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Lay Summary

Functional / dissociative seizures (FDS) are a common and often debilitating condition.
They are often misdiagnosed as epileptic seizures at first, however, they are not associated with the
same electrical activity in the brain. Instead, they are considered a dissociative (“switching off”)
response to triggers inside or outside the body which are perceived as threatening. People who
experience FDS are more likely to have complex psychological and physical health difficulties. As
such, there is a growing body of evidence to support psychological interventions for FDS,
recommended as the treatment of choice. However, assessment and evaluation of treatments are
limited by a lack of appropriate tools (outcome measures) developed especially for in people with
FDS.

The first part of this thesis was a review of twelve articles to determine what factors are
associated with seizure severity in people with FDS. It is important to understand what makes a
condition more or less severe as this can help guide treatments. Given that there is no measure of
severity specifically developed for FDS, the review also aimed to identify how studies have
attempted to measure severity. By looking at the relationships between seizure severity measures
and other participant characteristics, we hoped to find out more about the validity of the different
severity measures used in people with FDS. Different types of factors had been explored to see if
they link with seizure severity. These included trauma, mental health, emotional processes, quality
of life, relational factors, illness perceptions, symptom attributions, stigma, and demographics. It
was difficult to draw conclusions as studies explored a wide range of different factors. Interestingly,
some of the studies examining the same characteristics found different relationships with FDS
severity. It is possible that this is explained by the wide variety of methods that were used to
measure seizure severity. Perhaps different studies were therefore not measuring the same aspect.
This review concluded that there is currently no validated and reliable measure of seizure severity
in people with FDS and that the development of such a measure would therefore be of interest.

In the second part of this thesis, two research studies were completed. Overall, these aimed
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to develop a self-report FDS outcome measure of seizure severity. In the first study, individuals
with lived experience of FDS and professional experts took part in group discussions about FDS
severity. This revealed three main themes related to FDS severity including ‘lack of control’ over
seizures, ‘distressing physical symptoms’, and the ‘lasting effects and impact of FDS’. These
findings led to the development of a list of questions designed to assess FDS severity. In the second
study, a larger group of people with FDS and professional experts were asked in a series of surveys
to tell us which questions they considered most important to measure FDS severity. This led to a
candidate self-report outcome measure of FDS severity with supplementary sections concerning
seizure frequency and duration, and also a symptom checklist to cover the range of symptoms

people with FDS may experience.
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Section One: Systematic Review

Psychosocial Correlates of Seizure Severity in Adults with Functional / Dissociative Seizures

(FDS): A Systematic Review



Abstract
Objectives: The review aimed to 1) identify and systematically examine factors associated with
seizure severity in adults experiencing FDS, and 2) examine and report how FDS severity has been
measured in these studies.
Methods: A systematic search was performed in July 2023 (rerun in April 2024) using four
databases: PsycInfo, MEDLINE, CINAHL and Cochrane Reviews. Inclusion criteria focused on
quantitative studies exploring psychosocial correlates of FDS severity in adults published in a peer
reviewed journal after 1990. Eligible studies were subjected to quality assessment using an adapted
version of the Appraisal Tool for Cross-Sectional Studies (AXIS) or the CASP Cohort Study
Checklist.
Results: Twelve articles were included; eleven cross-sectional (meeting at least 11/17 on quality
assessment) and one cohort (9/12 on quality assessment). Findings were narratively synthesised and
grouped thematically (based on the number of studies contributing to the theme). Significant
associations were found within domains of trauma, mental health, emotional processes, relational,
illness perception and symptom attribution and demographic factors. Effect sizes ranged from weak
to moderate. Eleven different methods / measures had been used to assess seizure severity (and
associated concepts of intensity, impact and bothersomeness). None were standardised for use with
FDS.
Conclusions: No studies primarily aimed to explore correlates of seizure severity thus data was
minimal and inconsistent. The variety of seizure severity measures likely exacerbated
inconsistencies and a lack of convergent validity was demonstrated. It would be beneficial for

future research to develop a measure of FDS severity to address the limitations of this review.



Practitioner Points:

e Reduction of seizure severity is an important treatment goal in psychological interventions for
FDS and a common outcome in research.

e Traditionally, FDS severity has been measured using tools developed for epilepsy seizure
severity. However, FDS and epileptic seizures are fundamentally different.

e FEleven different methods / measures were used to assess seizure severity and its associated
concepts. Of significant correlations found, only weak to moderate effect sizes were
demonstrated and inconsistencies were found across studies. A lack of convergent validity
was demonstrated in measures used to assess FDS severity.

e A notable gap in the literature was highlighted in studies examining factors associated with
FDS severity. This is an area for future research with a reliable and validated measure. Such
a measure does not currently exist; it is therefore important this is developed to address the

current inconsistencies. This would aid in developing the evidence-base for FDS.

Keywords: functional/dissociative seizures, seizure severity, outcome measures, review, adult.



Functional / dissociative seizures (FDS), also referred to as psychogenic nonepileptic
seizures (PNES), are episodes of abnormal experiences and observable behaviour superficially
resembling epileptic seizures or syncope (Rawlings & Reuber, 2016). They are not, however,
associated with ictal electroencephalographic (EEG) discharges observed in epileptic seizures or the
pathophysiological changes underpinning syncope (Reuber, 2008). Video electroencephalograph
(VEEG) is recognised as best practice for accurate diagnosis (LaFrance et al., 2013). FDS have been
conceptualised as involuntary experiential or behavioural responses to adverse internal or external
triggers (Brown & Reuber, 2016) and manifest as periods of reduced self-control associated with a
range of motor, sensory, and mental and emotional features (Reuber & Rawlings, 2016). The most
recent community-based study of the epidemiology of FDS suggested a prevalence of 23.8 per
100,000 and incidence of 3.1 per 100,000 per year (Villagran et al., 2021).

Many psychotherapeutic approaches have been explored for FDS with Cognitive Behavioural
Therapy (CBT) having the most substantial evidence base (LaFrance et al., 2013; Hingray et al.,
2018). Psychological treatments, like CBT, target seizure frequency, severity, and symptoms
commonly co-existing with FDS (Lopez & LaFrance, 2022) and, non-seizure-related outcomes
(Gaskell et al., 2023). Therefore, knowledge of what is associated with seizure severity could aid in
understanding what is related to greater outcomes in this population and guide interventions.
Moreover, assessment of symptom severity can be an important factor to monitor in response to
treatments provided, and to evaluate outcome.

There is considerable heterogeneity in the experiences and symptoms associated with FDS
(Reuber & Rawlings, 2016). This suggests it could be important to understand what symptoms, or
combination of symptoms, patients consider most troublesome, and to what extent the
symptomatology of FDS is associated with severity of the condition (Nicholson et al., 2019). Patient-
reported outcome measures (PROMs) are commonly used to assess patients’ experiences of their
symptoms and their perception of condition severity (Meadows, 2011). Such measures have long

been established in a range of psychological conditions such as depression (e.g. PHQ-9; Kroenke et
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al., 2001), anxiety (e.g. GAD-7; Spitzer et al., 2006) and various neurological conditions including
epilepsy (e.g. Liverpool Seizure Severity Scale 3; LSSS-3; Baker et al., 1998).

Seizure severity is established as an important outcome variable in the evaluation of epilepsy
treatment (Cramer & French, 2001). Reliable and valid epileptic seizure severity measures have been
developed such as the LSSS-3 as mentioned, the National Hospital Seizure Severity Scale (NHS-3;
O’Donoghue et al., 1996), and the Seizure Severity Questionnaire (SSQ; Cramer et al., 2002). These
were developed in recognition of seizure severity being of equal or greater importance than seizure
frequency in determining psychological and social well-being of patients with poorly controlled
epilepsy (Baker et al., 1991). Researchers have made considerable efforts to explore FDS severity,
however, in the absence of a condition-specific PROM, studies have commonly used measures
validated for use in epilepsy. However, FDS and epileptic seizures are fundamentally different; self-
reported symptoms can be clearly distinguished with patients with FDS reporting greater
heterogeneity and symptom frequency associated with loss of consciousness (Reuber et al., 2016).
This is important because treatments differ for these conditions and outcome measures developed for
epilepsy are unlikely to be suited to FDS.

A previous systematic review found seizure frequency and/or freedom was the most
frequently reported outcomes of symptom change in FDS. However, there was variability in how
these measures were defined and a lack of data for their reliability and validity (Pick et al., 2020).
This review endorsed the relevance of monitoring seizure duration, severity, and specific seizure
symptoms, as well as event frequency in FDS. A large-scale randomised controlled trial (RCT)
examining the effectiveness of CBT for adults with FDS highlighted limitations of seizure frequency
as a preferred outcome measure for FDS (Goldstein et al., 2020). In this RCT, there was no significant
improvement in seizure reduction however significant improvements were found in a range of
secondary outcomes (i.e. health-related quality of life (HRQoL), psychosocial functioning,
psychiatric symptoms, psychosocial distress, and somatic burden). Further, a systematic review

evaluating correlates of HRQoL in adults with FDS found that seizure frequency reduction was not
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associated with improved HRQoL (Jones et al., 2016). Rawlings et al. (2017b) recognised the
complexity between FDS seizure frequency and HRQoL suggesting other psychosocial or psychiatric
factors may relate more closely to HRQoL than seizure frequency. Finally, a recent RCT favoured
seizure severity due to limitations in the high variability of seizure frequency, differing definitions of
when to count seizure-like symptoms, and a lack of valid scales or instruments to measure frequency
(Senf-Beckenbach, 2022).

Identifying what influences seizure severity in FDS is therefore essential to guide and evaluate
assessments, treatments and monitor outcomes. Moreover, given the uncertainty around the validity
of measuring seizure severity (particularly with measures for epilepsy); the demonstration of
convergent validity (i.e. through clear correlations between seizure severity measures and other
relevant measures of functioning, wellbeing, or treatment outcome) would help the practitioner gain
a better understanding of the seizure severity measures available or, confirm the need for development
of a new measure. Therefore, this review primarily aims to systematically examine psychosocial
factors associated with FDS severity in adults. A secondary aim is to identify how FDS severity has

been measured in these studies.

Method

The review was completed in accordance with the Preferred Reporting Items for Systematic
Reviews and Meta-Analyses (PRISMA) guidelines (Page et al., 2021) and was pre-registered on the
international prospective register of systematic reviews (PROSPERO) on the 19™ July 2023:

https://www.crd.york.ac.uk/prospero/display record.php?RecordID=445143.

Search Strategy

Four electronic internet databases were searched for relevant articles: Psyclnfo (via



Ovid), MEDLINE (via Ovid), CINAHL (via EBSCO) and Cochrane Reviews from 1990 to 28
July 2023 (search date). No new articles were found when this was repeated on 12 April 2024 (for
papers published since). Databases and search terms (Table 1) were selected in-line with recent
relevant systematic reviews in FDS (Jones et al., 2016; Gaskell et al., 2023); with review by
clinicians with expertise in the field (co-authors). Search term combinations included terms related
to diagnosis, severity, and correlates. No language restrictions were applied on searches.

Search results were exported into Rayyan (Ouzzani et al., 2016), a web-based software that
collates references and supports the screening of titles and abstracts (by tracking included and
excluded articles). Duplicates were removed and an initial screen of titles and abstracts against pre-
defined eligibility criteria based on the Population, Intervention, Comparison, Outcomes framework
(PICO; Miller & Forrest, 2001) was completed (Table 2). Remaining articles were subject to a full-
text review against the eligibility criteria (see Appendix A for excluded papers at full-text screen). If
it was unclear from the title / abstract screen whether eligibility criteria were met; the study was

included for full-text review to avoid erroneous exclusion.

Table 1

Search Terms

Concept Key Words

Diagnosis Functional OR dissociative OR hysteri* OR pseudo* OR unintended (seizure*);
Nonepileptic OR psychogenic (seizure* OR attack*); Nonepileptic Attack Disorder

Severity Sever* OR difficult* OR intensit* OR distress* OR frequenc* OR duration OR burden*
OR bother* OR cluster

Correlates Correlate® OR correlation™ OR assoc* OR predict* OR influence* OR impact* OR
determinant* OR outcome* OR variable* OR factor* OR relat* OR regression

For reliability checks, a second reviewer (JI) screened 25% of randomly selected articles at
the title and abstract screen; and 27.5% at full-text. Interrater reliability was calculated using

Cohen’s kappa coefficient (Landis & Koch, 1977). This indicated moderate agreement at the first
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stage (k = 0.54, agreement = 94.81%) and substantial agreement at the second (k = 0.63, agreement
=93.94%). A pre-determined consensus threshold was set at 80% (i.e. 80% or more was considered
reliable). Following discussion, a 100% consensus was reached for articles reviewed by both
reviewers. The web-based programme ‘Citation Chaser’ (Haddaway, Grainger & Gray, 2021) was
used to conduct backwards and forward searches of included articles.

Following the above steps, the eligibility criteria were refined to exclude studies that
reported solely upon seizure frequency/freedom as a measure of seizure severity (see Appendix B).
Having gained a sense of the types of outcomes used across studies, it was apparent seizure
frequency and freedom were far less related to the severity of FDS. Given the limitations
highlighted regarding seizure frequency reduction or freedom as a measure of FDS severity (e.g.
Goldstein, 2020; Green et al., 2016), the authors agreed that studies exclusively using these

measures were beyond the scope of this review.



Table 2

Eligibility Criteria

Inclusion

Exclusion

Purpose

Provides insight into correlates of FDS
severity. Focuses primarily on FDS and
report on severity related to the immediate
pre-ictal (beginning), ictal (middle), and
post-ictal (end) phases of FDS.

FDS not the primary focus. Reports solely
on severity related to wider impact of
FDS and quality of life.

Population Individuals aged 16 years and over with a  Children and adolescents (younger than
diagnosis of FDS. Control samples will be 16 years). Full samples in which >50%
used as comparisons where available participants did not have FDS. Findings
(findings will need to be clearly reported in such a way that those related
distinguishable). to the FDS population and comparison

groups could not be distinguished.

Study Design  Quantitative studies Qualitative studies, case studies, single

case experimental designs.

Qutcomes Reported an association between any
variable related to FDS severity (e.g.

Pearson’s , Spearman’s rank-order,
Cohen’s D, Regression, ANOVA). Any
measure / method used to assess FDS
severity.

Other Studies published from 1990 to present. Not published in English. Full text not

available. Grey literature.
Quality Assessment

Most eligible studies were quality assessed using the Appraisal Tool for Cross-Sectional

Studies (AXIS; Downes et al. 2016). As one study was a cohort design, this was assessed using the
CASP (2018) Cohort Study Checklist. Both are validated tools and were supplemented with FDS-
specific quality criteria from a previous systematic review of FDS (Brown & Reuber, 2016). Strengths
of the AXIS include a comprehensive assessment of each aspect of the study design, risk of bias and
quality of the study reporting that can be used across disciplines (Downes et al., 2016). Neither tool
provides a numerical scale to assess overall study quality and therefore assessment was based on the
performance of individual items. The AXIS included evaluation of seventeen quality assessment

components: study aims, design, sample size justification, sample representativeness / VEEG
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diagnosis, selection bias, validity of measures, significance reporting, data analysis, methods, results,
internal consistency, discussion, limitations and ethics (Appendix C). The CASP Cohort Study
Checklist included twelve items across three broader domains focused on validity of the results,
content of the results and implications (Appendix D). Items were coded as ‘yes’ (criteria met), ‘no’
(criteria not met) or ‘unclear’ (Appendix E).

To ensure reliability, a second reviewer assessed approximately 25% of the included articles
(JI). The initial level of agreement was not calculated however discrepancies were discussed until

100% consensus was achieved.

Data Extraction and Synthesis
A data extraction form was developed by the first author and co-author (GR) in-line with

review aims and previous reviews conducted in the field. For each study, the following information
was extracted and summarised by the lead author: author(s), country and year(s) of publication, study
design, setting, sample size, population characteristics (including descriptive statistics), seizure
severity measure, correlated variables or alternate effect sizes (e.g. regression, ANOVA), data
analysis, outcome measure of associated variables, and quality assessment. As data was only extracted
by one author, some information may have been missed due to human error. This is a limitation for
which a second person may have enhanced accuracy. That said, one paper was reviewed by both LW
and GR to ensure all relevant data was collected. Moreover, the data extraction form was reviewed
on two occasions by the co-authors to ensure no relevant or expected data was missed. Summary
tables are provided in the results section and appendices. A meta-analysis was not appropriate due to
the heterogeneity of outcomes. A narrative synthesis was performed to provide an overall summary
of findings addressing the research questions. Correlates were grouped according to similar themes.

Those with most data are presented first.
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Results

Search Results

A PRISMA flow diagram (Page et al., 2021) depicts the systematic search process (Figure
1). The initial search equated to 1155 unique articles, of which 120 were identified for full-text
review. Of these, one was not available in English and one could not be accessed. Seventy studies
did not meet inclusion criteria and were excluded. Initially, 48 articles were included. Backwards
and forward searches led to an additional 14 articles. This resulted in 62 studies for inclusion.
Refinement of the eligibility criteria (removal of seizure frequency/freedom) led to further
exclusion of 50 studies. Subsequently, 12 papers were included for quality assessment and data
extraction. For context, findings in relation to seizure severity measures are presented first followed
by the narrative synthesis of factors related to FDS severity. Associations with FDS severity are
summarised according to the following categories: trauma, mental health (anxiety, depression,
general psychological difficulties, stress, dissociation), emotional processes, HRQoL, relational

factors, illness perceptions and symptom attribution, stigma, and demographics.

Study Characteristics

Twelve studies were published up to April 2024 (Table 3). Eleven were cross-sectional and
one a cohort design. Most recruited from outpatient settings (k= 10; note that, ‘%’ refers to number of
studies) including specialist epilepsy/seizure clinics, neurology, neuropsychology and/or
neuropsychiatry clinics, and a specialist FDS referral centre. Two of these additionally recruited from
membership-led organisations for individuals experiencing seizures, one via the social media of
seizure organisations and one recruited a sample from the local community. Two studies recruited
from inpatient epilepsy monitoring units. Eight studies were conducted in the UK, two the USA, and

one study each from Germany and Turkey. Two studies shared an overlapping data set however were
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both included as they reported unique outcomes. One of these predominantly focused on patients
(Green et al., 2016) and the other on carers of a proportion of those patients (Wardope et al., 2019).

Samples of individuals with FDS were relatively small and ranged from 23 to 368 with a total
of 1055 individuals with FDS taking part across studies. Participants with FDS were predominantly
female except for one study in which most were male. Across studies, the average age range (mean
or median) of participants with FDS was 27.2 to 50.0. Ethnicity was only reported in eight studies,
all of which included a predominantly ‘White’ or ‘White British’ sample.

Nine studies included control samples (k = 9). Of these, five compared findings with a
sample of people with epilepsy (Chen et al., 2018; Green et al., 2016; Rawlings et al., 2017a;
Rawlings et al., 2017b; Reuber et al., 2003) with one grouping participants with FDS based on
physical versus psychological attribution of symptoms (Chen et al., 2018). Two studies used
healthy controls for comparison (Pick et al., 2017; Urbanek et al., 2014) and one used trauma-matched
controls (Roberts et al., 2023). This study also had refined subsamples with vVEEG confirmation of
FDS. Another study compared a sample of patients with FDS and their carers to patients with epilepsy
and their carers (Wardrope et al., 2019). Three studies recruited only participants with FDS (Goldstein
et al., 2023; Korucuk et al., 2018; Selkirk et al., 2008). One of these grouped individuals according
to whether they had or had not reported a history of sexual abuse (Selkirk et al., 2008).

Four studies restricted participant inclusion criteria to VEEG-confirmed FDS. Five studies
referred to some FDS participants having received VEEG confirmation but only three reported how
many. One of these included additional participants with confirmed diagnosis through alternative
imaging or routine EEG methods. Four studies referred to high diagnostic certainty based on
diagnoses from neurologists and clinical information. Three studies only required participants to self-
declare diagnosis. In two of these, self-reports were confirmed via GPs or clinical information and
one study used questions to corroborate diagnosis.

