

This yielded 1212 references. After removing 110 du-
plicates, we screened 1102 articles and retained 111 for
full-text review (Supporting Information Figure Al).
Ultimately, 50 articles were included in the review, com-
prising 19 original studies, seven reviews, and 24 com-
mentary/opinion papers. The publications that were
considered are listed in Tables 1 (original studies), 2 (re-
views), and 3 (commentary/opinion papers).

3.3.3 | Discussions and votes

After stakeholder consultations and their review of the
evidence, the task force members held further discussions
and a series of votes. In their votes, the task force members
considered the stakeholders’ opinions, the results of previ-
ous surveys, their academic insights and clinical experi-
ence, and their consideration of the current international
medical and psychiatric classification systems (DSM-5
and ICD-11).>* The task force members did not agree
on a single term, but with the understanding that con-
sensus does not mean unanimity, and that it is reached
when everyone in the group assents to a decision even if
some do not fully agree to or support all aspects of it, the
group reached consensus on a joint proposal (Supporting
Information Table Al). The new term “functional/dissoci-
ative seizures,” combining the terms that emerged as most
popular in the surveys conducted after the previous webi-
nars, evolved as the preferred consensus (see Supporting
Information Appendix).

3.3.4 | Consultations

Several consultations and discussions were held within
the ILAE as well as with members of other organizations
throughout the process. The insights gathered from these
consultations were integrated into the nomenclature pro-
posal process.

International League Against Epilepsy

The task force had discussions with the Psychiatry
Commission, Methodology Commission, Terminology
Commission, Standards and Best Practice Council,
Executive Committee, and the president of the ILAE.
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TABLE 1 Original studies in chronological order.

Study

Stone et al."®

Shneker & Elliot*!

Plug et al.*

Mayor et al.*®

Sahaya et al."!

LaFrance et al.>*

Morgan et al.*®

Wichaidit et al.*®

Karterud et al.”’

Methods and population

Interviews were conducted with 102 consecutive
general neurology outpatients in Edinburgh.

A questionnaire survey about the knowledge of,
beliefs about, and attitudes toward the diagnosis
and management of FDS was conducted among 83
physicians working at Ohio State University.

A qualitative and quantitative analysis of patient—
doctor outpatient interactions was conducted

to assess patients’ own preferences of different
diagnostic labels; 21 patients (8 epileptic, 13 FDS)
from Royal Hallamshire Hospital in Sheffield, UK
were included.

130 clinicians from the UK and Ireland participated
in an Internet survey.

115 HCP (primary care, neurology, and in-patient
nurses) practicing at Columbia University Hospital
participated in a questionnaire regarding their
opinion of FDS.

A survey about the diagnostic and treatment
practices for FDS was conducted with 96 practicing
clinicians from Chile and 307 clinicians from the
USA.

A survey conducted among 146 parents/guardians of
children with FDS.

A national survey about pediatricians’ current
diagnostic practice for PNES was conducted in
Denmark.

Semistructured interviews with a cohort of 11
adolescents and young people (14-24years old)
pertaining to their experience of being diagnosed
with “nonepileptic seizures.”

Epilepsia-

Main findings

The terms “hysterical seizures” (48%) and “symptoms
all in the mind” (89%) were highly offensive to patients.
No significant differences were found between the
terms “pseudoseizures,” “psychogenic seizures,” and
“nonepileptic attack disorder.” The terms “stress-related
seizures” and “functional seizures” were the least
offensive diagnostic labels.

A majority (85%) of participants felt that the term
“pseudoseizure” is appropriate to use.

Patients with FDS preferred labels such as “fit” and
“blackout” and avoided the terms “seizure” or “attack.”

The most commonly used terms at diagnosis were
“nonepileptic attacks” (61.9%) followed by “nonepileptic
attack disorder” (52.4%) and “nonepileptic seizures”
(46.8%). The least used terms were “conversion seizures”
(2.4%) followed by “psychogenic seizures” (4.8%) and
“conversion disorder “(6.3%).

“Nonepileptic seizure” was the preferred diagnostic label.

The most commonly used term was “nonepileptic
seizures” both in Chile (36%) and in the USA (60%).
In Chile, the second most commonly used term was
“pseudoseizures” (31%) followed by “psychogenic
seizures” (16%), and in the USA, the second most
commonly used term was “spells” (11%) followed by
“psychogenic seizures” (7%).

The term “nonepileptic events” followed by “functional
seizures” and “nonepileptic attack disorder” were

the least offensive terms. “Hysterical seizures”

and “psychogenic seizures” were most offensive to
participants.

No consensus on the terminology. The terms most
frequently used were “functional seizures” followed by
“psychogenic nonepileptic seizures.”

Participants in this study (8/11) reported that they had
resisted their diagnosis of “nonepileptic seizures” and
had felt immediately alienated from the diagnosis—and
the clinician giving the diagnosis—when the words
“psychogenic” or “mental” (as in mental health) were
used. The words implied a mental health problem, which
did not resonate with their experience of self (self-image).