Nine studies reported correlation analyses, three regression analyses, one study reported an

ANOVA and two used t-tests.
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Figure 1

PRISMA Diagram: Flowchart of the Search and Selection Process

Identification

Screening

Included

[ Identification of studies via databases and registers ]

Identification of studies via other methods

Articles identified from all

databases (n = 1788)
Psycinfo (n = 473)
MEDLINE (n=617)
CINAHL (n = 228)
Cochrane Library (n = 470)

h A

Articles screened
(n=1155)

v

Duplicate articles removed
before screening (n = 633)

h 4

Articles sought for retrieval
(n=120)

A J

Articles excluded
(n = 1035)

Records identified from
backwards and forwards
searches of articles included
from systematic database
searches:

n=14)

v

Articles assessed for eligibility
(n=118)

Articles for initial inclusion (n = 62):
1. Identified from databases (n = 48)

2. |dentified from backwards and
forwards searches (n = 14)

A4

Articles not retrieved (full text not
available)
(n=2)

Articles sought for retrieval
n=14)

Articles excluded (n = 70):

Mo measure of FDS severity (n = 19)

Mo association of FDS severity (n = 41)
<50% sample FDS (n=3)

% sample with FDS not specified (n = 1)
FDS not defined in population (n=1)
Unmet age criteria {n = 5)

e

b

Articles assessed for eligibility
(n=14)

r Y

Articles included in review
{n=12)

1. Identified from databases (n = 10}
2. |dentified from backwards and
forwards searches (n = 2)

Articles excluded following
refinement of eligibility criteria
(n=250)

ie. outcomes report solely seizure
frequency and / or freedom
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Quality Appraisal

All cross-sectional studies had clear aims, appropriate study design, adequately described
findings, distinguished between target populations and were justified in the authors’ discussions.
Limitations were discussed in all but one study (Selkirk et al., 2008). Nine studies sufficiently
described statistical methods however methodological limitations included lack of an acceptable
sample size (k = 7) and inclusion of participants without vVEEG-confirmed diagnosis (kK = 9). Seven
studies did not report consecutive or random samples which may indicate possible selection bias, and
six studies did not describe attrition rates or non-responders. Nine cross-sectional studies used
reliable, validated or previously trialled measures to assess the associated variables however none
used a validated measure of FDS severity. Six studies did not use multivariate analysis indicating risk
of confound variables. All studies gained ethical approval (Appendix E).

The cohort study (Chen et al., 2018) addressed a focused issue, used an appropriate
recruitment strategy (including vEEG diagnosis), included confounding factors in the design /
analysis, completed an appropriate follow-up and reported precise and reasonable results fitting with
the evidence-informed discussion and offering implications. Limitations of the cohort study included
lack of validated or previously trialled measures (including FDS severity) to accurately measure
exposure and outcome, and use of a sample that limited generalisability of the findings (Appendix

E).
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Table 3

Summary of Study and Sample Characteristics

No  Study Country Design Sample Frame N Gender Age Ethnicity %
Mean (SD) / vEEG
Median (IQR)
1 Chenet USA Cohort Epilepsy Monitoring FDS PHY SA(N=32) 75.0% M Mean 50.0 (10.8) NR 100%
al. 2018) Unit FDS PSY SA (N=40)  62.5%M Mean 44.4 (12.4)
Epilepsy (N =26) 80.8% M Mean 51.7 (13.9)
2  Goldstein UK Cross- OP Neurology / FDS (N =368) 72.0% F  Median 35 90% W 53%
et al. sectional Specialist Epilepsy
(2023) Clinics
3 Greenet UK Cross- OP Seizures Clinics  FDS (N = 23) 82.6% F Mean 37.74 (13.34) 95.7% WB NR
al. (2016) sectional Epilepsy (N = 72) 525%F Mean45.21 (15.76) 98.6% WB
4  Korucuk  Turkey Retrospective [P vVEEG Monitoring FDS (N =41) 75.6%F Mean 27.2 (12.2) NR 100%
et al. Cross. Un'it, Centre for
(2018) sectional Epilepsy
5 Picketal. UK Cross- Neuropsychiatry OP  FDS (N = 40) 80.0% F  Median 40 (23) 80.0% W 68%
(2017) sectional CC(}EE 11 rg’t;al Controls (N = 43) 81.4%F  Median 36 (2) 65.1% W
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Rawlings
et al.
(2017a)

Rawlings
et al.
(2017b)

Reuber et
al. (2003)

Roberts
et al.
(2023)

UK

UK

Germany

USA

Exploratory

Cross-
sectional

Exploratory

Cross-
sectional

Cross-
sectional

Cross-
sectional

OP Neurology Clinics/
membership-led
organisations for
seizures

OP Neurology Clinics/
Membership-led
organisations for
seizures

Specialist Epilepsy
Centre

Neurology /
Neuropsychology
Clinics / social
media of epilepsy
and FDS
organisations

FDS (N =47)
Epilepsy (N =78)

FDS (N =45)
Epilepsy (N = 62)

FDS (N =98)
Epilepsy (N = 63)
FDS Total (N = 89)

FDS/HighPTS (N = 51)
FDS/LowPTS (N = 38)

Controls (N =216)
High PTS (N=91)
Low PTS (N =125)

Stricter FDS Criteria
(N=153)

91.4%F
67.9% F

91.1% F
69.4% F

81.6% F

38.1%F

78.5%F
89.5% F

87.9% F
85.6% F

Median 37 (23)
Median 41 (24)

Median 38 (22)
Median 39.5 (22)

Mean 36.7 (15.4)

Mean 38.4 (10.0)

Mean 37.2 (12.6)
Mean 40.8 (12.7)

Mean 32 (6.9)
Mean 35.9 (8.5)

NR

NR

NR

82.4% W

92.1% W

57.1% W
56.0% W

NR

NR

100%

59.5%

100%
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10 Selkirket UK
al. (2008)

11 Urbanek UK
et al.
(2014)

12 Wardrope UK
et al.
(2019)

Exploratory

Cross-
sectional

Cross-
sectional

Cross-
sectional

Specialist Referral
Centre for FDS

OP Neuropsychiatry
Clinics

OP Seizure Clinics

FDS (N = 176)

SAB Reported (n = 64)

/NR (N = 112)

FDS (N = 56)
Controls (N = 88)

FDS Carers
(N=16)
Epilepsy Carers
(N =66)

74% F

64.3% F
70.5% F

41.2%F

56.1%F

NR

Mean 39.2 (13.6)
Mean 27.2 (9.3)

Mean 44.2 (10.5)

Mean 57.5 (10.6)

See Green et al. (2016) for Pt demographics.

NR

89.3% WB
78.4% WB

88.2% WB

98.5% WB

100%

NR

NR

Note, PHY = Physical; PSY = Psychological; SA = Symptom Attribution; M = Male; F = Female; OP = Outpatient, IP = Inpatient; NR = Not Reported; WB = White British; W =
White; SAB = Sexual Abuse; PTS = Post-traumatic Stress; Pt = Patient.
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Seizure Severity Measures

Although a secondary aim, seizure severity measures are reported first (Table 4) to allow the
reader to better interpret psychological correlates. Note that unless stated, no psychometric properties
were reported for the measures. The most frequently used measure (k = 4) was the LSSS-3 (Baker et
al., 1998). Two of these studies reported on seizure severity of the same sample of individuals with
FDS (Green et al., 2016; Wardrope et al., 2019). One study reported that the LSSS-3 had good internal
consistency in patients with epilepsy (Rawlings et al., 2017b). Two studies referred to the measure
being widely used in patients with FDS (Green et al., 2016; Rawlings et al., 2017b).

Three studies measured seizure severity based on the presence or absence of specific
symptoms resulting in a total score (Pick et al., 2017; Reuber et al., 2003; Selkirk et al., 2008). The
measure used by Pick et al. (2017) was adapted from a previously developed seizure symptoms
questionnaire (Goldstein & Mellers, 2006). This specifically asked participants to self-report on the
most recent and most severe seizure. This study reported good internal consistency (Cronbach’s o =
0.62 — 0.88) across the five subscales (chest/abdomen, autonomic arousal, cognitive, mental state,
general) of seizure symptoms (Pick et al., 2017). Reuber et al. (2003) defined a seizure severity
index of 0-7 based on a sum score of seizure symptoms (loss of consciousness, incontinence,
tongue-biting, seizure-related injury, seizure duration > 30 minutes, recurrent seizures, and intensive
care treatment) as retrieved from clinical records. Selkirk et al. (2008) used a severity index of 0-5
adapted from that used by Reuber et al. (2003). This was based on self-report of patients and an
eyewitness (usually a relative or partner).

Three studies used a selection of single-item self-report Likert scales. Two studies
specifically measured ‘seizure severity’ with one using a four-point scale to measure severity in the
past year (Roberts et al., 2023); the other using a seven-point scale to measure severity in the past
four weeks (Urbanek et al., 2014). Both scales ranged from ‘very mild’ to ‘very severe’. Urbanek et
al. (2014) also measured ‘seizure bothersomeness’ in the past four weeks on a seven-point Likert

scale ranging from ‘no bother at all’ to ‘very bothersome’. Chen et al.’s (2018) study measured
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‘seizure intensity’ on a five-point Likert relating to extent of disruption caused by seizures to self
and/or others. One study also measured ‘seizure impact’ (Roberts et al., 2023) using the Impact of
Epilepsy Scale (IES; Jacoby et al., 1993). This was reported to have a Cronbach’s alpha of a = 0.91
in epilepsy.

One study involved patients self-reporting their total number of ‘severe seizures’ in the past
month (Goldstein et al., 2023). No definition was provided as to what classified ‘severe seizures’.
The other study reported seizure duration (Korucuk et al., 2018); median ictal duration (minutes)

and percent of FDS exceeding two minutes.
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Table 4

Summary of Measures / Methods to assess FDS Severity and Related Variables

Measure

Description

Psychometric

Properties

Study Included

Seizure Severity
(LSSS-3)

Seizure Severity

Seizure Severity

Severe Seizure
Frequency

Seizure Severity
Index (Total
Symptoms)

Seizure Severity
Index (Total
Symptoms)

Self-report 12-item measure quantifying severity 0-100 (past four weeks).
Higher scores indicate greater severity.

Single question “Overall, how severe have your seizures of seizure-like
episodes been in the past year?”. (1) “very mild” (2) “mild” (3) “severe”
(4) “very severe”.

Rated how severe seizures were in past four weeks on 7-point Likert scale
ranging from “very mild” to “very severe”.

Total number of “severe seizures ” in past month recorded via seizure
diary or single question.

Score totalled (0-7) based on a clinical history of specified seizure
symptoms. Included ictal loss of consciousness, incontinence, tongue
biting, other seizure-related injury, seizure duration greater than 30
minutes, recurrent seizures and intensive care treatment for seizures.

Score totalled (0-5) based on history specified seizure symptoms.
Included Score totalled (0-7) based on a clinical history of specified
seizure symptoms. Included ictal loss of consciousness, incontinence,
tongue biting, other seizure-related injury, seizure duration greater than 30
minutes.

20

Cronbach’s o = 0.72—
0.96 in epilepsy
(Rawlings et al., 2017b)

NR

NR

NR

NR

NR

Green et al. (2016)
Rawlings et al. (2017a)
Rawlings et al. (2017b)
Wardrope et al. (2019)

Roberts et al. (2023)

Urbanek et al. (2014)

Goldstein et al. (2023)

Reuber et al. (2003)

Selkirk et al. (2008)

(adapted from Reuber
et al., 2003)



Total Seizure
Symptoms

Seizure Intensity

Seizure Impact
(IES)

Seizure
Bothersome

Seizure Duration

Presence / absence of each symptom assessed for most recent and most
severe seizures. Total score of 0-26 produced. Higher scores indicate more
symptoms. Symptoms include chest/abdomen, autonomic arousal, mental
state, cognitive phenomena, and general seizure symptoms.

Rated 5-point Likert “how strongly seizures disrupt self or others’ usual
activities” related to progress. Ranged from (1) “much worse — more
than twice as bad as before” to (5) “much better — less than half as much
as before”. Each seizure scored on 5-point Likert. Ranged from (1)
disrupts self or others' activities more than twice as usual” to (5)
“disrupting self or others' activities less than half as usual.”

Eight items assessing seizure impact in multiple domains.

Rated how bothersome seizures were in past four weeks on 7-point Likert
scale ranging from “no bother at all” to “very bothersome”.

Median ictal duration (minutes) and % FDS > 2 minutes duration.

Cronbach’s a. = .621 —
.883 across subscales

NR

Cronbach’s = 0.91 in
epilepsy

NR

NR

Pick et al. (2017)
(adapted from
Goldstein & Mellers,
2006)

Chen et al. (2018)

Roberts et al. (2023)

Urbanek et al. (2014)

Korucuk et al. (2018)

Note, NR = Not Reported.
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Factors Associated with Seizure Severity
Tables presenting measures used to assess correlated variables and an overview of key

findings are presented in the appendices (Appendix E and F respectively).

Trauma

Four studies explored trauma. Individuals with FDS in a high trauma subsample were found
to have greater seizure impact (IES; Jacoby et al., 1999) than individuals with low trauma; however,
this was a nonsignificant trend (Roberts et al., 2023). Note that, the high trauma and low trauma
subsamples were grouped by total post-traumatic stress disorder (PTSD) score using the PTSD
symptom checklist (PCL-5; Blevins et al., 2015). The low trauma FDS subsample however was found
to have greater seizure severity (rated from very mild to very severe on a four-point Likert scale) than
the high trauma subgroup (p = .032). Similarly, comorbid PTSD (documented in clinical record) in a
different study was not found to be a significant predictor of improvement in seizure intensity related
to how much the seizures disrupt self and/or others (Chen et al., 2018). Two studies indicated a
positive correlation between seizure severity and trauma. One found greater seizure severity (p =
.001) in patients with FDS and a history of sexual abuse than without when measuring seizure severity
on a total severity index (Selkirk et al., 2008). Moreover, relative risk (RR) of specific ‘severe’ seizure
symptoms was reported. These patients were more likely to have seizure-related injury (RR = 1.81,
p = .006) and urinary incontinence during seizures (RR = 1.82, p = .008). The other study (Pick et al.,
2017) reported a positive correlation between total ictal cognitive (cognitive symptoms during a
seizure) and total PTSD symptoms during most recent FDS (rs = .524, p = .005) as measured by the
Post-traumatic Diagnostic Scale (PDS; Foa et al., 1997). Moreover, total ictal symptoms (symptoms
during a seizure) were positively correlated with re-experiencing (e.g. flashbacks, nightmares) of
most recent FDS (s = .506, p = .007). No other significant or nonsignificant correlations were

reported.
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Mental Health
Anxiety

Two studies reporting directly on associations between seizure severity and anxiety produced
conflicting results. One study found severe seizure frequency positively correlated with anxiety
(Goldstein et al., 2023) with a small effect size (»=0.225, p <.001). In the second study, no significant
correlation between seizure severity (LSSS-3) and anxiety was found in individuals with FDS (Green
et al., 2016). Whilst the studies used different measures of seizure severity, the GAD-7 (Spitzer et al.,
2006) was used in both. The second study further observed that seizure severity did not significantly
predict anxiety in a regression model. When using the same measures in an epilepsy control group, a
positive association with a large effect size was found between seizure severity and anxiety (» = 0.74,
p <.01), and greater seizure severity was a significant predictor of increased anxiety symptoms in a
regression model (5 =0.30, p <.05). Of note, individuals with FDS were found to have higher seizure
severity (p = .049) and significantly higher anxiety (»p =.003) compared to individuals with epilepsy,

with significantly more of the FDS group reaching clinically significant anxiety (p = .001).

Depression
One study (Green et al., 2016) explored the association between seizure severity (LSSS-

3) and self-reported symptoms of depression in individuals with FDS but found no significant
correlation. Moreover, seizure severity was not a significant predictor of depression in a hierarchical
regression. Attachment anxiety was the only significant predictor of depression in the FDS group
after controlling for demographics, seizure severity and seizure frequency, and attachment avoidance,
with greater attachment anxiety associated with higher levels of depression. This finding can be
compared to patients with epilepsy in the same study in which a positive correlation between seizure
severity and depression was observed with a medium effect size (» = 0.36, p < .01). This was
supported by a multivariate analysis in which epileptic seizure severity was a significant predictor of

depression (f =0.31, p <.01) alongside attachment avoidance, with greater seizure severity and more
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avoidant attachment traits associated with more depression symptoms in epilepsy. As already noted,
seizure severity was significantly higher in this FDS group compared to the epilepsy group.

Symptoms of depression were also significantly higher (»p =.004) in the FDS group.

Psychological Difficulties

One study (Reuber et al., 2003) associated higher seizure severity in individuals with FDS
with increased psychological difficulties (f = 3.488, p = .002) as measured by an adapted German
version of the Symptom Checklist-90 (SCL-90-R; Schmitz, 2000). Psychological difficulties broadly
included somatisation, obsessive-compulsive, interpersonal sensibility, depression, anxiety, anger-
hostility, phobic-anxiety, paranoid ideation, and psychoticism. This association did not remain

significant when other scores were introduced as covariates (somatisation and dissociation).

Stress
One study explored the relationship between seizure severity (a four-point Likert scale from

very mild to very severe seizures in the past year) and seizure impact (IES; Jacoby et al., 1993) with
perceived stress (Roberts et al., 2023). As noted, this study had an overall FDS sample which was
further divided into high-trauma and low-trauma subsamples (Blevins et al., 2015). The FDS sample
also had a refined sample of individuals who had a VEEG-confirmed diagnosis. No significant
association was shown between seizure severity and perceived stress in the full FDS sample or any
of the subsamples (high trauma, low trauma, vVEEG confirmed). Weak to moderate effect sizes were
however found when exploring the association between seizure impact and perceived stress. A
positive association was found between seizure impact and perceived stress in the full sample of
individuals with FDS (#s = .37, p <.001) and in the vEEG subsample (rs = .44, p < .01). Moreover,
seizure impact was positively associated with perceived stress in the low trauma subsample (s = .35,

p <.05), however, not the high trauma subsample.
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Dissociation

Two studies explored dissociation. One study (Reuber et al., 2003) explored dissociative
phenomena using an adapted German version of the Dissociative Experiences Scale (DES; Spitzer et
al., 1998). This produced a mean DES score and a DES-T score (the latter using a more robust
subscale to assess ‘pathological dissociation’). A positive correlation was found between seizure
severity (as measured by a total seizure severity index) and the mean DES score (f=2.186, p =.043)
but not the DES-T score. A positive correlation was also found between seizure severity and
somatisation (f' = 2.388, p = .028). However, none of these associations remained significant when
the other scores were introduced as covariates.

Likewise, a second study (Pick et al., 2017), similarly using a total symptom questionnaire to
measure seizure severity, found no significant association between with somatic dissociation.
Depersonalisation was found to be positively associated with total ictal symptoms of most recent
seizure (rs=.497, p = .002) and total ictal mental state symptoms (‘mental state’ symptoms during a
seizure) for most recent (rs = .649, p <.001) and most severe seizures (s = .616, p < .001). That is,
greater depersonalisation (i.e. a feeling of detachment from one’s own body such that you feel outside
yourself and observing your own actions, feelings or thoughts from a distance) was associated with
increased seizure symptoms of most recent seizures and with increased mental state symptoms of
most recent and most severe seizures. For reference, ‘mental state’ symptoms referred to five items
on the seizure questionnaire, four of which related to aspects of dissociation in some form. A positive
association was found between derealisation and total ictal mental state symptoms for most recent (s
=.606, p <.001) and most severe seizures (rs = .501, p =.002). This meaning, derealisation (i.e. a
feeling that the world is unreal) was associated with increased mental state symptoms of more recent
and most severe seizures. Identity dissociation (i.e. unstable identity states, experiencing more than
one ‘self’) was found to positively correlate with total ictal cognitive symptoms in most severe

seizures (rs = .459, p =.005).
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Emotional Processes

Two studies explored emotional processes. Seizure severity was explicitly measured in both
studies however Roberts et al., (2023) used a four-point Likert scale based on seizure severity in the
past year and Urbanek et al., (2014) used a seven-point Likert scale of seizure severity in the past four
weeks. Moreover, seizure impact (IES; Jacoby et al., 1993) was only measured by Roberts et al.,
(2023) and ‘seizure bothersomeness’ was only measured by Urbanek et al., (2014).

One study found no association between seizure severity or seizure impact with emotional
avoidance (Roberts et al., 2023). Emotional understanding was explored in both studies. One study
found greater seizure severity was associated with increased difficulty understanding emotions (7s
=.029, p = .039) though this was a weak effect size, and no significant association was found with
‘seizure bothersomeness’ (Urbanek et al., 2023). No association was found between seizure severity
or seizure impact with emotional awareness difficulties (Roberts et al., 2023).

For ‘emotional regulation’ no association was found between seizure severity and emotional
regulation difficulties in one study (Roberts et al., 2023). However, a positive correlation was found
with seizure impact (rs = .29, p <.05). This continued to be a significant association in the refined
vEEG subsample (rs = .30, p <.05). Though only weak effect sizes were found, increased difficulty
regulating emotions was therefore associated with increased seizure impact in individuals with FDS
and this remained significant when a stricter diagnosis criterion was applied. However, no significant
association was found between seizure severity and ‘seizure bothersomeness’ with tendency to
control emotions by Urbanek et al. (2014). Similarly, neither seizure severity nor seizure impact
correlated with expressive suppression in a full sample of individuals with FDS however, a negative
association was found between seizure severity and expressive suppression in an overall VEEG
refined subsample (rs = -.38, p <.05) and in a high trauma FDS vEEG subsample (s = -.46, p <.05)
with weak and moderate effect sizes respectively (Roberts et al., 2023). This meant higher seizure
severity was associated with a reduced tendency to hide outward emotional displays and at subsample

level, this only remained a significant association in the high trauma VEEG FDS group. This study
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also found no association between seizure severity and seizure impact with situational reappraisal in
the overall FDS sample. However, a significant negative association with a moderate effect size was
found with seizure severity in the FDS high trauma subgroup (7s = -.40, p <.01). This remained a
significant moderate effect in the high trauma FDS subgroup of patients with VEEG diagnoses (7s = -
40, p <.05). That is, higher seizure severity in the high-trauma FDS group was associated with a
reduced tendency to use situational reappraisal (i.e. think about a situation differently).

Finally, neither seizure severity nor ‘seizure bothersomeness’ were found to be associated
with affect intensity. However, a positive correlation was found between both seizure severity (rs =
309, p = .027) and ‘seizure bothersomeness’ (s = .372, p <.01) with beliefs about emotions as
overwhelming and uncontrollable, shameful and irrational, invalid and meaningless, useless,

damaging and contagious and seizure bothersomeness; both demonstrating medium effect sizes.

HRQoL

Two studies explored HRQoL and found no significant association to FDS severity (Green
et al., 2016; Rawlings et al., 2017b). Rawlings et al. (2017b) additionally explored this in a
multivariate analysis and found seizure severity did not predict a significant amount of variance in
HRQoL in FDS with only psychological distress and illness perceptions (specifically personal
control) significant predictors. However, a weak negative association was found between seizure
severity and HRQoL in individuals with epilepsy in both studies; Rawlings et al. (2017b) reported a
Spearman’s correlation coefficient of rs=-.29 (p =.05) and Green et al. (2016) a Pearson correlation
coefficient of »=-.34 (p <.01). Notably, the FDS groups in both studies scored significantly lower on

HRQoL relative to the epilepsy groups.

Relational

Two studies explored how relational factors are associated with seizure severity. Roberts et
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al. (2023) found no significant association between seizure severity or seizure impact with perceived
social support, loneliness, comfort with social touch, or frequency of sleep-touch in individuals with
FDS. Seizure severity was not associated with physical affection with partner however, a weak
negative association was found between seizure impact in the VEEG refined overall FDS sample (rs
= -.38, p <.05) and specifically, the VEEG FDS high-trauma subsample demonstrated a moderate
negative association (rs=-.51, p <.05).

The second study focused on seizure severity of in relation to aspects of carer mental health
and HRQoL (Wardrope et al., 2019). Seizure severity was negatively associated with mental
wellbeing of carers for epilepsy (rs = -.356, p = 05) with a weak effect size, but not FDS. The
difference in these associations were significant with opposite trends demonstrated (p = .034). No
significant associations were found between seizure severity and carer anxiety, carer depression, or
carer physical wellbeing in the FDS or epilepsy groups. Correlates of FDS carers versus epilepsy
carers in relation to depression were however significantly different (p = .049), and again, showed

opposite trends.

Illness Perception and Symptom Attribution
One study explored changes in symptom attribution and illness perception in relation to

seizure intensity (Chen et al., 2018). In the FDS groups, the physical attribution group was associated
with greater improvement in seizure intensity relative to the psychological attribution group at a 3-
month (U = .228.5, p =.002) and 6-month follow-up (U = .155.5, p =.007). Moreover, physical
symptom attribution was the only significant predictor of seizure intensity improvement at 3-month
(» = .003) and 6-month (p = .013) follow-ups when explored in a multivariate analysis. Extent of
change in symptom attribution (pre- vs post-diagnosis) of the physical group toward greater
psychological roles was weak to moderately associated with improvement in seizure intensity at a 3-
month (rs=.380, p =.05) and 6-month follow-up (rs = .448, p =.037). Extent of change toward less
severe illness perception of adverse consequences from seizures was also weak to moderately
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associated with seizure intensity improvement at both the 3-month (rs=.396, p =.041) and 6-month
follow-ups (rs=.516, p =.014) in the FDS physical attribution group. No significant associations were
found between change in illness perception or change in symptom attribution with seizure intensity

improvement in the FDS psychological attribution or epilepsy groups.

Stigma
Self-reported stigma was observed as higher in the FDS sample compared to epilepsy
(p = 0.04) however, there was no significant association between seizure severity and perceived

stigma in individuals with FDS (Rawlings et al., 2017a).

Demographics

One study found an association between female gender and a greater FDS median duration
(p =.016) compared to males (Korucuk, et al., 2018). Moreover, FDS in females were more likely to
exceed two minutes (p = .025). Another study found gender, age, and education did not significantly

predict seizure intensity improvement (Chen et al., 2018).

Discussion

This systematic review aimed to examine factors associated with FDS severity in
adults and establish how seizure severity had been measured within the included studies.

No study used a measure of seizure severity validated in the FDS population. This matches
conclusions of similar reviews that highlighted the lack of measures validated for FDS (Pick et al.,
2020) and the overuse of epilepsy-based measures as key shortfalls of FDS research (Jones et al.,
2016). The current review found a high degree of heterogeneity in measures used, with only the
LSSS-3 (Baker et al., 1998) being used in more than one study. Whilst the LSSS-3 may have items
relevant to FDS severity, it remains that it was developed for use in epilepsy. Given that different

health conditions have unique features related to severity (Meadows, 2011), it is likely that relevant
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items for assessing FDS severity have been missed. This limits the findings of research using
measures designed for epilepsy.

The extent of heterogeneity of measures was unexpected given only twelve studies were
included. Moreover, the measures employed varied in their approach to assessment. Eight studies
explicitly referred to a measure of ‘seizure severity’, of which four used the LSSS-3. This 12-item
self-report measure (over the past four weeks) markedly differs from the single-item severity scales
used in two other studies, both of which differed in point scales (4-point versus 7-point) and
temporal coverage (past year versus past four weeks). An appropriate timeframe is a practical
consideration of outcome measure development to enable accurate recall of symptoms whilst
allowing for ‘time averaging’ to ensure one bad day or bad week of symptoms does not lead to
overestimation of the problem (Kroenke et al., 2015).

The seizure severity indexes used (Reuber et al., 2003; Selkirk et al., 2008) had some
overlap with seizure severity measures developed for epilepsy given the inclusion of specific
symptoms, presumably considered clinically relevant to assess severity (though this was not
reported) differing to the single-item measures. Whilst single-item measures may be desirable (i.e.
more efficient administration) there reliability is more uncertain (Zimmerman et al., 2006).
Moreover, they provide limited information to clinicians that may be relevant to guide treatment.
This is important as a single-items may fail to recognise the subjective experiences of this highly
heterogenous population (Reuber & Rawlings, 2016). The seizure severity indexes in studies
differed in terms of number of items included (range = 5 — 7). Furthermore, one index was based on
patient and eyewitnesses self-report (Selkirk et al., 2008) whereas the other was from reviewing
clinical records (Reuber et al., 2003). Similarly, the measure used by Pick et al. (2017) included
varied seizure symptoms to produce a total score. This measure included 26 items across five
domains. A greater number of items may be more representative of FDS symptom heterogeneity.
This measure did not provide a specific timeframe instead reporting on most recent and most severe

seizures.
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This review found other outcomes related to severity, which included seizure — intensity,
bothersomeness, and impact. Similarly to the single-item scales assessing ‘seizure severity’;
‘seizure intensity’ was measured on a self-report, five-point Likert scale (Chen et al., 2018) and
‘seizure bothersomeness’ was rated on a seven-point self-report Likert based on seizures in the past
four weeks (Urbanek et al., 2014). Similarly to the LSSS-3 (developed for use in epilepsy), ‘seizure
impact’ was measured on the IES (Jacoby et al., 1993), an eight-item self-report measure.

One study measured the frequency of severe seizures (Goldstein et al., 2023). As greater
severe seizure frequency correlated with anxiety, this may suggest there remains value in
understanding seizure frequency. The remaining measures included median ictal duration and
percentage of FDS exceeding greater than two minutes. Longer ictal duration of FDS has been
established as a distinguishing feature from epileptic seizures (Leibetseder, 2020) and may be an

important factor relevant to severity.

Factors Associated with FDS Severity

Only a small number of articles were identified exploring factors associated with FDS
severity. There was heterogeneity in correlates explored, limiting the ability to draw generalisable
conclusions. Of the significant associations found, all were weak, small or moderate effect sizes in
FDS. Much of the available data represented secondary analyses and was not reflective of the main
study aims. Nevertheless, the fact studies have attempted to explore these associations suggests this
1s an important phenomenon to understand.

Associations between seizure severity and trauma were inconsistent. Two studies, with
limited sample sizes, were suggestive of no association (a low-trauma subgroup had higher seizure
severity than a high-trauma subgroup and PTSD did not predict of seizure intensity improvement).
Whereas two other studies (using total symptom measures) indicated positive correlations (both

with sufficient sample sizes).
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No significant association was found generally with psychological difficulties after
accounting for covariates (N = 98) or with anxiety when FDS severity was measured by the LSSS-3
(N =23). A positive correlation was found however between severe seizure frequency and anxiety
in a larger sample with sufficient power (N = 368). Similarly, no association was found between
seizure severity (LSSS-3) with depression or HRQoL in people with FDS (N = 45) however, there
were positive correlations between epilepsy seizure severity with anxiety and depression (N = 72),
and HRQoL (N = 62). This may reflect that the LSSS-3 was developed and validated for epilepsy or
that FDS subsamples may be underpowered comparable to epilepsy samples. Importantly however,
the varied comorbidities experienced by individuals with FDS must be considered. Higher rates of
anxiety, depression, PTSD, and complex personality, chronic pain, sleep problems, migraines,
asthma and head injury are found in people with FDS compared to the general population (Popkirov
et al., 2019). Therefore, seizure severity may be less relevant than overall wellbeing, relative to
patients with epilepsy. One study explored perceived stress and found no significant association
with FDS severity yet a positive correlation with seizure impact in individuals with FDS. This
remained significant in a low trauma subgroup however and not a high trauma subgroup.

Nonsignificant associations were predominantly found between FDS severity and
dissociation. No significant association was found with dissociation or somatization (after
controlling for covariates or with a more robust measure of ‘pathological’ dissociation). This study
was however underpowered. Similarly, another study with a sufficient sample size found no
association between seizure severity and somatic dissociation. Though, different measures were
used to measure severity, both fundamentally included a total symptom score. One of these
specifically explored depersonalisation and derealization; both were positively associated with total
“mental state” symptoms of most recent and most severe seizures. This was somewhat unsurprising
given four of the five items assessing “mental state” related to dissociation. Additionally, positive
associations were found between total seizure symptoms of most recent seizure with

depersonalisation and, total cognitive symptoms of most severe seizures with identity dissociation
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in the study with a sufficient sample size. Goldstein and Mellers (2006) suggest dissociation could
unintentionally protect individuals with FDS from distressing physical arousal symptoms related to
feelings of panic. Therefore, dissociation may relieve distressing symptoms which could contribute
to seizure severity.

Different emotional processes were explored in two studies (both with insufficient sample
sizes). Consistently, greater seizure severity and seizure bothersomeness were associated with
increased negative beliefs about emotions. However, no associations were found between seizure
severity with emotional regulation difficulties and emotional avoidance or, seizure impact and
emotional avoidance. Greater seizure severity was associated with difficulty understanding
emotions, but there was no association with bothersomeness or, between seizure severity and impact
with emotional awareness difficulties. No associations were found between seizure severity or
bothersomeness with tendency to control emotions or affect intensity; or between seizure severity
and impact with expressive suppression in the FDS full sample. Negative associations were
however found for seizure severity with expressive suppression in the VEEG subsample and high
trauma VEEG subsample. Therefore, when stricter sample criteria were applied (VEEQG), greater
seizure severity (but not impact) was associated with a reduced tendency to hide outward emotional
displays. However, at subsample level, this only remained significant in the high trauma vVEEG FDS
group. Higher seizure severity in the high-trauma FDS group was also associated with reduced
tendency to use situational reappraisal (i.e. think about a situation differently).

No significant associations were found between seizure severity or seizure impact with
perceived social support, loneliness, comfort with social touch, or frequency of sleep-touch in one
study (with an insufficient sample size). Associations were however found between greater seizure
impact and less physical affection with partner in a vVEEG refined overall FDS sample and specifically,
a VEEG FDS high-trauma subsample but no associations were found with FDS severity.

Change in symptom attribution of FDS to physical causes (from psychological
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attribution) was associated with seizure intensity improvement. Seizure severity was not however
associated with perceived stigma. Female gender was associated with seizure duration in one study.
A different study found gender did not predict seizure intensity improvement (or other demographic

variables). Of these, none reported a sufficient sample size.

Critique

Included studies had not primarily aimed to explore associations with seizure severity so
relevant data was scarce. Therefore, limited conclusions can be drawn related to factors associated
with seizure severity. Arguably, grey literature could have been searched to increase the data
available. That said, the findings highlight an important research gap. Additionally, it demonstrates
very limited evidence of convergent validity of seizure severity measures used in previous studies of
patients with FDS (notably, even less from longitudinal studies). The quality assessment also revealed
that seven studies did not include a sufficient sample size or failed to report a power analysis likely
impacting the lack of significant findings across studies.

This review included a range of different concepts to define seizure severity (i.e. severity,
intensity, bothersomeness, impact) due to the lack of a consistent measures assessing severity.
It is unclear to what extent these accurately measured the same concept. This may have contributed
to variability in the findings, likely exacerbated by different approaches used to measure seizure
severity (i.e. Likerts, total symptom counts, severity frequency). Caution was taken however when
interpreting findings and drawing conclusions. Furthermore, although not optimal, refinement of the
eligibility criteria reduced the possibility of further variability in the findings.

The quality appraisal conducted was arguably limited due to providing no overall
interpretation of each studies’ quality and thus, the overall quality of studies in this review. As noted,
the AXIS and CASP Cohort Study Checklist do not provide a numerical scale (Downes et al., 2016).

Greenland and O’Rourke (2001) have critiqued the use of quality numerical scales as items are
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nonlinear, and therefore difficult to weight in an overall quality assessment leading to risk of biases.
Adapting this to fit with FDS studies was considered a strength of the tool used.

A further limitation of this review was that most studies included were from predominantly
Western countries conducted with mostly White participants. Moreover, some of the studies failed to
report ethnicities. The findings are therefore less generalisable the data are not geographically or
ethnically diverse.

Notably, all but one study used cross-sectional designs meaning causal relationships
cannot be established. Sample sizes were limited thus caution should be taken when drawing
conclusions of any findings. Only four studies required all FDS participants to have VEEG-confirmed
diagnosis. Notably, one study demonstrated differences in findings when stricter diagnostic criterion
was applied. Nevertheless, whilst this is considered the gold standard, a high level of diagnostic
certainty was sought in most studies. This may have aided recruitment and increased sample sizes in

some studies given delays in VEEG diagnosis.

Implications

There is very limited evidence of convergent validity of the seizure severity measures used in
patients with FDS. Given the many differences between patients with epilepsy and FDS it seems
inappropriate simply to use measures developed for a different condition. Since improvement of
seizure severity may be a treatment target for patients, validity of existing measures of seizure severity
could be tested in FDS populations, however, probably best would be the development of new
measures, starting with qualitative work seeking to explore which aspects people with FDS most
closely associate with “severity”. This will be essential to ensure any measure developed is relevant.
Such a measure would be of value in both future research and clinical practice.

Future research should attempt to explore associations with seizure severity in adults with
FDS using and reporting on a standardised measure. Longitudinal or experimental study designs
would be beneficial to establish causal relationships in larger FDS samples. Participants with vEEG
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confirmed diagnosis should be sought where possible, given this may influence results. There is a
need to examine correlates associated with seizure frequency given this is the most reported outcome
in FDS studies and the body of evidence found during the searches of this review. This would aid in
further understanding the complexities of seizure frequency.

There may be clinical value related to the insights as to what influences seizure severity,
however, these findings are limited and not generalizable. Healthcare services and clinicians should
take a person-centred approach to supporting people experiencing FDS and help them to recognise
individual factors influencing their seizure severity (which may include factors in this review).
Importantly, seizure severity should be considered alongside other difficulties the individual may be

experiencing.

Conclusion

This review aimed to identify what constructs are associated with seizure severity in the FDS
population. Findings however were scarce and limited by the lack of a validated FDS severity
measure. Moreover, studies varied greatly in measures and methods used to assess FDS severity,
somewhat surprising given the small number of studies included. This review provides insights into
how severity has been measured in this population which will be of value when considering the need

for development of a standardised measure of FDS severity.
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No measure of FDS severity

No measure of FDS severity
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36.
37.
38.
39.
40.
41.
42.
43.
44.
45.
46.
47.
48.
49.
50.
51.
52.
53.
54.

Korman et al. (2019)
LaFrance et al. (2015)
LaFrance et al. (2020)

Massot-Tarrus & McLachlan (2016)

Mayor et al. (2013)
Metin et al. (2013)
Mousa et al. (2021)
Myers et al. (2018)
Mpyers et al. (2021)
Noe et al. (2012)
Patidar et al. (2013)
Proenca et al. (2011)
Rasker et al. (2021)
Rawlings et al. (2017)
Reuber et al. (2016)
Rosales et al. (2019)
Russell et al. (2009)
Salehpour et al. (2021)
Salinsky et al. (2018)
Salinsky et al. (2020)
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https://doi.org/10.1016/j.yebeh.2020.107246
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No correlate of FDS severity
No correlate of FDS severity
No correlate of FDS severity
<50% sample had FDS

No correlate of FDS severity
No correlate of FDS severity
No correlate of FDS severity
No correlate of FDS severity
No correlate of FDS severity

No correlate of FDS severity

Unmet age criteria (includes aged <16)

No correlate of FDS severity

Unmet population criteria (FDS not defined)

No measure of FDS severity
No measure of FDS severity
No measure of FDS severity

No measure of FDS severity

% FDS diagnosis in sample not specified

No correlate of FDS severity

No correlate of FDS severity



55.
56.
57.
58.
59.
60.
61.
62.
63.
64.
65.
66.
67.
68.
69.
70.