(Continues)
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TABLE 1 (Continued)

Study

Monzoni & Reuber®

Aatti et al.*¥

McWilliams et al.*°

Yogarajah et al.*!

Loewenberger et al.**

Dastgheib et al.**

Loewenberger et al.**

Asadi-Pooya et al."}

Samuels & Pretorius®

HINGRAY ET AL.

Methods and population

Video-recorded encounters between three
neurologists with extensive experience in diagnosing
and treating patients with PNES, and 17 patients

at two clinical neuroscience centers (Sheffield
Teaching Hospitals NHS Foundation Trust and
Southern General Hospital, NHS Greater Glasgow
and Clyde Health Board).

An online survey was conducted in France with 963
psychiatrists.

66 doctors attending the UK child and adolescent
psychiatry conference participated in a
semistructured bespoke questionnaire.

120 general practitioners working in London, UK,
responded to a survey about FDS.

Online survey conducted with 87 healthy adults
involving a choice of eight different diagnostic
terms (“functional nonepileptic attacks”/"FNEA,"
“dissociative seizures,” “functional seizures,”
“psychogenic seizures,” “nonepileptic attack
disorder”/"NEAD," “pseudoseizures,” “
disorder,” and “hysteria”); participants ranked each
term based on preference (1, most preferred; 8, least
preferred), and on the level of offensiveness.

” .

conversion

Questionnaire study about functional/dissociative
seizures conducted among 69 psychiatrists and
neurologists practicing in Iran.

An online survey about the preferences for, and
offensiveness of, 11 common diagnostic terms for
FDS was conducted with 39 patients diagnosed with
FDS. Also, semistructured interviews exploring the
experience of FDS diagnosis were conducted with 13
patients.

An international online survey was conducted with
1003 physicians (neurologists and psychiatrists).

Semistructured individual interviews were
conducted with 13 HCP (clinical psychologists,
neurologists, psychiatrists, and general
practitioners) working in Western Cape in South
Africa and specializing in FDS.

Main findings

This study demonstrates that doctors' selection of a
specific label is one part of a series of complex activities.
Doctors tend to use a range of different labels as the
consultation progresses. Their choice of labels is
influenced by the linguistic formulations through which
labels are delivered in interaction, and by patients’
interactional contributions. In practical terms, the data
provide support for the idea that, when presenting the
diagnosis of PNES, a specific and clear label for the
seizures should be provided at the beginning of the
encounter.

44% of participants used the term “psychogenic
nonepileptic seizures” in their clinical practice; 37%
used the terms “functional”/“dissociative”/“conversion”
seizures; 12% used the term “pseudoseizures” (12%) and
4% “hysteroepilepsy.”

The term “nonepileptic seizures” was the most preferred
name.

The most popular terms among the participants were
“pseudoseizures” (preferred by 75%) and “nonepileptic
events”/“attacks”/“seizures” (preferred by 76.7%).

The most preferred term was “functional nonepileptic
attack” followed by “dissociative seizures” and
“functional seizures.” The least offensive term

was “functional nonepileptic attack” followed by
“functional seizures.” The most offensive terms were
“pseudoseizures,” “dissociative seizures,” “psychogenic
seizures,” and “hysteria.”

The results showed that the term “psychogenic
nonepileptic seizures” was the most preferred term.

The most preferred terms were “nonepileptic attack
disorder”/“NEAD,” “functional seizures,” “functional
nonepileptic attacks”/“FNEA,” and “dissociative
seizures,” and the terms did not significantly differ from
one another. The least offensive terms were “NEAD”
followed by the terms “functional seizures” and “FNEA.”
The authors proposed the terms “functional nonepileptic
attacks” and “functional seizures.”

The most preferred prefix was the term “psychogenic”
followed by the term “functional.” The most preferred
suffix was the term “seizure.”

9 HCP found diagnostic labels such as “functional
seizures,” “pseudoseizures,
“psychogenic nonepileptic seizures,” and “nonepileptic
seizures” inappropriate and stigmatizing. They said that
these terms affect their relationship with their patients.

2 . ”

conversion disorder,”
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TABLE 1 (Continued)

Study

Maria Marta et al.*®

Methods and population

Semistructured interview with 19 patients with FDS
to explore the patients' experiences regarding the

diagnosis of FDS.

Main findings

Most of the patients (n=9) used the term “seizure” to
refer to their condition. Specifically, in Spanish the term
“seizure” can be translated as “convulsion” or “crisis” (5
patients used the term “convulsion,” and 4 used the term
“crisis”). 4 patients used the term “attack”; 2 patients
used the term “episodes,” and 2 patients used the term
“faint.”

Epilepsia

Abbreviations: FDS, functional/dissociative seizures; FNEA, functional nonepileptic attacks; HCP, health care providers; NEAD, nonepileptic attack disorder;
NHS, National Health Service; PNES, psychogenic nonepileptic seizures.

TABLE 2 Reviews.

Study

Schmutz*’

Brigo et al.*®

Ding & Kanaan*

Rawlings &
Reuber™

Asadi-Pooya et al.2

Wardrope et al.*

Huff & Murr®

Methods and population

A critical review and perspective paper.