Sarudiansky et al. (2020)
Sawant & Umate (2021)
Sawchuk et al. (2019)
Scevola et al. (2013)
Scevola et al. (2021)
Simani et al. (2020)
Sobregrou et al. (2023)
Sullivan-Baca et al. (2022)
Szaflarski et al. (2004)
Teagarden et al. (2020)
Testa et al. (2007)

Thaller et al. (2015)
Whitehead et al. (2013)
Whitehead & Reuber (2012)
Wiseman et al. (2016)
Zhang et al. (2009)

https://doi.org/10.1016/j.seizure.2020.04.008
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No correlate of FDS severity

Unmet age criteria (includes aged <16)

Unmet age criteria (includes aged <16)

No measure of FDS severity
No correlate of FDS severity
<50% sample had FDS

No correlate of FDS severity
No measure of FDS severity
No correlate of FDS severity
No correlate of FDS severity
No correlate of FDS severity
No measure of FDS severity
No correlate of FDS severity
No measure of FDS severity
No correlate of FDS severity

No correlate of FDS severity
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Table B1

Appendix B

Studies Excluded Subsequent to Refinement of Eligibility Criteria

Studies Excluded Subsequent to Refinement of Eligibility Criteria

Author(s)

DOI / Reference

Reason for Exclusion

A e

1.
12.
13.

Asadi-Pooya et al. (2019)
Asadi-Pooya & Bahrami (2019a)
Asadi-Pooya & Bahrami (2019b)
Asadi-Pooya & Ziyaee (2018)
Bodde et al. (2007)

Céceres et al. (2021)

Dilcher et al. (2020)

Dimaro et al. (2014)

Dimaro et al. (2015)

Ettinger et al. (1999)

Gambini et al. (2014)
Goldstein et al. (2022)
Grenevald et al. (2021)

https://doi.org/10.1016/j.seizure.2019.02.006
https://doi-org/10.1684/epd.2019.1077
https://doi.org/10.1016/j.seizure.2019.05.012
https://doi.org/10.1016/j.seizure.2018.04.017
https://doi.org/10.1016/j.jpsychores.2006.11.015
https://doi.org/10.1016/).yebeh.2020.107766
https://doi.org/10.1016/j.yebeh.2020.107643
http://dx.doi.org/10.1016/j.yebeh.2014.02.016
https://doi.org/10.1016/j.yebeh.2015.03.032

Ettinger, A. B., Dhoon, A., Weisbrot, D. M., & Devinsky, O. (1999).

Predictive factors for outcome of nonepileptic seizures after
diagnosis. The Journal of Neuropsychiatry and Clinical
Neurosciences, 11(4), 458-463.

http://dx.doi.org/10.1016/j.yebeh.2014.09.076
https://doi.org/10.1016/j.jpsychores.2022.110921
https://doi.org/10.1016/j.yebeh.2020.107544
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Seizure Freedom

Seizure Frequency
Seizure Frequency
Seizure Freedom

Seizure Frequency
Seizure Frequency
Seizure Frequency
Seizure Frequency
Seizure Frequency

Seizure Frequency

Seizure Frequency / Seizure Freedom
Seizure Frequency

Seizure Frequency



14.
15.
16.
17.
18.
19.
20.
21.
22.
23.
24.
25.
26.
27.
28.
29.
30.
31.
32.
33.

Johnstone et al. (2021)
Karakis et al. (2020)

Kuyk et al. (2008)
Labudda et al. (2020)
LaFrance et al. (2011)
LaFrance et al. (2013)
LaFrance & Syc (2009)
Lawton et al. (2009)
Martino et al. (2020)
Massot-Tarrus et al. (2021)
Mayor et al. (2010)
McKenzie et al. (2010)
Myers et al. (2018)

Myers et al. (2020)
Novakova et al. (2015)
O’Sullivan et al. (2007)
Prigatoni et al. (2002)
Reuber et al. (2005)
Reuber et al. (2011)
Sakurai & Kanemoto (2022)

https://doi.org/10.1016/j.yebeh.2021.107861
https://doi.org/10.1016/j.yebeh.2020.107269
http://dx.doi.org/10.1016/j.seizure.2008.02.006
https://doi.org/10.1016/j.yebeh.2020.107029
https://doi.org/10.1111/j.1528-1167.2010.02765.x
https://doi.org/10.1111/epi.12053
https://doi.org/10.1212/WNL.0b013e3181b04c83
https://doi.org/10.1016/j.yebeh.2008.09.029
https://doi.org/10.1007/s10072-020-04652-7
https://doi.org/10.1016/j.yebeh.2021.108004
https://doi.org/10.1111/1.1528-1167.2010.02656.x
https://doi.org/10.1212/WNL.0b013e3181c7daba
https://doi.org/10.1016/j.yebeh.2017.10.019
https://doi.org/10.1016/j.yebeh.2019.106694
https://doi.org/10.1016/j.seizure.2015.03.007
https://doi.org/10.1016/j.yebeh.2007.04.003
https://doi.org/10.1016/S1525-5050(02)00053-7
https://doi.org/10.1111/j.1528-1167.2005.00280.x
https://doi.org/10.1111/j.1528-1167.2011.03162.x
https://doi.org/10.1016/j.yebeh.2021.108539
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Seizure Frequency

Seizure Frequency

Seizure Frequency / Seizure Freedom

Seizure Freedom

Seizure Frequency
Seizure Frequency
Seizure Frequency
Seizure Frequency

Seizure Frequency

Seizure Frequency / Seizure Freedom
Seizure Frequency / Seizure Freedom

Seizure Frequency / Seizure Freedom

Seizure Frequency
Seizure Frequency
Seizure Frequency
Seizure Frequency
Seizure Frequency
Seizure Frequency
Seizure Frequency

Seizure Frequency



34.
35.
36.
37.
38.

Silva et al. (2001)
Taylor et al. (2021)
Tolchin et al. (2019)
Valente et al. (2021)
Whitfield et al. (2020)

https://doi.org/10.1046/5.1528-1157.2001.45299.x
https://doi.org/10.1016/j.yebeh.2020.107578
https://doi.org/10.1177/1535759719841354
https://doi.org/10.1016/j.yebeh.2021.107852
https://doi.org/10.1016/j.seizure.2020.09.034

Excluded after Forward and Backward Searches

el S

L N O

11.
12.

Alkhadi et al. (2024)
Arain et al. (2007)

Chalder et al. (2024)
Duncan et al. (2016)
Jungilligens et al. (2023)
Kanner et al. (1999)
Lempert & Schmidt (1990)
Patidar et al. (2013)

Quigg et al. (2002)
Uhlmann & Schmid (2023)
Villagran et al. (2022)
Walther et al. (2019)

https://doi.org/10.1016/j.eplepsyres.2023.107279
https://doi.org/10.1016/j.yebeh.2007.07.017
https://doi.org/10.1017/s0033291723003665
https://doi.org/10.1016/j.seizure.2015.12.016
https://doi.org/10.1080/13803395.2023.2287778
https://doi.org/10.1212/wnl.53.5.933
https://doi.org/10.1007/BF00319665
https://doi.org/10.4103/0972-2327.112451
https://doi.org/10.1016/S1525-5050(02)00524-3
https://doi.org/10.1016/j.yebeh.2023.109463
https://doi.org/10.1016/j.yebeh.2022.108890
https://doi.org/10.1111/epi.14682

Seizure Freedom

Seizure Frequency
Seizure Frequency
Seizure Frequency

Seizure Frequency

Seizure Frequency / Seizure Freedom
Seizure Freedom

Seizure Frequency

Seizure Freedom

Seizure Frequency

Seizure Freedom

Seizure Freedom

Seizure Frequency / Seizure Freedom
Seizure Frequency / Seizure Freedom
Seizure Freedom

Seizure Freedom

Seizure Freedom

51



Appendix C
Quality Appraisal Tool
Table C1

Quality Appraisal Tool Adapted from the AXIS (Downes et al., 2016) and Brown & Reuber (2016)

Introduction Yes No Don’t Know

1. Were the aims/objectives of the study clear?
Yes, if there is a clear aim/hypothesis that names predictor
and outcome variables OR if the study is exploratory, does
it state which factors it will explore.
No, if otherwise.

Methodology Yes No Don’t Know
2. Was the study design appropriate for the stated
aim(s)?
3. Was the sample size justified? (Index of power)

Yes, if statement of a formal sample size calculation or a
target sample size of 115 or more to detect a relatively
small association, that is, correlation coefficient of 0.3, at
5% alpha and 90% power.

No, if sample less than 115 or if less than stated in formal
sample size calculation.

4. Was the target population clearly defined and
relevant? (i.e. FDS participant’s diagnoses confirmed by
EEG)
Yes, if vVEEG reported for all participants with FDS. If
control group have epilepsy, this can be clearly
distinguished.
No, if otherwise.

5. Was there consecutive or random selection of
participants? (An index of sample and response bias).
Yes, if paper stated consecutive or random sample.
No, if otherwise.

6. Were the outcome variables measured correctly using
instruments/measurements that had been trialled,
piloted or published previously? (an index of valid
measurements).

Yes, if measure of association(s) compared with seizure
severity is validated.
No, otherwise.

7. Is it clear what was used to determine statistical
significance and/or precision estimates?
Yes, if standardised slope estimates/correlation
coefficients, p-values, and confidence intervals are
reported where appropriate.
No, if otherwise.

8. Did the study use multivariate analysis to establish an
association? (An index of level of confounding
risk/variables).

Yes, if regression/Bayesian statistics/t-tests were reported.
No, if otherwise.

9. Were the methods (including statistical methods)
sufficiently described to enable them to be repeated?
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10.

Yes, if repeatable. Including sufficient detail regarding how
the questionnaires/measures were administered and by
whom, and such details of the statistical analyses that can
be repeated.

No, if otherwise.

Was a valid measure used to determine seizure
severity?

Yes, if a validated measure of seizure severity is used.
No, if otherwise.

Results Yes No

Don’t Know

1.

12

13.

14.

Were the results adequately described?

Yes, if the results link back to methods and report both
significant and non-significant findings relevant for the
research question both in the tables and text.

No, if otherwise.

Did the study address response bias?

Yes, if authors reported response rates/attrition and
describe nonrespondents.

No, if otherwise.

Were the results internally consistent?

Yes, if authors reported the results consistently across the
paper.

No, if otherwise.

Were the findings for the target population clearly
distinguishable?

Yes, if findings related to FDS can be clearly
distinguished.

No, if otherwise.

Discussion Yes No

Don’t Know

15.

16.

Were the authors' discussions and conclusions
justified by the results?

Yes, if the authors discussed both relevant significant and
non-significant results and did not make overstatements.
No, if otherwise.

Were the limitations discussed?
Yes, if limitations are stated.
No, if otherwise.

Ethics Yes No

Don’t Know

17.

Was ethical approval or consent from participants
obtained?

Yes, if stated in the text.

No, if otherwise.
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Appendix D
Table D1

Quality Appraisal Tool Adapted from the CASP (2018) Cohort Study Checklist and Brown &

Reuber (2016)
SECTION A: ARE THE RESULTS OF THE STUDY VALID? Yes No Don’t Know
1 Did the study address a clearly focused issue?

A question can be focused in terms of:
=  Population studied
= Risk factors studied
= s it clear whether the study tried to detect a
beneficial or harmful effect?
=  QOutcomes considered

2 Was the cohort recruited in an acceptable way?
Look for selection bias which might compromise the
generalisability of the findings:
=  Was the cohort representative of a defined
population?
=  Was there something special about the cohort?
=  Was everybody included who should have been?
=  Did participants have VEEG diagnosis of FDS?

3 Was the exposure accurately measured to minimise
bias? Look for measurement or classification bias:

= Did they use subjective or objective
measurements?

= Do the measurements truly reflect what you want
them to (have they been validated)?

=  Were all the subjects classified into exposure
groups using the same procedure?

4 Was the outcome accurately measured to minimise
bias? Look for measurement or classification bias:

= Did they use subjective or objective
measurements?

= Do the measurements truly reflect what you want
them to (have they been validated)? Including a
measure of FDS severity.

=  Were the measurement methods similar in the
different groups?

=  Were the subjects and / or outcome assessor
blinded to the exposure (does this matter)?

5 a) Have the authors identified all important
confounding factors?

b) Have they taken account of the confounding
factors in the design and/or analysis? Look for
restrictions in design, and techniques e.g. modelling,
stratified-, regression-, or sensitivity analysis to
correct, control or adjust for confounding factors.

6 a) Was the follow-up of subjects complete enough?
b) Was the follow-up of subjects long enough?
Consider:
= Good or bad effects should have had long
enough to reveal themselves
=  The persons that are lost to follow-up may have
different outcomes that those available for
assessment
= Inan open or dynamic cohort, was there anything
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special about the outcome of the people leaving,
or the exposure of the people entering the cohort

SECTION B: WHAT ARE THE RESULTS?

What are the results of this study?

What are the bottom-line results?

Have they reported the rate or proportion
between the exposed / unexposed, the ratio / rate
difference?

How strong is the association between exposure
and outcome (RR)?

What is the absolute risk reduction (ARR)?

How precise are the results? Look for the range of the
confidence intervals, if given.

Do you believe the results?

Big effect is hard to ignore

Can it be due to bias, chance or confounding
Are the design and methods of this study
sufficiently flawed to make the results unreliable
Bradford Hills criteria (e.g. time sequence, dose-
response gradient, biological plausibility,
consistency)

SECTION C: WILL THE RESULTS HELP LOCALLY?

10

1"

12

Can the results be applied to the local population?
Consider whether:

A cohort study was the appropriate method to
answer this question

The subjects covered in this study could be
sufficiently different from your population to
cause concern

Your local setting is likely to differ much from that
of the study

You can quantify the local benefits and harms

Do the results of this study fit with other available
evidence?

What are the implications of this study for practice?

One observational study rarely provides
sufficiently robust evidence to recommend
changes to clinical practice or within health policy
decision making

For certain questions, observational questions
provide the only evidence

Recommendations from observational studies
are always stronger when supported by other
evidence.
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Table E1

Quality Assessment using the AXIS Criteria (Appendix C)

Quality Assessment

Appendix E

Quality Appraisal Criterion

Key

Author

Goldstein et al. (2023)
Green et al. (2016)
Korucuk et al. (2018)
Pick et al. (2017)
Rawlings et al. (2017a)
Rawlings et al. (2017b)
Reuber et al. (2003)
Roberts et al. (2023)
Selkirk et al. (2008)
Urbanek et al. (2014)

Wardrope et al. (2019)
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Table E2

Quality Assessment using the CASP: Cohort Study Checklist (Appendix D)

1 2 3 4 5 6 7 8 9 10 11 12

Chenetal.(2018) v/ vV X X v v v v vV X v V¥V
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Table E1

Appendix E

Summary of Instruments used to Measure Associated Variables (Grouped According to Themes)

Group Measure  Studies Included Brief Description
Mental GAD-7 Goldstein et al. (2023)  Symptoms of anxiety. Higher scores indicate increased symptoms.
Health Green et al. (2016)
Wardrope et al. (2019)
PHQ-9 Green et al. (2016) Symptoms of depression. Higher scores indicate increased symptoms.
Wardrope et al. (2019)
PSS Roberts et al. (2023) Perceived stress.
SCL-90 Reuber et al. (2003) Psychological difficulties. Somatization, obsessive-compulsive, interpersonal sensibility,
depression, anxiety, anger-hostility, phobic-anxiety, paranoid ideation, psychoticism.
Trauma PCL-5 Roberts et al. (2023) PTSD. Symptom checklist to indicate diagnosis.
PDS Pick et al. (2016) PTSD. Subscales: reexperiencing, avoidance, arousal. Higher scores indicate higher severity.
Dissociation FDS Reuber et al. (2003) German adaptation of DES. Dissociative phenomena: mDES score and DES-T score (more
robust subscale to assess pathological dissociation).
MDI Pick et al. (2016) Psychological dissociation. Subscales: disengagement, depersonalization, derealization,
emotional constriction, memory disturbance, identity dissociation.
SDQ-20 Pick et al. (2016) Presence of physical symptoms conceptualized as resulting from somatoform dissociation.
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Emotional
Processes

QoL

Relational

SOMS

DERS-18

BEAQ

ERQ

AIM

BAEQ

TAS-20

CECS

QOLIE-
10-P

NEWQOL
-6D

SF-12

ASQ

ISEL

Reuber et al. (2003)

Roberts et al. (2023)

Roberts et al. (2023)

Roberts et al. (2023)

Roberts et al. (2023)

Roberts et al. (2023)

Urbanek et al. (2014)

Urbanek et al. (2014)

Green et al. (2016)

Rawlings et al. (2017a)
Rawlings et al. (2017b)

Wardrope et al. (2019)

Green et al. (2016)

Roberts et al. (2023)

Physical symptoms of somatization disorder.

Difficulties in emotional awareness and emotional regulation.

Experiential avoidance.

Emotional regulation.

Affect intensity.

Beliefs about emotions as overwhelming and uncontrollable, shameful and irrational, invalid
and meaningless, useless, damaging, and contagious.

Understanding of one's own emotions or ‘Alexithymia’. Higher scores suggestive of difficulty.

Tendency to control emotional reactions.

QoL (Epilepsy). Seizure worry, overall QoL, emotional well-being, energy-fatigue, cognitive
functioning, physical and psychological effects of AEDs, work, driving, and social function.

HRQoL for seizures. Six domains: worries about seizures, depression, memory, concentration,
perceived control over events, and stigma. Higher overall score represents better HRQoL.

HRQoL. Physical wellbeing and mental wellbeing. Higher scores indicate better HRQoL.

Attachment avoidance and attachment anxiety.

Interpersonal support. Subscales: appraisal, tangible, and belonging.
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PAS Roberts et al. (2023) Physical affection.

Sleep Roberts et al. (2023) Single-item “How much do you and your spouse/partner ordinarily touch each other while
Touch sleeping in the same bed?”
STQ Touch-related attitudes and behaviours. Higher scores indicated greater comfort with touch.

Roberts et al. (2023)

UCLA-R Roberts et al. (2023) Loneliness. Higher scores reflect greater loneliness.
Illness BIPQ Chen et al. (2018) One-item “How much does your illness affect your life? ”. Higher scores imply higher severity.
Perception

SA Chen et al. (2018) Perception of cause of seizures as physical or psychological.
Stigma NEWQOL Rawlings et al. One-item “How much do you feel people treat you as an inferior person?”. A lower score

-6D indicated better outcome.

Note, GAD-7 = General Anxiety Disorder Questionnaire (Spitzer et al., 2006); PHQ-9 = Patient Health Questionnaire (Kroenke et al., 2001); PSS = Perceived Stress Scale (Cohen et
al., 1983); SCL-90 = Symptom Checklist-90-R (Schmitz et al., 2000); PCL-5 = Post-traumatic stress disorder checklist for DSM-5 (Blevins et al., 2015); PTSD = Post-traumatic
Stress Disorder; PDS = Posttraumatic Diagnostic Scale (Foa et al., 1997); MDI = Multiscale Dissociation Inventory (Briere, 2002); SDQ-20 = Somatoform Dissociation
Questionnaire (Nijenhuis et al., 1996); SOMS = Screening Test for Somatoform Symptoms-2 (Rief et al., 1997); DERS-18 = Difficulties in Emotional Regulation Scale (Victor &
Klonsky, 2016); BEAQ = Brief Experiential Avoidance Questionnaire (Gamez et al., 2014); ERQ = Emotional Regulation Questionnaire (Gross et al., 2003); AIM = Affect Intensity
Measure (Larsen & Diener, 1987); BAEQ = Beliefs about Emotions Questionnaire (Manser et al., 2012); TAS-20 = Toronto Alexithymia Scale — 20 (Bagby et al., 1994); CECS =
Courtauld Emotional Control Scale (Watson & Greer, 1983); QoL = Quality of Life; QOLIE-10-P = Quality of Life in Epilepsy Questionnaire (Devinsky, 1983); AEDs = anti-
epileptic drugs; NEWQOL-6D = epilepsy specific QALY measure (Mulhern, 2012); HRQoL = health-related QoL; SF-12 = Short Form 12 Health Survey (Ware et al., 1996); ASQ =
Attachment Style Questionnaire (Polek et al., 2008); ISEL = Interpersonal Support Evaluation List — Short Form (Cohen et al., 1983; Russell et al., 1980); PAS = Physical Affection
Scale (Burleson et al., 2022; Diamond et al., 2000); STQ = Social Touch Questionnaire (Wilhelm et al., 2001); UCLA-R = UCLA Loneliness Scale (Russell et al., 1980); BIPQ =
Brief Illness Perception Questionnaire (Broadbent et al., 2006); SA = Symptom Attribution Scale (Wessely et al., 1989; Powell et al., 1990)
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Appendix F

Table F1
Key Findings in Relation to Research Question (Factors Related to FDS Severity)

Study Analysis Factors Related to FDS Severity / Comparison Groups
No.
1 Mann-Whitney U FDS PHY associated with greater improvement in seizure intensity compared to FDS PSY at 3-M FU (U = 228.5%%*)

and 6-M FU (U = 155.5%*). Prediagnosis SA the only significant predictor of FDS PHY improvement in seizure

Ordinal Regression intensity at 3-M** and 6-M* FUs.