Investigated the most common English
terms used to describe FDS on Google
and in PubMed.

Literature review on the terminology of
conversion disorder; included 7 articles.

A systematic search of 3 databases (Web
of Science, PubMed, and CINAHL)
conducted in 2017 about attitudes and
perceptions of health care providers
toward FDS.

Systematic review of the terminology of
FDS based on 30 previous publications.

This paper summarized two
multidisciplinary discussions about
the terminology for FDS organized in
December 2020 (involving patients,
clinicians, and researchers and hosted
by the American Epilepsy Society and
the Functional Neurological Disorders
Society).

Narrative review and perspective paper.

Principle results

The author suggested that “dissociative seizures” and “conversion
disorder with seizures” were the appropriate terms for FDS. In
contrast, the author highlighted major problems with the term
“psychogenic nonepileptic seizures” or similar constructs.

The results highlighted that there is a lack of internationally accepted
terminology for FDS and a broad spectrum of synonyms used to refer
to FDS in the medical literature. The five terms most frequently used
in PubMed were: “psychogenic non(-)epileptic seizure(s),” followed
by “pseudo(-)seizure(s),” “non(-)epileptic seizure(s),” “psychogenic
seizure(s),” and “non(-)epileptic event(s).” The five most frequently
used terms in Google were: “psychogenic non(-)epileptic seizure(s),”
followed by “non(-)epileptic event(s),” “psychogenic attack(s),”
“non(-)epileptic attack(s),” and “psychogenic non(-)epileptic
attack(s).” The authors suggested the term “functional nonepileptic
events” should be used.

”

Neurologists seem to prefer the terms “functional” and
“psychogenic.” The term “psychogenic” is perceived as offensive for
patients. The term “nonepileptic/organic” was popular among both
groups.

The authors highlighted the uncertainty about the labeling of FDS.
The majority of HCP seem to prefer an etiologically neutral term (i.e.,
“nonepileptic seizures,” “nonepileptic attacks,” “nonepileptic attack
disorder”). The term “psychogenic nonepileptic seizures” seems to
be in less common use, and terms such as “dissociative seizures,”
“conversion seizures,” and “functional seizures” were rarely used.
The term “pseudoseizure” still seems to be used by some HCP.

» .

The authors suggested that the term “functional seizures” was most
acceptable.

The article summarized the advantages and disadvantages of
different terms at multiple levels. The most preferred suffix was
“seizures,” and the most preferred prefix was “functional.”

According to the authors, the term “pseudoseizure” should
be regarded as jargon. They encouraged the use of the term
“psychogenic nonepileptic seizures” (or alternatively, “spells”).

Abbreviations: FDS, functional/dissociative seizures; HCP, health care providers.
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HINGRAY ET AL.

TABLE 3 Opinion/commentary papers.

Study

Slavney™*

Scull*

LaFrance>

Benbadis®*

Karam®
Sethi et al.>®

Cowan”’

Ramos et al.*®

Landau®

O'Hanlon et al.®°
Sethi®!
Reilly et a

Labate &
Gambardella’

1.62

Tannemaat & van
Dijk®

Brigo et al.**

Brigo et al.%®

Barron & Rotge’
Kerr & Stern®®

Tolchin et al.'
Duncan®

Benbadis®’

Beghi et al.*®®

Asadi-Pooya®

Cerasa et al.”

Principle results

The author emphasized that the term “pseudoseizure” is the most suitable term.

The author discussed different labels for “FDS” and argued that the term “nonepileptic seizures” was the most
preferable one.

The author highlighted the pros and cons of the term “attack” and “seizure” and argued in favor of the term
“seizure.”

The author highlighted the pros and cons of the terms “attack” and “seizure” and argued in favor of the term
“attack.”

The preference of the author is the term “nonepileptic seizure.”
The authors preferred the term “seizure.”

The author argued that, if there is no indication of psychogenic pathophysiology, the label “cryptogenic
nonepileptic event” should be used.
The authors argued that the term “seizure” is more concise than the terms “attack” and “event.”

”»

The author discussed the negative connotation of the terms “pseudoseizures,” “psychogenic,” and “nonepileptic”
and argued in favor of terms such as “functional brain spell” or “functional brain attack.”

The authors suggested that the term “pseudoseizure” should be replaced with the term “psychogenic nonepileptic
seizures.”

The author suggested that the term “psychogenic” should be used only when there is a psychogenic origin.
A collaborative multidisciplinary approach is needed to find a consensual term for “FDS.”

The authors argued in favor of the term “seizure” and disagreed with the term “functional.”

The preference of the authors is the term “psychogenic nonepileptic seizures.”

The authors argued against the use of the term “seizure” and suggested the term “event” for FDS and discussed the
necessity to replace the term “psychogenic.”

The authors discussed the use of “PNES” and other new terminology such as “functional nonepileptic events.”
The authors argued that the term “psychogenic” is wrong and stigmatizing and the term “nonepileptic” is rejecting.
The authors argued in favor of the term “dissociative seizures” and against the term “functional.”