FDS PHY change in SA of seizures to greater psychological roles correlated (weak to moderate degree) with

Spearman’s Rho improvement in seizure intensity at 3-M FU (rs = .380%) and 6-M FU (rs = 0.448*). FDS PHY change toward less
severe illness perception correlated (weak to moderate degree) with improvement in seizure intensity 3-M FU (rs =
0.396*) and 6-M FU (rs = 0.516*). No significant correlations between change in illness perception and
improvement in seizure intensity in FDS PSY or Epilepsy groups.

2 Pearson’s Higher GAD-7 scores correlated with severe seizure frequency (r = .225%*%*),

3 Pearson’s FDS severity not significantly associated with HRQoL (» = 0.11), depression (» = 0.29) or anxiety (» = 0.06).
Epileptic seizure severity correlated with HRQoL (r = -.34***)_depression (r = .36***) and anxiety (r =.74***),

FDS
Hierarchical

regression Demographics, seizure duration (years) and seizure severity non significant predictors of depression (AR? = 0.26, p
=0.24) and anxiety scores (AR2 =0.12, F(4,17) = 0.60, p = 0.67). Attachment variables and relationship conflict
explained 45% of variance in depression scores (AR? = 0.45)** and additional variance in anxiety scores (AR2 =
0.60, F(5,12) = 5.08)**. Final regression model significant (F(7,14) = 5.07)** explaining 72% of variance in
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depression. Only attachment anxiety made significant contribution. Variables in final regression model of anxiety
accounted for 72% of variance (F(9,12) = 3.41)*. No significant individual variables.

Epilepsy

Demographics, seizure duration (years) and seizure severity accounted for a significant amount of variance in
epilepsy group HRQoL (AR2 =0.13, F(4,67) = 2.58, p = 0.045). Depression increased amount of variance explained
(AR2 =0.16, F(1,66) = 15.34, p=0.001). Attachment scales added no further variance (AR2 =0.01, F(2,64) = 0.43,
p = 0.650). Final regression model significant (F(7,64) = 4.04, p =0.001) explaining 31% of variance in HRQoL.
Only depression made a significant contribution.

Demographics, seizure duration (years), and seizure severity explained 23% of variance in depression (AR2 = 0.23,
F(4,65)=4.73, p = 0.002) but accounted for a non-significant amount of variance in anxiety (AR2 = 0.13, F(4,67) =
2.42, p = 0.057). Attachment scores and relationship conflict explained additional variance in the depression model
(AR2 =0.16, F(3,62) = 5.46, p = 0.002) and 13% additional variance in the anxiety model (AR2 =0.13, F(2,65) =
5.88, p = 0.005). The variables in the final regression models accounted for 39% of variance in depression scores
(F(7,62) = 5.60, p=0.001) and 26% of the variance in anxiety scores (F(6,65) = 3.81, p = 0.003). Seizure severity
and attachment avoidance were significant predictors of depression and anxiety.

FDS median duration greater in females™*. 87.1% of FDS exceeded two minutes in females compared to 50% in
males®.

PTSD associated with total ictal cognitive symptoms most recent seizure (r = .524). Reexperiencing associated with
total ictal symptoms most recent seizure (» = .506). Depersonalization associated with ictal mental state symptoms
for most recent (» = .649) and most severe seizures (» = .616) and with total ictal symptoms of most recent seizure (r
=.497). Derealization associated with ictal mental state symptoms of most recent (» = .606) and most severe
seizures (r = .501). Identity dissociation associated with ictal cognitive symptoms in most severe seizures (» = .459).
Somatic dissociation not significantly correlated with any seizure variable.
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Perceived stigma showed weak nonsignificant trends with seizure severity in the FDS group (rs = -0.07) and
epilepsy group (rs = 0.14).

Seizure severity not significantly correlated with HRQoL in FDS (r = -.16). Negative correlation found between
HRQoL and seizure severity in epilepsy (r = - 0.29%).

Demographic factors explained 3% of variance (p = 0.5) in FDS HRQoL, condition variables (severity and
frequency) accounted for a further 10.9% (p = 0.1) with seizure frequency™® but not seizure severity an independent
significant predictor of HRQoL. Psychological distress accounted for 24.8%*** and illness perceptions 23.3%*.
Personal control* was a significant predictor of HRQoL.

High FDS severity associated with high somatization (F = 2.388%*), dissociation/mDES (F = 2.186*) and
psychological difficulties (F = 3.488**). No associations remained significant when other scores introduced as
covariates. DES-T score showed no significant association with seizure severity.

FDS-HiPTS greater seizure impact than FDS-LoPTS however this was nonsignificant. FDS-LoPTS greater seizure
severity® than FDS-HiPTS. FDS-HiPTS seizure severity associated with situational reappraisal (r = -.40%***);
remained significant in FDS-HighPTS vEEG group (r = -.40*). Expressive suppression associated with seizure
severity (r = -.38**) in FDS-vEEG subgroup and FDS-HiPTS-vEEG subgroup (r = -.46*). Seizure impact
associated with perceived stress in FDS-FS (r = .37***) and FDS-LoPTS subsample (r = .35%); remained significant
in FDS-VEEG subgroup (r = .44*%*). Seizure impact associated with emotional regulation difficulties in FDS-FS (r =
.29%*) and in FDS-vEEG subsample (r = .30*). Physical affection with partner negatively correlated with seizure
impact in FDS-vEEG subsample (r = -.38*) and vVEEG FDS-HiPTS subsample (r =-.51%).

FDS-FS: seizure severity not significantly associated with emotional avoidance (r = -.02), emotional awareness
difficulties (r =-.02), emotion regulation difficulties (r =-.01), expressive suppression (r =-.21), situational
reappraisal (r = -.17), perceived stress (r - .08), social support (r =.01), loneliness (r = -.09), comfort with social
touch (r = -.01), physical affection with partner (r = .17), or frequency of sleep-touch (r = .08). Seizure impact not
significantly associated with emotional avoidance (r = .13), emotional awareness difficulties (r =-.09), expressive
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suppression (r =-.07), situational reappraisal (r = -.14), social support (r = -.16), loneliness (r = .11), comfort with
social touch (r = -.03), physical affection with partner (r = -.21), or frequency of sleep-touch (r = -.21).

History of sexual abuse associated with higher mean seizure severity score***. Self-injurious behaviour** and
urinary incontinence** significantly more likely during spells.

BAEQ total medium correlation with FDS severity (r = .309%*) and FDS bothersomeness (r = .372**). Small
correlation between TAS-20 and FDS severity (r = .029%) but not FDS bothersomeness. No significant associations
found between FDS severity or FDS bothersomeness with AIM or CECS.

Seizure severity negatively associated with mental wellbeing in CfE* (rE = -0.356) but not CfFDS (rE = 0.264) and
correlates were significantly different™. Seizure severity not significantly associated with anxiety in CfFDS (tE = -
0.229) or C{E (rE = 0.173); CfFDS depression (rE = -0.33) or CfE depression (rE = 0.248) or; CfFDS physical well-
being (rs = .230) or CfE physical well-being (rs = .168). Depression correlates significantly differed* between
CfFDS and CfE.

Note, PHY = Physical Group, PSY = Psychological Group; M = Month, FU = Follow-up, SA = Symptom Attribution, HRQoL = Health-related Quality of Life; PTSD = Post-
traumatic stress disorder; FDS-HiPTS = High Trauma FDS Group; FDS-LoPTS = Low Trauma FDS group; FDS-FS = FDS Full Sample; CfE = Carers for Epilepsy; CfFDS =
Carers for FDS. * =p <.05; ¥* =p <.01; *** =p < .001
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Appendix G

PRISMA ChecKklist

Location
Secftlon end 1 Checklist item yvher'e
Topic # item is

reported
TITLE
Title 1 | Identify the report as a systematic review. Pg 1
ABSTRACT
Abstract 2 | See the PRISMA 2020 for Abstracts checklist. Pg 2
INTRODUCTION
Rationale 3 | Describe the rationale for the review in the context of existing knowledge. Pg 2

Pg 3-6
Objectives 4 | Provide an explicit statement of the objective(s) or question(s) the review addresses. Pg 2

Pg 6
METHODS
Eligibility criteria Specify the inclusion and exclusion criteria for the review and how studies were grouped for the syntheses. Pg 7-10
Information Specify all databases, registers, websites, organisations, reference lists and other sources searched or consulted to identify studies. Specify the | Pg7
sources date when each source was last searched or consulted.

Search strategy 7 | Present the full search strategies for all databases, registers and websites, including any filters and limits used. Pg 7
Selection process Specify the methods used to decide whether a study met the inclusion criteria of the review, including how many reviewers screened each record | Pg 7-10
and each report retrieved, whether they worked independently, and if applicable, details of automation tools used in the process.

Data collection 9 | Specify the methods used to collect data from reports, including how many reviewers collected data from each report, whether they worked Pg 7-10
process independently, any processes for obtaining or confirming data from study investigators, and if applicable, details of automation tools used in the
process.
Data items 10a | List and define all outcomes for which data were sought. Specify whether all results that were compatible with each outcome domain in each Pg 7-10
study were sought (e.g. for all measures, time points, analyses), and if not, the methods used to decide which results to collect.
10b | List and define all other variables for which data were sought (e.g. participant and intervention characteristics, funding sources). Describe any Pg 7-10
assumptions made about any missing or unclear information.
Study risk of bias 11 | Specify the methods used to assess risk of bias in the included studies, including details of the tool(s) used, how many reviewers assessed each | Pg 9
assessment study and whether they worked independently, and if applicable, details of automation tools used in the process.
Effect measures 12 | Specify for each outcome the effect measure(s) (e.g. risk ratio, mean difference) used in the synthesis or presentation of results. Pg 58
Synthesis 13a | Describe the processes used to decide which studies were eligible for each synthesis (e.g. tabulating the study intervention characteristics and N/A
methods comparing against the planned groups for each synthesis (item #5)).
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Location

Secftlon end Checklist item yvher'e
Topic item is
reported
13b | Describe any methods required to prepare the data for presentation or synthesis, such as handling of missing summary statistics, or data Pg 9-10
conversions.
13c | Describe any methods used to tabulate or visually display results of individual studies and syntheses. Pg 10
13d | Describe any methods used to synthesize results and provide a rationale for the choice(s). If meta-analysis was performed, describe the Pg 10
model(s), method(s) to identify the presence and extent of statistical heterogeneity, and software package(s) used.
13e | Describe any methods used to explore possible causes of heterogeneity among study results (e.g. subgroup analysis, meta-regression). N/A
13f | Describe any sensitivity analyses conducted to assess robustness of the synthesized results. N/A
Reporting bias 14 | Describe any methods used to assess risk of bias due to missing results in a synthesis (arising from reporting biases). N/A
assessment
Certainty 15 | Describe any methods used to assess certainty (or confidence) in the body of evidence for an outcome. N/A
assessment
RESULTS
Study selection 16a | Describe the results of the search and selection process, from the number of records identified in the search to the number of studies included in | Pg 10-11
the review, ideally using a flow diagram.
16b | Cite studies that might appear to meet the inclusion criteria, but which were excluded, and explain why they were excluded. Pg 8
Pg44-50
Study 17 | Cite each included study and present its characteristics. Pg 14-16
characteristics
Risk of bias in 18 | Present assessments of risk of bias for each included study. Pg 13
studies
Results of 19 | For all outcomes, present, for each study: (a) summary statistics for each group (where appropriate) and (b) an effect estimate and its precision Pg 21-28
individual studies (e.g. confidence/credible interval), ideally using structured tables or plots. Pg 58-61
Results of 20a | For each synthesis, briefly summarise the characteristics and risk of bias among contributing studies. Pg 10
syntheses Pg 12-13
20b | Present results of all statistical syntheses conducted. If meta-analysis was done, present for each the summary estimate and its precision (e.g. Pg 21-28
confidence/credible interval) and measures of statistical heterogeneity. If comparing groups, describe the direction of the effect. Pg 58-61
20c | Present results of all investigations of possible causes of heterogeneity among study results. N/A
20d | Present results of all sensitivity analyses conducted to assess the robustness of the synthesized results. N/A
Reporting biases 21 | Present assessments of risk of bias due to missing results (arising from reporting biases) for each synthesis assessed. N/A
Certainty of 22 | Present assessments of certainty (or confidence) in the body of evidence for each outcome assessed. N/A
evidence
DISCUSSION
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Section and

Topic

Checklist item

Location
where
item is
reported

data, code and
other materials

studies; data used for all analyses; analytic code; any other materials used in the review.

Discussion 23a | Provide a general interpretation of the results in the context of other evidence. Pg 28-33
23b | Discuss any limitations of the evidence included in the review. Pg 33-34
23c | Discuss any limitations of the review processes used. Pg 33-34
23d | Discuss implications of the results for practice, policy, and future research. Pg 34-35

OTHER INFORMATION

Registration and 24a | Provide registration information for the review, including register name and registration number, or state that the review was not registered. Pg 10

protocol 24b | Indicate where the review protocol can be accessed, or state that a protocol was not prepared. Pg 10
24c | Describe and explain any amendments to information provided at registration or in the protocol. Pg 8

Support 25 | Describe sources of financial or non-financial support for the review, and the role of the funders or sponsors in the review. N/A

Competing 26 | Declare any competing interests of review authors. N/A

interests

Availability of 27 | Report which of the following are publicly available and where they can be found: template data collection forms; data extracted from included N/A

From: Page MJ, McKenzie JE, Bossuyt PM, Boutron |, Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement: an updated guideline for reporting systematic reviews. BMJ 2021;372:n71. doi:

10.1136/bmj.n71

For more information, visit: http://www.prisma-statement.org/
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Section Two: Empirical Study

Development of a Functional Dissociative Seizure Self-Report Severity Questionnaire: a

Mixed Methods Design
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Abstract
Objectives: Functional / dissociative seizures (FDS) are a debilitating condition for which there are
no validated or reliable condition-specific severity measures. Such a measure would be of value for
clinical and research applications. The current study aimed to develop a self-report measure of FDS
severity.
Design: An exploratory sequential mixed methods design was employed including a qualitative
phase followed by a quantitative phase.
Methods: Participants included people with lived experience of FDS and healthcare professionals.
Focus groups were conducted to explore FDS severity and the feasibility of developing a measure.
Subsequently, a pool of items relevant to FDS severity was developed. This item pool was the basis
of a three-round Delphi survey involving a larger sample of experts (lived or professional
experience) aiming to reach consensus on items of highest relevance for FDS severity.
Results: Three primary themes emerged relating to FDS severity: (1) Seizure take control and “you
can’t stop it”; (2) Seizures are “physically tough”; and (3) Seizures leave their mark. 115 candidate
items formed the first round of the Delphi, leading to the development of a three-section
questionnaire. 35 items that reached consensus were organised into ‘Severity’ or ‘Frequency /
Duration’ sections. The third section was a symptom checklist.
Conclusions: Consensus of experts by experience and clinicians on items for inclusion in a
measure of FDS severity was achieved. A draft ‘Functional / Dissociative Seizure Scale’ (FDS-S) is

now ready for further validation prior to its use in clinical and research practice.
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Practitioner Points:

There is no valid or reliable seizure severity measure developed for FDS; subsequently, research
to date has used a variety of alternative methods to assess FDS seizure severity. This has
primarily included use of measures developed for epilepsy that have not been validated for FDS
populations.

e Seizure severity is an important outcome in the treatment of FDS. A condition-specific measure
would be of value to guide, monitor and evaluate the effectiveness of treatment for individual
patients and also, service benchmarking.

e Loss of control, physical symptoms and the lasting effects of seizures (including emotional,
physical, cognitive factors) are important factors in the perception of seizure severity. Notably,
the impact of FDS on quality of life is important to understand the wider severity of the
condition.

e The FDS-S is a comprehensive measure developed to assess FDS severity, grounded in the

perspectives of a large group of individuals with lived experience of FDS and healthcare

professional experts. Subject to further psychometric development and evaluation, the FDS-S

will provide a standardised measure for clinical use and in future research.

Key Words: Functional / dissociative seizures, seizure severity, condition-specific measures,

outcome, psychological therapy, adults, FDS-S
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Functional / dissociative seizures (FDS) are episodes of reduced self-control causing
disturbances to normal functioning associated with a range of motor, sensory and mental
manifestations (Brown & Reuber, 2016a). FDS superficially resemble epileptic seizures or syncope
but are not associated with the same physiological changes which underpin these conditions
(Reuber, 2008). FDS populations demonstrate high levels of psychiatric comorbidities, especially
post-traumatic stress disorder, complex trauma, anxiety, and depression (Brown & Reuber, 2016b).
Additionally, higher rates of complex physical health comorbidities such as pain and fatigue, and
worse general health to the extent that, there is an increased risk of premature death (Tan et al.,
2023). Moreover, individuals report significantly poorer health-related quality of life (HRQoL)
compared to normal populations and other neurological condition such as epilepsy (Marzooqi et al.,
2004).

Psychological interventions for FDS are recommended internationally (Hingray et al.,
2018). There is however no agreement as to what therapeutic approach achieves the best results in
this population (La France et al., 2013). Nevertheless, there is an expanding evidence base. A recent
systematic review and meta-analysis revealed psychological interventions are effective at reducing
seizure-related (i.e. seizure frequency) and non-seizure-related (i.e. anxiety, depression) patient-
reported outcome measures (PROMs; Gaskell et al., 2023; Gaskell et al., 2024).

Despite this, a landmark randomised controlled trial (RCT) exploring the effectiveness of Cognitive
Behavioural Therapy (CBT) for adults with FDS (N = 368) found no significant treatment effect for
the primary outcome of seizure frequency reduction (CODES; Goldstein et al., 2020). However,
seizure frequency and freedom are the most reported outcomes across studies evaluating
psychological treatments for FDS (Gaskell at al., 2024). This raises the question of the
appropriateness of seizure frequency for evaluating FDS treatments. Goldstein et al. (2024) argued
seizure frequency may not be as important to people with FDS as seizure impact or bothersomeness.

Notably, the CODES trial (Goldstein et al., 2020) found a significant improvement in
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several clinically relevant secondary outcomes following CBT, including outcomes capturing
mental health, bothersomeness of seizures and health-related quality of life (HRQoL). The apparent
dissociation of seizure frequency and other outcomes is not completely surprising, considering the
findings of a systematic review which demonstrated a lack of correlation between seizure frequency
and HRQoL (Jones et al., 2016). In another study, psychological factors accounted for a larger
variance in HRQoL than condition-related (i.e. seizure frequency, seizure severity) factors
(Rawlings et al., 2017). Taking these considerations into account, an opinion statement by a large
group of international FND experts argued that measures of the impact of FND (i.e. disability,
HRQoL, functioning, and psychological distress) are most relevant across functional neurological
disorder (FND) presentations (Nicholson et al., 2020). As such, generic outcome measures, known
to be reliable and valid in related populations, can be used to assess the impact of FND (Pick et al.,
2020). Nevertheless, measures of the existing core symptoms of FND (i.e. manifestations of the
severity of FDS) may be of value (Nicholson et al., 2020).