The authors discussed the difficulties of achieving different goals (i.e., therapeutic, diagnostic, etiological...) by one
consensual name and highlighted the importance of a multidisciplinary approach.

The author discussed the pros and cons of different terms and highlighted the difficulty of satisfying the concerns of
both patients and professionals.

The author was not in favor of the terms “functional” and “seizure” and proposed the term “dissociative episodes.”
The authors argued that the term “PNES” is less confusing, and the term “functional” could be a good alternative.
The author highlighted the importance of finding a consensual term based on evidence-based opinions.

The authors argued that there is not enough knowledge about the pathophysiological mechanisms underlying
“FDS” and therefore could not be sure about the most appropriate terminology for FDS. They argued that there
is a need to evaluate the progression of FDS in longitudinal neuroimaging studies. The authors highlighted the
importance of finding a consensual term based on evidence-based opinions.

Abbreviations: FDS, functional/dissociative seizures; PNES, psychogenic nonepileptic seizures.

Following these discussions, we took into account theposi- 4 | PROPOSED NEW
tions and arguments of these bodies and individualsandin- TERMINOLOGY
tegrated their arguments into the decision-making process.
4.1 | Prosand cons of the new

Stakeholder organizations

terminology

The task force also sought opinions and perspectives

from outside ILAE. It communicated with partner
organizations, including FNDS and FND Hope, col-
leagues, and patients worldwide about the proposed

terminology.

Throughout our work, we have striven to consider how
a new terminology would affect the acceptability of the
diagnosis to patients and health care professionals, affect
treatment provision, and make sense from a diagnostic/
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TABLE 4 Overview of the main arguments for and against the use of the term “functional.”

Acceptability to patients

Acceptability to health care
professionals

Diagnostic/semiological level

Treatment level

Arguments for

Most acceptable and least offensive to
patients.!

Accords with “Functional Neurological
Symptom Disorder,” the overarching
DSM-5 term.?

Accords with the use of “functional” in
neurology and across some other areas of
medicine (e.g., functional gastrointestinal
disorders).”"”

Facilitates the understanding of the
diagnosis if the patient suffers also from
other functional disorders."

Implies reversibility and may give

hop e.7374

Widely used in daily discourse by health
professionals to communicate across
specialties.”"

Accords with the term “Functional
Neurological Symptom Disorder,” the
overarching DSM-5 term.’

Accords with the formal use of the DSM-5
classification system in countries around
the world for coding and billing purposes
(i.e., USA, Canada).

Consistent with the recognition of

these seizures as one of the subtypes

of “functional neurological symptom
disorder” in DSM-5 (}~31342),

FDS is often associated with other FNDs
or other functional symptoms.”
Symptoms of patients presenting
multiple FNDs can be explained by one
terminology.”""?

Psychoeducation may be facilitated by the
distinction of pathologies in the central
nervous system caused by changes in
function vs. changes in structure.”>”*7°
Implies reversibility—that interventions
that improve the function of the nervous
system will improve symptoms.”>”*
Introduces the idea that the patient can
take an active role by improving their level
of functioning, encouraging empowerment
and a feeling of self-efficacy.””
Patient-friendly metaphors are available to
explain changes in brain function.”®”
Overcomes mind-body dualism;

can be used to refer to FDS that are
triggered by physical triggers (pain,
fatigue, hyperventilation) as well as by
psychological triggers.”’

Arguments against

The term is too broad and does not always
make sense to patients; it does not explicitly
refer to psychological aspects of the
diagnosis.5*%

Survey results showed “nonepileptic” and/
or alternatively “psychogenic seizures” to be
terms preferred by health professionals.'"!?
The term “functional” is not recognized in
ICD-11.*

The term “functional” is used in different
ways in medicine, potentially confusing
patients and clinicians, e.g., functional
medicine, an alternative medicine approach
to chronic disease; functional MRI (imaging
connectivity); functional capacity evaluation
(assessment of physiological capacities related
to job requirements).

The term “functional” does not provide any
specificity regarding mechanisms, etiology, or
phenomenology, and has traditionally meant
merely “not structural.”

Does not explain directly why psychological
treatment (typically the treatment of choice)
should be effective.

The term does not make an explicit reference
to affective and behavioral aspects of FDS,
which may be relevant.!

The lack of a more explicit reference to a
possible psychological etiology may increase
the risk of patients continuing to seek
medical investigations and treatments (e.g.,
medication).

(Continues)

Epilepsia*
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TABLE 4 (Continued)

Illness mechanisms

Health-economic level

Arguments for

Appropriate term explaining the
nonlesional etiology of FDS in a positive
way.*?

The term functional is more adequate
than the term “nonorganic” (the brain is
an organ).