Unfortunately, to date, no validated condition-specific PROM has been developed for FDS
although it has been argued that PROMs are necessary to establish intervention effectiveness from
the patient perspective (NHS, 2018). Whilst general measures have their advantages, condition-
specific measures are developed with the recognition that different health conditions have specific
features relevant to that patient group and the severity of that condition (Meadows, 2011). A PROM
developed for people with FDS would be a positive step in ensuring psychological treatments are
consistent with therapy goals. The current authors previously conducted a systematic review
examining correlates associated with FDS severity (Whitaker et al., 2024). None of the included
studies employed a seizure severity measure that is reliable or validated for FDS, limiting the
conclusions that could be drawn. This review also demonstrated very limited convergent validity of
seizure severity measures used with patients with FDS in the studies.

Of relevance, Whitaker et al. (2024) reiterated that many researchers have attempted to
measure seizure severity in this population, suggesting that FDS severity is widely recognised as an
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important outcome. However, given the lack of a validated FDS seizure severity measures, most
chose seizure severity measures developed for patients with epilepsy. The most commonly used
measures of this type are the Liverpool Seizure Severity Scale (LSSS-3, Baker et al., 1998) and the
Seizure Severity Questionnaire (SSQ; Cramer et al., 2002). It has long been established that seizure
severity is an important aspect of epilepsy and may have a greater effect than seizure frequency or
psychosocial outcomes (Baker at al., 1991). Moreover, greater seizure severity has been associated
with poorer HRQoL in the epilepsy population (Harden et al., 2007). Given condition-specific
measures are more likely to detect clinically relevant changes in response to treatment (Meadows,
2011), it is unlikely measures developed for epilepsy provide a relevant evaluation of FDS severity.

Several studies have demonstrated FDS are highly heterogenous (e.g. Brown et al., 2013;
Hingray et al., 2022). Rawlings and Reuber (2016) provided an overview of quantitative and
qualitative studies demonstrating insights into the broad range of subjective symptoms associated
with FDS. To the researcher’s knowledge however, no studies have attempted to explore what
people with FDS say influences the severity of this condition.

A seizure severity measure in FDS would help to screen and triage patients contributing to a
holistic assessment of the individual and their needs. This would guide interventions and enable
patients and clinicians to monitor if seizures are more or less severe overtime. The effectiveness of
psychological interventions could be evaluated at an individual level and, more widely across
healthcare services to compare treatment outcomes for FDS and share good practice. Moreover, a
standardised measure of FDS severity would provide a consistent outcome for use in research
studies to understand more about the condition and what is associated with its severity. FDS
severity could be studied as part of clinical trials examining the effectiveness of psychological
treatment for FDS, both as a direct outcome, or as a potential mediator or moderator variable of
other reported outcomes. In turn, this would inform clinical practice ensuring patients receive the

most effective treatments which may aid in minimising cost to healthcare services.
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Current Study

The aim of the current study was to develop and propose a comprehensive PROM
of FDS severity considered relevant by individuals with lived experience. New questionnaires should
be developed when (a) there are no existing measures of the constructs, (b) existing measures have
insufficient reliability or validity, or (c) existing measures have other practical limitations (Rosellini
& Brown, 2021). These points have been addressed above. To develop a rigorous outcome measure,
three key developmental phases (item development, scale development, and scale evaluation)
collectively consisting of nine steps have been proposed (Boateng et al., 2018). This study sought to
achieve the initial phase ‘item development’ (i.e. generating an initial set of items for an eventual
scale). This included two steps: (1) identification of domain(s) and item generation, and (2) content
validity (evaluation by experts and the target population). This would produce a measure ready for
further quantitative testing and evaluation (prior to use in clinical practice) to achieve the additional
phases proposed for the development of an outcome measure (Boateng et al., 2018). As this is an
exploratory study, there was no formal hypothesis.

This project uses a mixed-method research approach involving qualitative and quantitative
data collection and analysis within the same study (Creswell & Plano Clark, 2018). The combination
of qualitative and quantitative methods is recognised as a useful approach for developing quantitative
instruments (Onwuegbuzie et al., 2010). An exploratory sequential mixed-method design is
recommended for scale development (Creswell & Plano Clark, 2011). This type of mixed-method
design has two distinct phases: qualitative followed by quantitative (Creswell & Plano Clark, 2018).
The initial qualitative phase involves collation and analysis of qualitative data to explore a
phenomenon. A quantitative phase follows in which some aspect of the qualitative findings is utilised
to examine trends or associations using quantitative methods (Fetters & Tajima, 2022). This results
in the development of a tool grounded in the perspectives of the target population; more likely seen

as relevant (Creswell & Plano Clark, 2018).
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Methods

Ethical Approval
Ethical approval was obtained from the University of Sheffield Ethics Committee
(Appendix A). Participation was voluntary and participants could withdraw at any point. Informed

consent was provided prior to taking part.

Design Overview

A mixed methods exploratory sequential design was employed, involving two phases. Phase
one involved the collection of qualitative data through two focus groups, with findings informing
phase two. Phase two was a three-round Delphi survey, conducted to reach a consensus around
proposed FDS severity items for a candidate questionnaire. Phase two was predominantly quantitative
with a small amount of supplementary qualitative data. This meant Phase Two was in itself based on
a convergent mixed-methods design (questionnaire variant). The questionnaire variant refers to using
both open- and closed-ended questions in which qualitative data are collected as an accessory to

support quantitative data (Creswell & Plano-Clark, 2018).

Recruitment
Recruitment for both study phases followed the same process. Participants with lived

experience of FDS (PwLE) and carers familiar with FND were recruited via third sector organisations
for individuals with FDS. Healthcare professionals (HCPs) were approached through professional
organisations with a particular interest in FND (see acknowledgements). Recruitment for the focus
groups took place in December 2023 and for the Delphi surveys December 2023 to January 2024.
Information was circulated about the specific study phase (Appendix B) with a Qualtrics link to a
Participant Screening Survey (Appendix C) to determine if prospective participants met the eligibility
criteria (see Table 1). Individuals who met this could then access the relevant ‘Participant Information

Sheet’ (Appendix D) and ‘Consent Form’ (Appendix E) via Qualtrics. FDS diagnoses were
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determined through patient self-report. Participants consenting to take part were asked to provide

demographic information.

Table 1

Participant Eligibility Criteria

Inclusion Criteria Exclusion Criteria

= Lived experience of FDS = Professional expertinthe = Non-fluent in English.
(either personally or as a field of FDS (e.g. = Co-morbid diagnosis of
caregiver to an adult Academic, Clinical epileptic seizures (due to
experiencing FDS). Psychologists, potential difficulty

= Experienced FDS in the OR Psychiatrists, distinguishing between
last two years. Neurologists, different seizure types).

= For Focus Groups, reside Psychotherapists). = A marked speech difficulty
in the UK (for practical which could pose a significant
and safety reasons of barrier to engagement in
seizure management). group discussions.

AND

= Aged 18 years and over.
= Provided informed consent to take part in the study.

Phase One
Participants
Braun and Clark (2013) recommend a smaller focus group of three to eight participants.
This was the desired sample size range for the current study. Smaller groups can be easier to
manage, generate rich discussion and provide opportunity for each participant to contribute.
Individuals were invited to take part in either a ‘PwLE’ or ‘HCPs’ focus group. Eighteen
individuals with lived experience and eighteen HCPs met the eligibility criteria and consented to
take part. Prospective participants were consecutively invited to take part until the desired sample
was achieved. Of the eighteen individuals with lived experience, one did not respond, six were
unavailable, three withdrew due to physical health reasons, and two did not attend. Therefore, the
first group consisted of six PWLE. Nine HCPs were unavailable at the arranged time for the focus

group and one withdrew resulting in a second sample of eight HCPs.
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Data Collection

Two focus groups were conducted remotely via ‘Google Meet’ in December 2023 and
January 2024: PwLE group (2 hours in duration) and a HCPs group (1.5 hours in duration).
Discussions aimed to focus on the period immediately before, during, and immediately after FDS
(i.e. the prodromal, aura, ictal and post-ictal phases of a seizure). Facilitation of two focus groups
was considered sufficient to capture the perspectives of PWLE and HCPs, providing a foundation
for the second study phase (with a larger sample).

A semi-structured focus group topic guide (Appendix F) was developed to elicit relevant
discussions aiding with development of a scale. Open-ended questions guided discussions
predominantly focused on what participants felt made seizures more or less severe and the
feasibility / acceptability of an FDS severity measure. On commencing the PWLE group, slides were
presented outlining a general PROM (i.e. SF-12; Ware et al., 1996) and a condition-specific PROM
(i.e. PHQ-9; Kroenke et al., 2001) to familiarise participants to types of outcome measures and
enhance understanding of the research aims.

The topic guide was partly informed by a previous systematic review conducted to examine
correlates associated with FDS severity (Whitaker et al., 2024). These findings were included to
prompt further discussion if required (see question 4b; Appendix F). To broaden this further, data
reporting on correlates associated with seizure frequency were also extracted. These were presented
to PWLE in the final ten minutes of the focus group. In-depth discussions had already been
generated therefore this has not been required to prompt discussions. Subsequent to this, discussions

were minimal and gravitated off topic. This was not presented during the HCP group due to timings.

Data Analysis

Focus groups were video recorded and transcribed verbatim by the main author (and
facilitator). Reflexive Thematic Analysis (RTA) was conducted as outlined by Braun and Clark
(2006; 2021). Thematic analysis is a suitable approach for two to four focus groups (Braun & Clark,
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2013). The analysis was guided by the six-phase process for data engagement, coding, and theme
development (Braun & Clark, 2006) outlined in Table 2. Themes are presented in the results
sections; participants quotes are represented by quotation marks.

An experiential, inductive approach was taken in that themes and subthemes were grounded
in the data to understand the meanings, views and perspectives of participants and their experiences
of FDS. It is important to acknowledge, existing knowledge of the literature may have influenced
this. RTA is a flexible approach compared to other qualitative analyses and is not tied to a particular
epistemological or theoretical perspective (Maguire & Delahunt, 2017).

A central component of RTA is the author’s subjectivity which is unavoidable, necessary,
and valuable (Braun & Clark, 2021). A full reflexive statement is provided to outline potential
biases in the researcher’s processes (Appendix G) and a reflexive log (see Appendix H) maintained.
The researcher is a White British woman from a working-class background working as a Trainee
Clinical Psychologist in an outpatient epilepsy service and inpatient neurorchabilitation service.
Therefore, the researcher has more clinical experience with individuals experiencing organic as
opposed to functional neurological presentations. She has also previously worked in primary
healthcare services in which barriers to accessing support were apparent for individuals with more

complex neurological and mental health presentations.
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Table 2

The Six Phase Process of Data Analysis

Phase

Action(s)

1.

Data familiarisation

Systematic coding

Generation of initial themes
from coded and collated
data

Developing and reviewing
themes

Refining, defining, and
naming themes

Write-up

LW transcribed both focus group video audio files. Each
transcript was read and reread. Initial reflections were noted.
Transcripts were transported onto NVivo

Initial codes were generated; recoded and refined as new codes
emerged. Throughout this process, data was extracted relevant as
potential items for measure. The process was discussed with the
coauthors, but interrater reliability was not sought (in-line with
RTA).

Thematic maps were used to aid with collating codes. This led to
the development of initial themes and subthemes. Data was
grouped due to evident overlap in discussions.

Thematic maps were developed and reviewed to refine themes
and subthemes. These were shared and discussed with the co-
authors GR, CG and MR. This was repeated until there was a
general agreement of themes and subthemes best representative
of the data and study aims (see Appendix | for reiterations).

Final refinements to subthemes and themes were made (Figure
1), assigning clear titles to each with definitions.

Themes and subthemes were narratively synthesised using
participant quotes.

Interim Phase

A list of items was generated for the initial round of a Delphi survey, informed by focus

group transcriptions (during familiarisation and coding), correlates of FDS severity in a previous

systematic review (Whitaker et al., 2024), and in discussion with the co-authors.

Phase Two

Participants

A Delphi survey includes a group of participants called the “Delphi panel”. A

consecutive sample of 121 prospective participants consented to take part. Contact information was

not provided by two people resulting in a prospective panel of 119. Recommendations for the size

of a Delphi panel vary; it can be dependent on the topic area and resources available (Igbal &
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Pipon-Young, 2009). Kilroy and Driscoli (2006) suggest between 10 and 50 participants is
sufficient. A larger sample was intentionally recruited to maintain a sufficient sample at each round
and given the heterogeneity of FDS. A response rate above seventy percent is optimal (Sumsion,

1998).

Data Collection Procedure and Analyses

A Delphi survey took place from 9™ February to 23™ April 2024. The Delphi method is a
widely used method for gathering data from expert respondents to gain a consensus concerning a
specific topic (Hsu & Sandford, 2007). It is a flexible methodology with variations in how it is
applied. Distinct features include the Delphi panel and a series of sequential questionnaires (at least
two) known as ‘rounds’ (Igbal & Pipon-Young, 2009). Rounds include generation of ideas, evaluation
of items, and re-evaluation based on responses of other ‘panellists’. Boateng et al. (2018) suggest
Delphi methodology is appropriate to reach consensus on items reflective of the construct a
questionnaire aims to measure and to demonstrate content validity.

Three rounds were considered sufficient to achieve consensus (Stone Fish & Busby, 2005),
maintain enthusiasm (Igbal & Pipon-Young, 2009), and limit attrition (Cantrill, Sibbald & Buetow,
1996). Participants were emailed procedural instructions and Qualtrics survey links at each round
(accessible for a two-week period). Reminder emails were sent to increase response rates. Participants
were only invited to the next round if they completed the previous round.

The procedures and analyses at each round are outlined in Table 3. Analyses occurred
following each round and results were shared with participants of prospective rounds (i.e. feedback
in Table 3). Consensus thresholds (i.e. items to include and items to exclude) were determined at each
round after data collection. These were set to maximise item reduction ensuring only the most relevant
items (reaching the highest level of agreement) were prospectively included. Similarly, the

methodology was iterated at each phase, based on the results from the previous round. In each round,
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participants evaluated items, provided supplementary qualitative data, answered multiple-choice
questions, and provided feedback on the practicalities of the questionnaire (see Table 3).
The proposal of a three-section questionnaire was made subsequent to Round One

in response to results and qualitative feedback (see results). This formed three sections, including (1)
Severity of FDS, (2) Frequency / Duration of FDS, and (3) a Symptom Checklist. Sections one and
two were established based on items achieving the highest rankings and greatest level of consensus
during the Delphi process. Section three — the symptom checklist — was generated from all data
gathered related to the characteristics of FDS (i.e. a symptom or feature of FDS that was not

necessarily related to its severity).
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Table 3

Procedures and Analyses for each Delphi Round

Round One Round Two Round Three
Procedures Items ranked on 11-point Likert scale ‘how Reviewed ‘Round One’ feedback Reviewed ‘Round Two’ feedback
relevant to measure FDS severity” (‘0 = (rankings and qualitative data; Appendix (inclusion versus exclusion percentages
Extremely Irrelevant’; 5 = Neither K). Evaluated ‘non-consensus’ items and ~ and qualitative data; Appendix M) and a
Irrelevant nor Relevant’ to; ’10 = participant generated items from ‘Round candidate questionnaire (Appendix N). To
Extremely Relevant’). Note that, an 11- One’. Stated whether to (1) ‘include’ or reduce items, selected preferred items
point scale was selected as it is more (2) ‘exclude’ each item from the from two to three options of included
powerful in discriminating responses and a questionnaire. Completed multiple-choice  items measuring similar or overlapping
midpoint allowed for genuinely neutral questions: chose sections for inclusion in concepts. Completed multiple choice
responses. the questionnaire (severity, frequency / guestions: chose preferred number of
duration, symptom checklist) and a severity section questionnaire items (i.e. <
Supplementary qualitative feedback sought preferred timeframe of which the items 15; 16-20; 21-30; 31-40 items; or ‘other’);
to contextualise rankings (for sharing with  should relate to (‘one week’, ‘two weeks’,  assessed a proposed rating system and the
other panellists), suggest item refinements,  ‘four weeks’). See Appendix L. questionnaire. See Appendix O.
and to generate additional items. See
Appendix J. Supplementary qualitative feedback sought Generated ‘seizure characteristics’ for a
to contextualise responses. symptom checklist (see results).
Supplementary qualitative feedback sought
to contextualise responses and to provide
item refinements.
Analyses Scores compiled; median and IQR Frequencies and percentages for each item  Frequencies and percentages calculated to

calculated for each item. Qualitative data
cleaned analysed using qualitative content
analysis (Bengtsson, 2016).

calculated to establish majorities.
Qualitative data screened and categorised
into emerging ideas.

establish the majority option for each item.
Qualitative data synthesized and guided
final questionnaire refinements.

Consensus threshold

Included items = median of 10.00 and an
IQR of 2.00 or less. Excluded items =
median of 7.00 or less, or an IQR of 6.00.
Non-consensus items progressed to Round
Two (see results).

Included items = > 75.00% of the panel in
agreement for ‘Include’. Items below cut-
off excluded (see results).

For sets of item options, the majority
choice was included in the questionnaire
(see result).

Note, IQR = Interquartile Range.
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Findings / Results
Phase One

The median age of PWLE of FDS (N = 6) was 43.0 (IQR = 30.3). Four experienced seizures
at least daily; two had seizures “at least once a week” or “weekly”. Median age of HCPs (N = 8)
was 48.5 (IQR = 13.3). HCP roles included a psychotherapist, epilepsy specialist nurses,
radiographer, neurology registrar, neurologist, clinical psychologist, and a neurofeedback
practitioner with median years of experience of 10.0 (IQR = 4.5). Across both groups, most
identified as a White female.

Four main themes and ten subthemes emerged. Three themes reflected participants’
perceptions of FDS severity: (1) The seizure takes control ... “and you can’t stop it”; (2) Seizures
are “physically tough”; and (3) Seizures leave their mark. The fourth theme “...it’s a good idea but
it’s going to be difficult” encapsulated views on the feasibility of developing a PROM (presented in
Appendix P). Figure 1 depicts a thematic map illustrating links between themes and subthemes.

Table 4 presents illustrative quotes referenced throughout the narrative summary of themes.

Figure 1

Thematic Map

Debilitating impact

A “wave” of \

emotion

Unpredictability

Seizures leave

Silenced by the their mark
seizures
The seizure takes
control ... “and you —{ Physical control \
*t stop it ) )
/ = r  Lasting effects
-
Fighting back for
control
Clinical and
research
implications
Becoming -\ izmres are
accustomed to the N o
seizures taking over menysicalbyiongl

“...it’s a good idea but it’s going to

be difficult”
\ Challenges to

overcome

Note, blue = themes related to FDS; green = theme related to development of the measure.
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The Seizure takes Control ... “and you can’t stop it.”
This theme captures the loss of control seizures cause. Throughout discussions, implicit

references were made to “the seizure” as a separate entity taking control.

Physical control. Explicit reference was made to physical loss of control during seizures
for which a disconnect was implied between the mind and body (Q1). Different “physical
symptoms” were discussed to demonstrate the seizures control such as “shaking”, “contraction”,
“drop attacks” and “weakness” as well as “disrupted breathing” and “losing vision”. PWLE referred
to “panic” evoked from seizures taking control (Q2). In turn, panic gives the seizures more control

(Q3). “Vulnerability” and a sense of fear were denoted from the most extreme expressions of

physical loss of control which included “paralysis” (Q4) and “incontinence” (Q5).