Highlights brain dysfunction and the
neurobiological stress response.®*5
Etiologically neutral and closely associates
FDS with FND.*

Broad term that is used across

body systems and implies general
mechanism. ¢’

“Functional” neurological symptoms
disorder is already used for coding and
billing purposes in DSM-based health care
systems in countries around the world

Arguments against

The clear dichotomy between “functional”
and “structural” pathology is oversimplistic.**
Not sufficiently specific; many epilepsies,
migraine, and manifestations of dystonia
could similarly be considered “functional.”®
At group level, there is emerging evidence

of abnormal connectivity in patients with
FDS.3*% Structural brain pathology has been
shown to increase the risk of developing
FDS.82’86

Also, newer evidence is showing both gray
and white matter structural abnormalities
and structural neuroplastic changes in
patients with FDS after psychotherapy,
weighing against the “hardware vs. software’
structural/functional description.

»

“Functional” neurological symptom disorder
is not used for coding and billing purposes in
ICD-based health care systems in countries

around the world (e.g., European countries).

(e.g., USA, Canada).

This label may help these seizures to be
recognized and coded internationally in
health systems using DSM-5.*

Cultural/linguistic level
patients.*

Acceptable term that could improve the

recognition of the disorder internationally
213

and cross-culturally.

A nonstigmatizing and accepted term by

In medical practice, “functional” is an
antonym to “structural,” but its more common
opposite in regular use is “dysfunctional.”
“Dysfunctional” may be a linguistically more
appropriate descriptor.

Widely acceptable in different cultures

and languages.***

Abbreviations: DSM-5, Diagnostic and Statistical Manual of Mental Disorders, 5th Edition; FDS, functional/dissociative seizures; FND, functional neurological
disorder; ICD-11, International Classification of Diseases, 11th Revision; MRI, magnetic resonance imaging.

semiological perspective, in terms of illness mechanisms
and in relation to health-economic and sociocultural/lin-
guistic considerations. To understand the reasoning for
the proposed new terminology, we would like to present
the arguments supporting our choices, as well as potential
counterarguments arising from different perspectives.

The "/" in the term "functional/dissociative seizures” is
intentionally used to symbolize the possibility of choos-
ing either term "functional” or "dissociative” depending on
the clinical, cultural, or contextual relevance. It reflects a
margin of freedom in terminology, allowing flexibility for
clinicians and patients to adapt the language to individual
preferences and local practices.

This task force terminology proposal takes account of
the reflections summarized in Tables 4-6, in which the
pros and cons of each part of this label (“functional,” “/,”
“dissociative,” and “seizure”) are discussed. The order of
these perspectives reflects the priority the participants of
the previous webinars assigned to them.'

We note that we have added some arguments in the
tables that have regularly been discussed between profes-
sionals in this field but not published.

4.2 | Synthesis

Based on the evidence and considerations presented in
the tables above, we suggest that the term “FDS" should
be adopted in future scientific research and clinical prac-
tice. Our primary motivation in making this proposal is to
minimize stigma and help patients/families to understand
and engage with the diagnosis.'

We should underline that the arguments presented in
Tables 4-6 are exclusively based on studies published in
English.

The term "functional/dissociative seizure” pro-
vides a degree of flexibility by offering a choice be-
tween the terms “functional” or “dissociative” or

9SUQDITT suowwo)) dAnear) a[qesrjdde ayy £q pauraaos are saonIe Y asn Jo sa[ni 10J A1e1qry aurjuQ A9[IA\ UO (SUOTIPUOI-PUB-SULIA) W0’ K[IM’ ATRIqI[auT[uoy//:sd)y) SUONIPUO)) pue SWIAT, o) 39S *[S707/60/€0] U0 AreiqiT autjuQ AS[1p 1591 £q 2681 1do/1 1 11°01/10p/wiod Kayim- Kreiqraurfuoy/:sdny woiy papeoumod ‘0 ‘L91182ST



HINGRAY ET AL.

Epilepsia=

TABLE 5 Overview of the main arguments for and against the use of the term “dissociative.”

Acceptability to
patients

Acceptability to health
care professionals

Diagnostic/
semiological level

Treatment level

Illness mechanisms

Arguments for

Patients can readily understand that dissociation is
like a disconnection of the mind from the body (loss of
control, loss of body/mind unity).*”%

Easy to accept and makes sense for patients.

Familiar to many clinicians (especially psychiatrists,
psychologists, and psychotherapists).

One of the preferred term for many health care
professionals."

Found useful in their interactions with patients.®”%

As defined in ICD-11, dissociation is an “involuntary
disruption or discontinuity in the normal integration
of memories, thoughts, identity, affects, sensations,
perceptions, behavior or control over bodily
movements.” That matches FDS semiology.*
Underscores the importance of psychological
evaluation, specifically an exploration of dissociative
tendencies.

Aligned with therapeutic purposes that are very
useful, i.e., psychoeducation; it can help patients to
understand the mechanism of their disorder (loss of
control, loss of body/mind unity, etc.).”

Allows self-control of seizures by learning to avoid
dissociation (e.g., through the use of grounding
techniques or different “here and now” practices such
or mindfulness).®’

Helps to empower patients and involve them in their
healing process. Many patients can gain control over
their FDS using grounding technique.”

Might help patients with strong dissociative
tendencies (typically in a posttraumatic context)

to understand the link between posttraumatic
dissociation and their seizures.’®

A broad definition of dissociation includes all
temporary impairments of integrative brain functions
and fully reflects FDS.*

Most patients have a history of previous traumatic
experiences, and an association between dissociative
tendencies and traumatic experiences has been
demonstrated.*

Psychopathological explanations presenting the
seizure as providing a dissociative escape from
intolerable emotional or physical states.”

Overlap between the neurobiological underpinnings
of FDS and other dissociative phenomena (such as
hypnotic states).”

Abnormalities in several resting-state networks and
their correlation with dissociation mechanism are
highlighted.*®

Arguments against

Less familiar to the general public and might seem
complex.

The term “dissociative” has been found to be
offensive to some patients.**

No universally accepted definition of the concept
of dissociation; used categorically in psychiatric
nosologies/understood as a dimensional
phenomenon in psychology.®’

Less common term outside the field of psychology/
psychiatry.

The lack of knowledge about the meaning of
dissociation at the psychopathological level might
cause difficulties for some professionals.®®

The term dissociation might cause confusion with
the disorganization of schizophrenia.”’

Absence of term “dissociative seizure” in the
diagnostic description of DSM-5.%

DSM-5 use the term “dissociative” in a separate
category of “dissociative disorders.”

Not all patients with FDS “dissociate”; i.e., some
retain awareness and intact cognition with their
seizure.

In view of the strong link between trauma and
dissociation in the previous literature, patients
without a history of traumatic experiences may
have difficulties accepting this label. This may
interfere with their engagement in treatment.

Nonspecific; term would be appropriate for other
situations in which normally connected brain
functions become disconnected such as epilepsy or
sleep.””

Dissociation is often related to traumatization, and
not every patient with FDS has been traumatized or
has high dissociative tendencies.”®

Understanding of the neurobiological
underpinnings of dissociative phenomena is
incomplete and needs further study.”*’

Illness mechanisms of FDS seem to be
heterogeneous.”®

(Continues)
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TABLE 5 (Continued)

Arguments for

Health-economic level

world.>*

Helps to ensure that these seizures are recognized and
coded better in health systems around the world.

1.%¢

Cultural/linguistic level ~ Not pejorative, globally neutra

Many synonymous terms aligned with patient

“Dissociative neurological symptom disorder” is
already used for coding and billing purposes in ICD-
based health care systems in countries around the

Arguments against

“Dissociative neurological symptom disorder” is
not used for coding and billing purposes in DSM-
based health care systems.

Possible difficulties with the coding of a disorder
called “dissociative” in relation to the activities of
neurologists.

Might have negative connotation in some cultures
and languages and could contribute to stigma.

representations and cultures: disconnection,
disassociation, loss of unity, loss of control, brain

disconnection.¥!

Abbreviations: DSM-5, Diagnostic and Statistical Manual of Mental Disorders, 5th Edition; FDS, functional/dissociative seizures; ICD-11, International

Classification of Diseases, 11th Revision.

“functional/dissociative.” The choice implied in the
double characterization will allow physicians, pa-
tients, and their families to adhere to the proposed
terminology while adapting their naming practice to
particular circumstances, for instance, taking account
of issues such as the patient's specific symptom and
psychopathological profile or the cultural and health
economic context. The “/” is intended to reflect this
margin of freedom. Overall, the combined term in-
cluding “functional” and “dissociative” should lead
to a reduction of the great variety of names in current
use, and to a convergence of clinical and scientific
usage to a more uniform, consensual terminology.
The term “functional/dissociative seizure” can be ab-
breviated as “FDS” (Table 7).

One of the most important advantages of this solution
is that these two descriptive terms are already used in cur-
rent international classifications: “functional” in DSM-5
and “dissociative” in ICD-11.>* This is an important point
and should help our proposed term to be recognized and
coded in health systems around the world.

“Functional” is an appropriate term in this context,
as it explains the nonlesional etiology of FDS in a posi-
tive way. Moreover, it is broadly accepted in expert and
patient communities that FDS are one of the possible
manifestations of FND, and that it is common for a pa-
tient to have more than one subtype of FND (including
seizures).*

The term “dissociative” is also appropriate. Its use is
well established, especially in psychiatric and psychologi-
cal scientific writings and clinical practice. It is useful for
psychoeducational purposes and reflects current neuro-
biological and psychopathological concepts of FDS. It is
easy to link a term describing a disruption of normal con-
nectedness between ideas, acts, and sensory and motor

functions, and can help patients to understand the mech-
anism of their disorder.

Furthermore, “dissociative” allows patients with
strong dissociative tendencies (typically in a posttrau-
matic context) to understand the link between post-
traumatic dissociation and their seizures. In doing so, it
can empower patients and engage them in their healing
process as they learn to avoid dissociation through “here
and now” practices such as grounding techniques or
mindfulness.