Silenced by the seizures. Participants described seizures where a person becomes
“completely irresponsive as if asleep”. They referred to distress evoked from “fully experiencing”
seizures due to “preserved awareness”. This meant people were aware they lacked control but were
unable to say or do anything in response (Q6). This exacerbated vulnerability but could also be
frustrating, ““...somebody says, ‘can't you get up?’ and in your head you're screaming ‘of course I
can't get up!’ But you can’t say it. It’s so frustrating...”. Such seizures could occur in anxiety-
provoking contexts that they cannot escape or respond to (Q7). Sometimes, people with FDS “don’t
have any awareness” during seizures which could also contribute to severity. Adding to
vulnerability was that “a lot of people don’t remember what happens” relying on others for accurate
accounts (QS).

Participants made explicit reference to “speech problems” during seizures (e.g. “speech
loss”, “slurred speech”) impacting ability to communicate. PWLE felt “embarrassed” by this which
in itself was silencing. It was also distressing when people did not believe symptoms of such a
temporary nature (Q9).
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Y1

A “Wave” of emotion. Participants referred to an “outburst”, “wave” and “rush” of
“emotion” after seizures inferring a lack of control over emotional responses. This could trigger
further distressing emotions (Q10). PWLE gave an impression of seizures taking over their mood.
One example of this, in its extremity, was that their mood could drastically switch from “absolutely
fine” to “intense sadness” and feeling “suicidal” (Q11). This example encapsulated an ultimate
sense of hopelessness against the seizures taking control. One healthcare professional described
patients experiencing a “disconnect” between how they are feeling and “what their body is doing”

emphasising their lack of control (Q12).

Fighting back for control. PWLE gave the sense of a constant “fight” against seizures. Both
groups indicated the importance of “triggers” and “warning signs” to “master’ or “control seizures”
(Q13). PWLE inferred a sense of triumph when managing to “pinpoint” triggers or recognising
warning signs with one stating: “Your brain goes, ‘ah, this is what we have to do’. 1 know when my
legs start to wobble ‘right, I need to get on the floor. It's happening.’ Let s crack this.”. There was
indication to the seizures’ persistence in that there would always be “new triggers” or often “no
triggers” at all (Q14). Moreover, warning signs only provided temporary control to get to a “safe
place”, reduce risk of injury and protect a person’s “dignity”. For some, warning signs without
sufficient warning time evoked distress and a reliance on others for support.

There was suggestion to negative consequences associated with trying to take back control
of seizures. PWLE resiliently talked about attempts to “downplay”, “ignore”, or “push through”
symptoms. This often however led to “boom and bust” cycles in which seizures inevitably “won”.
Moreover, attempts to push through and ignore seizures could worsen them (Q15). “Avoidance”
was discussed in trying to prevent seizures. Both groups discussed the impact of this on worsened

“quality of life” emphasising the wider control of FDS (Q16). PWLE described an ongoing battle as

to whether taking back control outweighed consequences (Q17).
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Becoming accustomed to the seizures taking control. Some of the PWLE described
“getting used to” seizures as opposed to severity reducing (Q18). There was an implicit sense of
reduced severity from allowing the seizure to take control (Q19) and “hopefully it’ll be over”.
Further, PWLE who’d had FDS longer seemed somewhat less distressed by symptoms. This was
implied by nonchalant descriptions, at times appearing detached from emotion as they listed
symptoms, and regularly using humour throughout accounts. In contrast, for a different PWLE

newly diagnosed with FDS, talking about symptoms was incredibly difficult triggering seizures

(Q20).

Unpredictability. Some seizures could be unsettling and unpredictable (Q21). This linked
with taking back control in that seizures remain unpredictable, even when trying to control them
(Q22). There was a sense of unpredictability inferred from the unknown of how long seizures would
last or how many seizures would be in a cluster. Lack of control evoked fears about seizures
worsening which caused “anxiety” or “panic” (Q23). Healthcare professionals discussed
unpredictability in relation to low seizure frequency (Q24).

Participants inferred how the unpredictability of seizures meant they could occur in places
that are physically unsafe (i.e. risk of “falls”, “injury”) and as touched upon, psychologically
unsafe. One participant with FDS said “...when I say somewhere safe, I really mean just not in
front of my classmates because I get embarrassed...”. In such instances, warning time could make
seizures more predictable and “increases your safety, dignity, and all that stuff that affects your
quality of life”. Both groups referred to relying on others due to the unpredictability of seizures

which could also evoke fear in families (Q25). More generally, there was a sense of FDS as a

condition being unpredictable with many unknowns (Q26).

Seizures are “physically tough”.
This theme reflected emphasis on the “real”, “physical symptoms” from which seizures
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could become “violent”. Both groups discussed a range of seizure symptoms such as “lots of pain”,
“injuries” (Q27), “choking” (Q28), or “difficulties breathing” (Q29). Almost all participants with
FDS described experiences of “stroke-like symptoms” during their “worst seizures” indirectly
emphasising the real and severe nature of these symptoms, often resulting in hospital admissions
(Q30). Participants emphasised the lasting effects of physical symptoms (see next subtheme) and
fears associated with the uncertain longevity of these.

PwLE felt physical symptoms were overlooked comparable to the psychological focus
on FDS. There was a sense of frustration related to this as it could lead to barriers accessing support
(Q31). Physical symptoms were described as central to FDS; these were what often caused the
exacerbation of comorbid diagnoses (both mental health and physical health) and contributed to a
“vicious cycle”. Moreover, physical symptoms could be worst, when it was felt mental health was
managed (Q32). Additionally, it was felt the psychological elements to seizures (such as,

“emotions”, distressing “thoughts”, “panic”, “fear’’) came secondary to physical symptoms. That

said, both groups emphasised the need for a multidisciplinary approach to treat seizures (Q33).

Seizures leave their mark
This theme represents descriptions of prolonged seizure symptoms and the impact of

these more broadly.

Lasting effects. PWLE discussed “recovery time” and said “in a lot of ways this was almost
the biggest reflection of how tough a seizure was”. Both groups talked about the consequential
effects of seizures once they are over. These exacerbated the recovery period and demonstrated the
seizures’ impact beyond the ictal period. Effects after a seizure included the varied prolonged
physical symptoms (Q34), “cognitive” difficulties, and the emotional impact (see ‘a “wave” of
emotion’ subtheme). Participants made continual reference to “fatigue” and “exhaustion” after
seizures (Q35). HCPs discussed the “knock-on-effect” of distressing physical symptoms (Q36) and
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fear due to their longevity (Q37). Additionally, “coming round” from seizures triggered anxiety
related to the possible uncertainty about what had happened (Q38). Both groups discussed
“cognitive difficulties”; feeling “confused”, “out of it”, “disorientated” and “not able to think
straight”. This was referred to in relation to making “unsafe choices” (Q39) by PWLE. Both groups

suggested a need for “support” from others after seizures as “perceived danger” is impacted (Q40).

Debilitating impact. Despite aiming to focus discussions on severity of the seizures
themselves, there was a continual pull in both groups to highlight that FDS are debilitating much
more widely (Q41), “impacting patients’ lives... not just the five minutes or thirty seconds”.
Participants implied an obvious impact the seizures had, and the lasting effects of seizures more
broadly on day-to-day life, relationships, activities and employment. Seizures also evoked fear of

more seizures and the understandable use of avoidance to prevent them (Q42).
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Table 4

Themes, Subthemes and Illustrative Quotes

Theme Subtheme Quote
No.

Illustrative Quotes

Participant

The seizures take Physical Control Q1
control and “you
can’t stop it.”

Q2

Q3
Q4

Q5

“I think the biggest shock with the seizure was the loss of control. My body has done exactly what I
wanted it to do for flipping fifty-five years and then suddenly it’s not and that is really, really
frustrating.”

“...its always interesting people have conflated this idea of panic causing seizures where for me it’s
seizures causing panic.... They definitely do cause a level of anxiety ... it’s just that panic of
having lost control.”

“I find if I panic it makes it worse.”

“...although they’ve been unconscious, they have tears coming down their face and you can see
that they’re upset... it’s quite, it’s really sad because you can’t do anything... all’s I’ve done is just
stand there and been like ‘you’re okay, you’re safe’... so I think that must be quite scary.”

“There’s one other thing which is about losing control of your bladder. That really does up your
anxiety. If you’ve had a seizure, where you’ve lost control of your bladder, then everything
becomes much more, that’s a real physical symptom, and that makes things a lot worse. That’s
quite an escalation factor.”

LE1

LE4

LE2
HCP5

LE1

Silenced by the Q6

seizures
Q7

Q8

Q9

“... I know what’s going on I can hear what’s going on but, I can’t do anything about not being
there or not being present...”

“I’ve got some patients that, five, six hours they’re lying there, can’t move, but they’re aware. For a
lot of people I speak to, it’s when they’re aware of what’s going on around them but have no
control over what their bodies doing. It’s the hearing what other people are saying that they find
really distressing. So, whether that’s a chaotic family whose really highly distressed and panicky or
whether sadly it’s A&E and they can hear doctors and nurses saying ‘ok they re putting it on, their
faking it they re wasting our time’, for a lot of people it’s the distress of hearing that and knowing
that they just can’t get themselves out that situation.”

“...sometimes people aren’t necessarily aware... so I always thought I was conscious during my
seizures, that was how | experienced them as far as | was concerned. But then people were saying
“oh, such and such happened while you were out’, and I was like ‘I’m sorry, it did?’. ... that didn’t
happen for me, but, until that point | assumed my memory was continuous. | have a memory up to a
certain point and then I have another memory. Therefore, people actually aren’t even necessarily
going to know how conscious they are.”

“I feel people don’t believe you, other times I can talk quite efficiently. So people think ‘what’s
wrong with you? You can talk other times so you must be acting’. It’s the not being believed I find
the hardest.”.
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A “wave” of
emotion

Q10

Q11

Q12

“... when people have spoken to me about their experiences immediately after, for a lot of people
they will be quite emotional... that kind of outburst of emotion afterwards and that in itself, a lot of
people have told me they experience a lot of embarrassment or shame around that, just that,
outpouring of emotion that they don’t feel in control of.”

“... that kind of feeling like a wash of sadness ... I’ve come round and burst into tears before, I’ve
come around and my mood has gone from being absolutely fine, cluster of seizures come around,
I’m feeling quite frankly suicidal and I know rationally, I’m not. I’ve got my husband here I’ve got
my daughter here there’s no way I would act on those thoughts but that is what occurs to me is like
it’s happened again, just here’s the answer and it’s not the answer I know that but that’s the extreme
place my mind goes to, post seizures. ...I can’t do this anymore... make it stop.”

“...often people will say to me that they don’t even feel, emotional ((laughs)), so that kind of
disconnect between what they’re actually experiencing between what their body is doing can feel
quite separate to them, which | guess might overlap a lot with this like idea of agency within this
group of people...”

HCP7

LE3

HCP7

Fighting back for
control

Q13

Q14

Q15

Q16

Q17

“...alot of people, when I first ... meet them, would say that they don’t get any warning signs or
don’t have any awareness of a seizure coming on, and part of the work, when I’m working with
them, is to help them to start to notice and see that maybe there are some warning signs, so that
they get themselves to a safe place, and get into a place where they’re much less likely to injure
themselves, and hopefully, also to manage and control the seizures.”

“...the key thing for me is learning my triggers. Erm, I'm starting to recognize these and that's not
always going to be possible because there's always new things, but there is a little few triggers you
know that I'm starting to learn and can now avoid.”

“You can push yourself and make it worse. Because you’re faking that you’re ‘oh there’s nothing, I
can cover this symptom, I can hide that under the rug and I’ll be alright’, and it’s not. You’re just
setting yourself up for a bigger flop a little bit further along the lines.”

“... so isolating, how much have you limited yourself from working, how much have you isolated
yourself from your social activities, how safe are you keeping yourself as a preventative measure
from having a full-blown seizure in public and losing bowel control, losing ability to walk, talk,
breathe...”

“... you want to dig in and you want to go ‘no, it’s not defining me. It’s not going to stop me doing
what I had planned for today or the next day or the following week or whatever, ‘I’m going to do
it’. But at some point you go ‘okay, it’s won today, so we’ll take it small steps and then we’ll move
on.””

HCP2

LE6

LE2

HCP1

LES

Becoming
accustomed to the
seizures taking
over

Q18

Q19

“...it’s excruciating all the pain down my neck and into my shoulder, when it first started
happening erm, | would rate it at like nine to a ten. But, like you say now | would put that at a five
four five because you get ... it’s incredible what you can get used to.”

“...we’ve got some form of resilience as you get used to it... when I first started having my periods
with paralysis, I was terrified. It was sort of a ‘oh my God what if this doesn’t go?” And then over
time I’ve got used to the paralysis bits and gone ‘up here we go again’ er, just shut my eyes and
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Q20

when, well my eyes shut regardless, ((laughs)) when I’m having a paralysis seizure, and I just go to
sleep and go, well when I wake up hopefully it’ll be over.”

“...that's where it gets hard to talk. As soon as you think about your symptoms. ((pause)). They
kick in! ((exhales sharply)).”

LE6

Unpredictability

Q21

Q22
Q23

Q24

Q25

Q26

“...sometimes I don’t feel I’'m going to come out of it and those are the really scary ones. I don’t
know what’s different about some seizures to others... but sometimes I’ll be in a seizure and it’ll be
so deep, and I’ll be so pushed into a corner in my head that I don’t think I’m ever going to come out
of it.”

[Explained a seizure trigger] “... it set off a seizure in motion. So, there are certain... its trying to
identify the triggers than can set it, but then sometimes I can’t really pinpoint what’s caused it.”.
“Vulnerable is the word that I would use surrounding my seizures because even if I don’t panic
prior to seizures but while I’'m having them, it’s the escalation of ‘right how many are going to be
in this cluster?’, ‘are they going to progress to the point where I’'m paralyzed or the paramedics
have been called and I wake up with a tube in my throat?’”.

“I’ve had patients whose anxiety is incredibly high, because they’re not having frequent seizures. It
almost becomes more familiar and manageable when it’s a thing that’s happening all the time.”.

“...they’re family members are afraid of leaving them alone because of the severity of attacks. ..
just getting that safety that other people can ... maybe be very alarmed by the symptoms and even
if they’re recurrent but people, erm don’t have any injuries and recover after each attack and erm it
can still cause a lot of distress...”

“I’m concerned if I’'m going to get worse again. Will I go back? Regress? Will it happen where I’'m
just flat out in the chair and, not know where the heck I am? Then come around and go ‘ah yeah it’s
happened again’. So that’s my concern because we don’t know ((laughs)), we don’t know what’s
going to happen. We don’t know what the future holds for the condition.”

LE1

LE2

LE3

HCP7

HCP6

LES

Seizures are “physically tough”

Q27

Q28
Q29

Q30

“...I was just thinking about patients I’ve seen who’ve ended up with carpet burns and or broken
bones from falling down the stairs and other symptoms like that. Well not symptoms but
consequences of the seizures.”

“...my very worst one has been where my throat has er tried, erm, I’'m choking on nothing because
the muscles have spasmed in my throat...”

“I know somebody that had a seizure the other day which was they couldn’t breathe during the
seizure and that was a real panic thing.”

“...and then really things kicked off about a year, just over a year ago. | ended up in A&E with
stroke-like symptoms, they thought I’d had strokes, and clear brain scans...”
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Q31

Q32

Q33

“...unfortunately, as we know, many doctors then dismiss it as ‘oh it’s just mental health’. Well
actually, I’'m sorry but if mental health is causing me paralysis, then my mental health needs to be
treated ... and I think for a lot of us we’ve been told ‘oh it’s just anxiety, it’s just stress’, I mean
honestly if it was just stress, well it’s not ‘just’ stress is it? Because it’s affecting us to this extent.
... [we have] almost had it fobbed off, dismissed almost as, ‘oh it’s a mental health condition and
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therefore we’re not going to treat you’”.
“...it’s a vicious cycle because your mental health, it gets worse when I’m physically less able to
things because I’'m being disabled by the seizures... because the only treatment a lot of the time,
barring physio, it’s treated from almost exclusively a psychological perspective, there isn’t that
much focus on the physical contributors. ... I felt like I’d already done all this CBT, I’d already
been through years and year of therapy talking about traumas, and I felt like I’d gotten to a really
good place with managing my anxiety, my PTSD in that sense. Then all this physical stuff started
... you never really get rid of it [mental health] but I felt like I was on top of that at the point my
physical health started to decline.”

“... it needs tackling from a three-prong attack ... it would be in an ideal world if you have your

GP for the medication side of things to manage that and keep an eye on that and adjust that for you.

Physio for or some sort of physical therapy to help with the motion things, and then as the
psychological side of things are helping you deal with that.”

LE4

LE3

LE2

Seizures leave
their mark

Lasting effects

Q34

Q35
Q36

Q37
Q38
Q39

«...for some people they have a seizure, and then they’ve got symptoms that carry on for a lot
longer afterwards, like the... paralysis... which ends you up in hospital, you know it’s not the
seizure that’s your ticket to hospital it’s the paralysis.”

“I know I’m going to fall asleep for at least an hour, because ... the body collapses down, as if to
say ‘that’s it, you’ve done enough today’...”.

“... [the] knock-on effect of the injuries caused after so, with the blindness, with the deafness, with
the balance with the falling... because a balance issue doesn’t seem like much on paper but if
you’re falling every week and having teeth knocked out for example, that needs to be I think
recorded as an impact of the severity...”

“I’ve certainly met a number of people who, their main fear about having seizures are these sort of
prolonged neurological symptoms that happen afterwards which might go on for hours or days.”
“...immediately afterwards is the anxiety of ‘who saw me?’, ‘did I lose control?’, ‘are there people
around me?’, ‘are they responding in a way that I find stressful?’

“...Idon’t think particularly clearly around a seizure and that can result in me making unsafe
choices... I’ve had to say to my friends, ignore me basically, do not believe me when I’ve just had
a seizure because I’m chatting rubbish. I think I’'m fine because my perception, my ability to
perceive danger is just affected by the seizure.”
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Q40

“I think there’s something quite interesting there about the perceptions of each the patient and the
person supporting the patient in that moment of what’s going on, how severe it is, how much risk
there is cause | think perception of risk is what people would touch on as an element or idea of
severity as well and that perception of risk may or may not be accurate ((laughs)) for a lots of
reasons...”

HCP7

Debilitating impact

Q41

Q42

“...it’s not only getting a measure of the duration but ... seeing that length of time and how that
impacts is really important... how we measure how that is impacting your relationship with your
work, with your day-to-day life, with your family, if you’re living with someone, because, it’s
important to be aware of how these are impacting patients’ lives, not just with those, you know five
minutes or thirty seconds, but I think ((pauses)) the impact of what, those seizures are having...”

“... sometimes that means I avoid things and that affects my quality of life... you avoid doing stuff
because you’re like ‘well if | have a seizure, then this is, not going to be a good place for me to
have a seizure’. I leave class earlier than I really need to ... I won’t have a seizure in class if T can
avoid it, therefore, | will leave like as soon as | start getting the warning symptoms, which is
probably good for my health but it’s not very good for my academics. ...I don’t want to risk having
a seizure in front of people ...”

HCP1

LE4
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Integration
A total of 115 items were developed for inclusion in round one of the Delphi survey

(see Appendix Q for each item and its respective source).

Phase Two

Figure 2 summarises participant recruitment and attrition at each round. A total of 90/119
participants took part in round one, 67/90 in round two, and 55/67 in round three. Response rates
were 76.27%, 74.44% and 82.09% respectively. Of note, eight participants in round one and two
participants in round two only partially completed the survey of the respective round. Responses for

completed items were included.