The term FDS should be perceived as more neutral
and less stigmatizing than “psychogenic,” which may
be (incorrectly) associated with the idea of the seizures
being “purely psychological” in nature.'® FDS may be
seen as more reflective of the complex interplay between
psychological and neurological factors that can contrib-
ute to these seizures. FDS acknowledges the role of the
brain's function and the potential involvement of dissoci-
ation, where a person may feel disconnected from their
surroundings or themselves during the episode. Using
the term FDS identifies the importance of understanding
the brain-mind-body connections in these conditions.'*°
Overall, some individuals with these seizures may prefer
the term FDS as it may feel less stigmatizing or judgmen-
tal, potentially fostering better acceptance and under-
standing of their neuropsychiatric condition.

Despite the ILAE's recent official adoption of the term
“antiseizure medication” instead of the previous term “an-
tiepileptic medication,” the term “seizure” seems to be the
most suitable and acceptable noun to use in the context of
FDS.?® Numerous surveys, literature reviews, and expert
opinion pieces have identified no better, internationally
acceptable alternative. Clearly, the term seizure requires
clinicians to explain to their patients that the use of this
word does not imply a diagnosis of epilepsy. It also does
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TABLE 6 Overview of the main arguments for and against the use of the term “seizure.”

Acceptability to
patients

Acceptability to health
care professionals

Diagnostic/
semiological level

Treatment level

Arguments for

More acceptable to patients than other terms such
as “attacks, spells,” and “episodes.”*
Helps some patients to feel validated, because

it acknowledges their symptoms as real and
significant.

The term “event” is very broad and minimizes the
severity/reality of the disorder.”

The term “attack” is often related to the notion

of fear or violence and might create confusion or
distress.

The term “seizure” communicates the presence of a
medical problem to health care providers.>

» « » <,

events,

Seems to be the most acceptable term to health care
professionals in 2023 compared to the other terms
such as “attacks” or “events.”*

Seems the most commonly used term by health care
providers."

Used broadly across medical specialties and in
everyday speech for shaking, jerking, loss of
self-control, sensory disturbances, and changes

in consciousness (with or without the motor
components), which mark an illness/disease process
whose cause needs to be investigated and clarified by
the physician.

The term seizure is also adequate with FDS
semiology.'”

Most FDS have a sudden start and clear ending.*
Semiologically, patients' subjective symptoms and
visible FDS manifestations closely resemble those

of other types of seizures (such as epileptic, reflex
anoxic, hypocalcemic, or hypoglycemic seizures).'”!
Patients with FDS report an external locus of control
and tend to experience their episodes as intrusive,
sudden, and beyond their control.'%?

The presence of “seizures” is one of the central
aspects to determine the subtype of FND that
patients present according to the DSM.>

The presence of “seizures” is one of the central
aspects in determining the subtype of dissociative
neurological symptom disorder in ICD-11.*

The use of a term acceptable to patients (like
“seizure”) is an important step toward the
acceptance of a treatment plan.™?

Allow explicit differentiation from other types of
seizures: functional/dissociative, epileptic, hypoxic,

metabolic. 1%

Arguments against

Patients experiencing syncopelike episodes, blank
spells, or absencelike attacks may not consider
“seizure” an appropriate term for their paroxysmal
symptoms. This may lead to misunderstanding or
stigmatization for some patients.”****

Some patients do not tend to feel “seized” in FDS.*
The most common metaphorical conceptualization
patients use to characterize their seizure experiences
is a space or place they go into or are stuck in.*

Might cause confusion between functional/
dissociative seizures and other types of seizures,
particularly with epilepsy in English.

53,54

Events without loss of self-control and shaking like
syncopelike episodes, blank spells, and absence may
not be considered as “seizures.”

The word “seizure” is closely associated with epilepsy
and may increase the risk of misunderstanding FDS as
a manifestation of epilepsy.-¢”'%°

The confusion with epilepsy is an obstacle to
appropriate treatment.®’”

The term “seizure” in “antiseizure medication”
(formerly named "antiepileptic drug") might suggest
that these treatments are beneficial for FDS (which

is not the case) and could cause confusion and be

an obstacle to stopping or not prescribing ASM to
patients with FDS."

Requires supplementary and clear explanations

from physicians to convince patients that ASM is not
effective for FDS.

(Continues)
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TABLE 6 (Continued)

Illness mechanisms

Health-economic
level

Cultural/linguistic
level

HINGRAY ET AL.

Arguments for

Studies using intracerebral electrodes suggest neural
network dysregulation (with a pattern that differs to
other seizure types).*!

Like other seizures, FDS involve a sudden activation
of the autonomic nervous system followed by
relatively quick recovery.'**1%°

Already used in DSM-5-TR: functional neurological
symptom disorder, with attacks or seizures.’
Already used in ICD-11: dissociative neurological
symptom disorder, with nonepileptic seizures.*
More specific in coding systems than alternative
terms such as "attacks" or "events.""'?

Could improve health care provision for patients.
Using a “biomedical” term could facilitate the
recognition of this symptom within health care
systems (disorders with a psychological dimension
are often undervalued as a reason for disability).

Equivalents of the term “seizure” have traditionally
been used for FDS in many other common languages
(French, German, Spanish, and many more), and the
continued use of this term in the context of FDS is
therefore not problematic.

The term alternative “attack” is very problematic

in some common non-English languages (such as
Spanish, Farsi, Arabic, French), as it is often used for
physical insults.

Etymologically, the term "seizure” is derived from
Greek, meaning “take hold” as mentioned in several
papers.53'100’106

In English, it refers to “a very sudden attack of an
illness”; thus, seizure is not limited to epilepsy.'®’
The term "seizure” is used for all other types of
nonepileptic seizures: hypoxic seizures, metabolic
seizures, and impact seizures.'%

It is commonly used to describe a sudden bout of
illness, characterized by reduced consciousness

or behavioral control.* It can refer to epileptic
seizures, FDS, hypoxic seizures, metabolic seizures,
impact seizures (associated with concussion), and

so on. Limiting its medical use to epilepsy only,

and revoking the legitimacy of using this word

for those experiencing other types of seizures,

could contribute to the stigmatization and
misunderstanding of these paroxysmal events in
similar ways to the abandoned use of the term
“pseudoseizures.”

Arguments against

Clear biological differences between FDS and other
types of seizures (such as epileptic, reflex anoxic,
hypocalcemic, or hypoglycemic seizures).'%!

The term “seizure” should only be used for seizurelike
episodes associated with biological changes sufficient
to “explain” the paroxysmal subjective and visible
manifestations.®’

The broader use of the term “seizure” would make
the distinction between epileptic and nonepileptic
seizures in coding systems more challenging.

May contribute to misunderstandings of the diagnosis
because of a strong association with epilepsy,
particularly in English."

Abbreviations: ASM, antiseizure medication; DSM-5-TR, Diagnostic and Statistical Manual of Mental Disorders, 5th Edition, Text Revision; FDS, functional/
dissociative seizures; FND, functional neurological disorder; ICD-11, International Classification of Diseases, 11th Revision.

not imply that “antiseizure medications” are effective for 5 |
FDS. Ultimately, the nonpejorative, nonjudgmental expla-

nation of the diagnosis of FDS is always of fundamental
importance, regardless of the label.

CONCLUSIONS

There is broad consensus that a unified term should
be adopted for the clinical phenomenon we propose to
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TABLE 7 Overview of the main arguments for and against the choice between “functional” and “dissociative” symbolized by “/.”

Acceptability to patients

Acceptability to health care
professionals

Diagnostic/semiological level

Treatment level

Illness mechanisms

Health-economic level

Cultural/linguistic level

Arguments for

Allows the use of a term most
appropriate for a particular patient.

Allows professionals to use both or
to use the term that best fits their
particular practice and personal and
scientific beliefs.

Aligned with the diagnostic criteria
of the two international classification
systems (DSM-5 and ICD-11).>*
More easily encompasses the
heterogeneity of psychopathological
profiles of patients.

Using both terms allows users to have
a range of explanations and metaphors
for psychoeducation and expands
therapeutic options.

Offers different levels of understanding
of these complex disorders whose
illness mechanisms are not yet fully
elucidated.

Potentially allows recognition by all
health systems in the world, which is
essential for patients.

Allows a degree of flexibility and
adaptation to cultural preferences
and avoidance of a term that might be

Arguments against

Might seem confusing.

Could appear as a lack of affirmation, a weakness
of the ILAE TF, and as a “politically correct”
compromise.

Underscores the lack of unanimity on a single term
between health care professionals and practices.

Conveys different diagnostic conceptualizations
from different conceptualizations.

May confuse treatment plan if the diagnosis has
different mechanisms.

Highlights the absence of total certainty on the
illness mechanism.

Can be confusing.

Underscores the lack of unanimity on a single term
cross-culturally.

culturally stigmatizing.

Abbreviations: DSM-5, Diagnostic and Statistical Manual of Mental Disorders, 5th Edition; ICD-11, International Classification of Diseases, 11th Revision;

ILAE, International League Against Epilepsy; TF, task force.

call FDS. After careful consideration of the terminology
from various perspectives—including patient and pro-
fessional acceptability, treatment efficacy, underlying
mechanisms of illness, diagnostic clarity, semiological,
and socioeconomic, linguistic, and cultural dimen-
sions—we conclude that “FDS” is the most appropriate
term. This term reflects the best current consensus and
should be consistently used in both clinical practice and
scientific research.

By adopting the uniform, nonpejorative, internation-
ally agreed term of “FDS,” we should be able to improve
scientific and clinical communication, reduce misunder-
standings, and increase service provision for patients with
FDS and opportunities for research.

It is crucial to encourage professionals, editors, rele-
vant stakeholders, and organizations such as the World
Health Organization to adopt and promote the use of the
term "FDS," particularly in the international classifications
(DSM, ICD). Future studies can assess the impact of this
new terminology by examining its influence on diagnostic
accuracy, treatment outcomes, and overall patient care.

This report was written by experts selected by the ILAE
and was approved for publication by the ILAE. Opinions
expressed by the authors, however, do not necessarily rep-
resent the policy or position of the ILAE.
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