Figure 2

The Delphi Survey: Participant Recruitment and Attrition

Met the inclusion criteria and
consented to take part (via
participant screening suirvey)

(n=121)

Excluded (n=2)

*  No contact email address provided

Invited to Delphi survey
(n=119)

Round 1 Drop Out (n=39)

v = No response

Round 1 Response

(n = 90)

Round 2 Drop Out (n=23)

*  No response (n=22)
*  Withdrew participation (n = 1)

h 4

Round 2 Response

(n=67)
Round 3 Drop Out (n=12)
= No response (n=11)
Round 3 Response *  Withdrew participation (n = 1)
(n =55)
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Participant characteristics at each round of the Delphi survey are described in Table 5. At
least 75% of participants at each round were White though this may be underreported due to limited
data available. International participants predominantly resided in Western countries. Healthcare
professional roles included Neurologists, Epilepsy Specialist Nurses, Clinical Psychologists /
Neuropsychologists, Psychiatrist/Neuropsychiatrists, Psychotherapists, Paediatrician, Neuro Physio,

SLT and an Academic / Researcher in healthcare. Figure 3 depicts the Delphi process.
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Table 5

Participant Characteristics for each Round of the Delphi Survey (Medians and IQRs Reported)

Individuals with FDS

Healthcare Professionals

Non-Professional Carers

Round Round Round Round Round Round Round Round Round
One Two Three One Two Three One Two Three
N (%) 54 41 33 32 23 20 4 3 2
(60.00%) (61.19%) (60.00%) (35.56%) (34.33%) (36.36%) (4.44%) (4.48%) (3.64%)
Gender N (%)
Female 46 33 25 18 11 10 4 3 2
(51.11%) (49.25%) (45.45%) (20.00%) (16.42%) (18.18%) (4.44%) (4.48%) (3.64%)
Male 5 5 5 14 12 10 ] ) ]
(5.56%) (7.46%) (9.09%) (15.56%) (17.91%) (18.18%)
Non-binary / Gender Fluid 3 3 3 ] ] i ) ] )
(3.33%) (4.48%) (5.45%)
Median Age (IQR) 43.0 42.0 43.0 475 48.0 475 54.0 ) )
(21.25) (22.00) (22.00) (10.00) (8.00) (9.75) (3.50)
Age Range 19.0-83.0 19.0-76.0 19.0-76.0 34.0-62.0 35.0-62.0 35.0-62.0 49.0-56.0 54.0-56.0 54.0-56.0
Ethnicity White N (%) 38 29 23 29 20 19 4 3 2
(42.22%) (43.28%) (41.82%) (32.22%) (29.85%) (34.55%) (4.44%) (4.48%) (3.64%)
Country N (%)
UK 28 22 18 26 18 16 4 3 2
(31.11%) (32.84%) (32.73%) (28.89%) (4.44%) (4.48%) (3.64%)
Republic of Ireland 1(1.11%) 1 (1.49%) ; 1(1.11%) 1(1.49%) 1 (1.82%) _ ] _
USA 6 (6.67%) 3(4.48%) 3(5.45%) 1 (1.11%) - - - - .
Canada 6 (6.67%) 4(5.97%) 3 (5.45%) - - - - - -
Australia 5(5.56%) 5(7.46%) 3(5.45%) 1(1.11%) 1 (1.49%) - - - .
New Zealand 3(3.33%) 2(2.99%) 2(3.64%) - - - - - .
Brazil 1(1.11%) - - - - - - - .
South Africa 1(1.11%) 1(1.49%) 1 (1.82%) ; ; - ] _ ]

96



Sweden 1(1.11%) 1(1.49%) 1 (1.82%) i A _ ] } ]

Netherlands 1(1.11%) 1(1.49%) 1(1.82%) - - - - - -
Belgium 1(1.11%) 1(1.49%) 1 (1.82%) ; ; - ; ; ;
Germany - - - 1(1.11%) 1(1.49%) 1 (1.82%) - - -
France - - - 1(1.11%) 1(1.49%) 1 (1.82%) - - -
Argentina - - - 1(1.11%) 1(1.49%) 1 (1.82%) - - -
Frequency of FDS N (%)
At least daily 16 13 11
(29.63%) (31.71%) (33.33%) ) ) ) ) ) )
More than once a week 12 9 7
(22.22%) (21.95%) (21.21%) ) ) ) ) ) )
Weekly 6 5 4
(11.11%) (12.20%) (12.12%) ) ) ) ) ) )
Monthly 8 5 4
(14.81%) (12.20%) (12.12%) ) ) ) ) ) )
1-2 Times Annually 3 3 2
(5.56%) (7.32%) (6.06%) ) ) ) ) ) )
Variable 7 5 4
(12.96%) (12.20%) (12.12%) ) ) ) ) ) )
Controlled (at present) 2 1 1
(3.70%) (2.44%) (3.03%) ) ) ) ) ) )
Duration FDS 3.00 3.00 3.00
Median Years (IQR) (5.13) (6.38) (6.38) l l ; } } }
Professional Experience of FDS 10.00 10.00 10.00
Median Years (IQR) - ) ) (10.25) (9.00) (10.25) ) ) )
Years Supporting Individual
(Range) - - - - - - 1.00-18.00 1.00-18.00 1.00-6.00

Note, % = percentage of overall sample at each round. 100% at round one (N = 90); 100% at round two (N = 67); 100% at round three (N = 55). For ‘Frequency of
FDS’, overall sample is based on individuals with FDS only therefore 100% at round one (N = 54); 100% at round two (N = 41); 100% at round three (N = 33).
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Figure 3

The Delphi Process and Consensus for Item Inclusion and Exclusion

Round 1
(1) Ranked 115 candidate items on 11-point Likert scale

(2) Contextualised rankings with qualitative feedback
(3) Generated additional severity items

Consensus at Round 1

Inclusion = 12 items

Round 2 Exclusion = 15 items

(1) Reviewed feedback from Round 1
(2) Ranked ‘non-consensus’ items (total = 88) and participant
generated items (total = 21) for inclusion or exclusion
(3) Contextualise rankings with qualitative feedback
(4) Provided feedback related to three-section format

(5) Selected a preferred timeframe for items to relate to

Consensus at Round 2
Inclusion Severity = 28 items

Inclusion Frequency / Duration = 5 items

Exclusion = 76 items

*  Excludedvia Delphi consensus = 73 items
=  Excluded as unable to rank on measure =3 items

A\ |

Round 3

(1) Rated preferred item from a choice of options for 14
‘sets of items’ assessing overlapping concepts
(2) Provided feedback related to how many items to
include in the Severity Section
(3) Provided quantitative and qualitative feedback on a
ranking system for items
(4) Provided overall quantitative and qualitative feedback
for the entire questionnaire

A4

Consensus at Round 3
Included = 13 items

Excluded = 17 items

Y

_ =  Delphiconsensus= 16 items
Final FDS Scale (FDS-S) ®=  Consensus not achieved =1 items

Severity Items = 29

Duration / Frequency Items = 6

Symptom Checklist Items = 88

A A {
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Round One

Item Rankings. Item Likert scale rankings were profoundly favoured toward inclusion. All
items obtained a median of at least 6.00 or above (a score of 5.00 indicated neutrality) with 103
items obtaining a median of 8.00 or above. The consensus criteria were defined to accommodate
this (see methods). Items reaching consensus are presented in Table 6 (see Appendix K for non-
consensus items).

Qualitative Data. As qualitative data was sought to share with participants in the next
round; this is presented in the ‘Round One Feedback Document’ (Appendix K). Twenty-one new

items were generated for inclusion in the next round (Appendix R).

Table 6

Items for Inclusion and Exclusion in Round One (with Medians and IQRs)

Items Median IQR
Included Items
I have no control over when my seizures are going to happen. 10.00 2.00
I have had no control of my body during my seizures. 10.00 1.00
I have experienced involuntary physical movements during my seizures. 10.00 2.00
I have experienced contortion or stiffness during my seizures. 10.00 2.00
I have had difficulty speaking during my seizures. 10.00 2.00
I am unable to respond to things happening around me during my seizures. 10.00 1.75
I have not been able to stop my seizures after they had started. 10.00 2.00
I have continued to experience distressing physical symptoms in the hours after my seizures 10.00 2.00
have ended (e.g. shaking, paralysis, involuntary movements, incontinence).
I have been exhausted in the hours after my seizures. 10.00 2.00
I have avoided things I enjoy to stop my seizures from happening (e.g. leaving the house, 10.00 2.00
stopped usual / enjoyable activities, isolated myself).
My seizures have been bothersome. 10.00 2.00
How long does it usually take you to recover after a seizure? 10.00 2.00

Excluded Items

I have lost control of my breathing in the time before my seizures. 7.00 4.00
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Before my seizures, | have negative thoughts about myself related to experiencing a seizure. 6.00 6.25

I have struggled to cope before experiencing a seizure. 7.00 3.25
I have felt to blame for triggering my seizures. 7.00 4.00
During seizures, | have lost bowel control. 6.00 10.00
I have not been able to hear anything during my seizures. 7.00 5.00
I have had thoughts about wanting my life to end or felt suicidal during a seizure. 7.00 5.00
I have had falls in the hours after my seizures. 7.50 5.00
I have felt threatened in the build up to my seizures. 6.00 4.00
I have had hearing difficulties in the hours after my seizures. 7.00 6.00
I have injured myself so badly during a seizure that | have had to seek medical attention. 9.00 6.00
| have forgotten that | have had a seizure. 7.00 8.00
I have not recognised people | know after a seizure. 8.00 8.00
I have not always made the best choices for myself immediately after a seizure. 7.00 5.25
The seizures have negatively impacted on my relationships. 7.50 5.00
How severe would you rate most seizures you have experienced: Mild, Moderate, 8.00 6.25

Moderate-Severe, Severe.

Note, medians based on an 11-point Likert scale ranging from 0 = ‘Extremely Irrelevant’; 5 = ‘Neither Irrelevant nor
Relevant’; to 10 = ‘Extremely Relevant’. Therefore, a median of *10.00’ is the highest possible score. Lower IQRs
represent the highest levels of agreement.

Round Two

Development of a Three-Section Measure. The idea of a three-section questionnaire was
suggested in response to Round One with sections including (1) Severity; (2) Frequency/Duration;
and (3) a Symptom Checklist. Rankings were highly inclusive of items, but qualitative feedback
suggested several items may be more relevant to characterise seizures (as opposed to measuring
severity). Most participants favoured the inclusion of the three sections with frequencies of (N =
62), (N =57), and (N = 58) respectively. Most participants agreed with this idea (N = 48) or said
maybe it could work (N = 15). Two participants did not like this proposal but provided no
qualitative data to support this. Most participants agreed a timeframe of four weeks (N = 45) would
be sufficient for the items to relate to. Sixteen thought it should be two weeks and four said one

week.
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Item Rankings (Severity and Frequency/Duration Sections). Like Round One, rankings
were favoured towards inclusion. Of the 109 items evaluated, 93 fell above a 50.00% inclusion
agreement. To manage this, the consensus threshold for inclusion was set at 75.00% or above (i.e.
75.00% of participants agree with inclusion). This resulted in 33 items for inclusion in the final
measure from Round Two, however, four items were later removed as they differed to other items in
how they could be rated on a scale. Included items are outlined in Table 7 with respective
frequencies and percentages for inclusion or exclusion (see Appendix S for excluded items). As
textual data was minimal, qualitative responses from participants were organised into preliminary
ideas (see Appendix T). Emerging ideas included a recognition to distinguish between
characteristics of a seizure as opposed to severity of a seizure, the complexity of defining seizure
severity and of change in FDS overtime, difficulty recalling symptoms for unconscious seizures

and, seizure relief. Suggestions were also made to merge items and reduce the questionnaire length.

Table 7
Items for Inclusion at Round Two (with frequencies and percentages of participants in agreement

for the items inclusion)

Inclusion Exclusion

Items n % n %

I have taken a long time to recover after my seizures. 62 9390% 4 6.10%

I have experienced physical symptoms in the build up towards my seizure (e.g.

unable to move, visual / hearing difficulties, pain, uncontrollable physical 61 91.00% 6 9.00%

movements).

| have experienced seizures in which | suddenly drop to the floor. 61 91.00% 6 9.00%

I have experienced clusters of seizures (i.e. seizures close together over one or 0 0
59 90.80% 6 9.20%

several days)

My seizures have left me with new neurological symptoms (such as weakness or 0 0
numbness) that have persisted after the seizure was over. 59 90.80% 6 9.20%

My balance and coordination have been affected in the hours after my seizures. 58 87.90% 8 12.10%

| have had speech difficulties in the hours after my seizures. 58 87.90% 8 12.10%
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After a seizure, | have been able to return to what | was doing within one hour. 57 87.70% 8 12.30%

The seizures have negatively impacted on my ability to fulfil my role (e.g., 57 87.70% 8 12.30%
parenting, employment). ) '

During seizures, a part of my body has become paralysed. 58 86.60% 9 13.40%

During a seizure, I have felt completely “locked in”, so I could not communicate 0 0
with the outside world. 56 86.20% 9 13.80%

I have been completely unconscious during my seizures. 57 85.10% 10 14.90%
I am unable to take care of myself in the hours after a seizure. 55 84.60% 10 15.40%
I have struggled to breathe during my seizures. 56 83.60% 11 16.40%
During seizures, | have wet myself. 56 83.60% 11 16.40%
| have been injured during my seizures. 55 82.10% 12 17.90%
I have not been able to see anything during my seizures. 55 82.10% 12 17.90%
| have lost awareness during my seizures. 55 82.10% 12 17.90%
:igﬁttj, gg;rienced increased sensitivity before a seizure (e.g. to sounds, smells, 54 80.60% 13 19.40%
| have experienced pain during my seizures. 54 80.60% 13 19.40%
I have experienced weakness in my body during my seizures. 54 80.60% 13 19.40%
| have needed to sleep in the hours after my seizures. 53 80.30% 13 19.70%
During seizures, | have become completely paralysed. 53 79.10% 14 20.90%
During my seizures, | have felt like | am outside of my own body. 53 79.10% 14 20.90%
| have experienced pain in the hours after my seizures. 52 78.80% 14 21.20%
On a scale of 0-100% (%Severe? %Moderate? %Mild?) 51 7850% 14 21.50%
| have experienced distressing emotions in the build up towards my seizures. 52 77.60% 15 22.40%
| become disorientated and confused during the onset of a seizure. 50 76.90% 15 23.10%
I have had difficulties with my eyesight in the hours after my seizures. 50 75.80% 16 24.20%
How long was your longest seizure? 56 86.20% 9 13.80%
How would you best describe the frequency of the seizures you experience? 55 84.60% 10 15.40%
How many seizures have you experienced over the last month? 52 80.00% 13 20.00%
What is the most amount of seizures you have experienced in a single day? 51 7850% 14 22.50%

Note, 100% of full sample at Round Two (n = 67). Frequencies that do not total 67 (across inclusion and exclusion) is
due to partial responses of the respective item.
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Draft Questionnaire. A draft questionnaire was developed as a result of Round Two

(see Appendix N) to share in the final round (see methods for how this was developed).

Round Three
Items for Inclusion (Severity Section). Table § presents items for inclusion and exclusion

with consensus percentages and frequencies for each of the proposed options.

Table 8

Items for Inclusion and Exclusion from Round Three (bold items for inclusion in the questionnaire)

Question Items % N
During seizures, a part of my body has become paralysed. 80.00% 44

1 During seizures, | have become completely paralysed. 20.00% 11
During seizures, I have felt “locked in”, so I could not communicate with the outside world. 21.80% 12

2 I am unabile to respond to things happening around me during my seizures. 78.20% 43
I have lost awareness during my seizures. 76.40% 42

3 I have been unconscious during my seizures. 23.60% 13
I have taken a long time to recover after my seizures. 41.80% 23

4 After a seizure | have not been able to return to what | was doing within one hour. 58.20% 32
I have had difficulty speaking during my seizures. 30.90% 17

5 I have had speech difficulties in the hours after my seizures. 25.50% 14
I have had speech difficulties because of my seizures. 43.60% 24

I have experienced pain during my seizures. 21.80% 12

6 I have experienced pain in the hours after my seizures. 18.20% 10
I have experienced pain because of my seizures. 60.00% 33

I have been exhausted in the hours after my seizures. 67.30% 37

! I have needed to sleep in the hours after my seizures. 32.70% 18
I have lost control of my body during my seizures. 29.10% 16

8 I have experienced involuntary movements during my seizures. 70.90% 39
I become disorientated and confused during the onset of a seizure. 49.10% 27

9 I have become disorientated or confused because of my seizures. 50.90% 28
I have experienced distressing emotions in the build up towards my seizures. 36.40% 20

10 I have experienced distressing emotions because of my seizures (e.g. fear, anger, sadness). 63.60% 35
I have felt highly sensitive to sounds, smells, light, etc. before a seizure. 56.40% 31

1 I have felt highly sensitive to sounds, smells, light, etc. because of my seizures 43.60% 24
I have not been able to see anything during my seizures. 34.50% 19

12 I have not been able to see or hear anything during my seizures. 65.50% 36
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| have continued to experience distressing symptoms in the hours after my seizures have ended
(e.g. shaking, paralysis, involuntary movements, incontinence).

AND 30.90% 17

I have experienced difficulties with my eyesight in the hours after my seizures.

13 OR ONLY:
I have continued to experience distressing symptoms in the hours after my seizures have
ended (e.g. shaking, paralysis, involuntary movements, incontinence, difficulties with 0,
e 69.10% 38
On a scale of 0-100, what percentage of your seizure are severe? (One severity thermometer). 40.00% 22

- 04 0, ? 0 ? 0, ild?

14 On a scale of 0-100%: %Severe? %Moderate? %Mild? (Three thermometers) 41.80% 23

No thermometer to measure severity 18.20% 10

Note, % = percentage of participants in favour of the selected option for each of the respective items. 100% at round
three (n = 55). Items in bold font = included in proposed questionnaire.

Item Count and Ranking. Twenty participants agreed there should be < 15 items on the
final severity section of the questionnaire, eighteen said 16-20; ten said 21-30 items; and five
suggested 31-40 items. Two said “Other” but provided no qualitative suggestions. It was proposed
to participants that items would be ranked on a 5-point Likert scale with (0) = Never; (1) Rarely (2)
Sometimes; (3) Often; and (4) Always. Most participants favoured use of this rating system (39 of

55 participants). Supplementary qualitative data was minimal (Appendix U).

Overall Feedback. Participants were asked if they were happy with the proposed
questionnaire. Fifty participants (90.91%) said ‘Yes’; two (3.64%) said ‘No’; and three (5.45%) said
‘Don’t Know/Unsure’. A small number of participants offered qualitative feedback to support this

(see Appendix U for summary).

Symptom Checklist. Nine items were added to the symptom checklist generated from

participant suggestions (see Appendix V).

Proposed Questionnaire: Functional Dissociative Seizure Scale (FDS-S). Minor edits
were made to the drafted questionnaire according to participant suggestions (Appendix V) and
additional editorial changes to ensure the questionnaire was user-friendly (for final questionnaire

see Appendix W).
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Discussion

This project aimed to develop a PROM for FDS severity. The first part of this study
explored the phenomena of FDS severity to generate a list of items relevant for assessment. Focus
groups including PWLE and HCPs were conducted to generate items grounded in clinically relevant
perspectives. Three main themes emerged, including (1) Seizures take control and “you can’t stop
it”; (2) Seizures are “physically tough”; and (3) Seizures leave their mark. A fourth theme
surrounding the feasibility of developing a measure, reflected both the value and challenges (“...it’s
a good idea but it’s going to be difficult.”).

The first theme illustrated distress evoked from loss of control during FDS. Subthemes
emphasised a sense of fear, vulnerability and embarrassment associated with an impairment in both
physical and emotional control, as well as being unable to respond due to seizures. Often, this was
made worse through experiences of stigma during seizures. A recent study exploring illness
representations in FDS reported similar accounts from participants who perceived themselves to
have no or limited control (Williams et al., 2024). Loss of self-control is widely recognised in the
FDS literature. For example, the Integrative Cognitive Model (ICM; Brown & Reuber 2016a),
conceptualises FDS as a transient loss of behavioural and cognitive control. In part, psychological
interventions aim to support patients to develop seizure control techniques (e.g. Goldstein, 2010;
LaFrance, 2009). This supports the idea of seizure control (or lack thereof) as an important
experience to assess in a FDS severity measure.

On a similar topic, attempts to regain control was highlighted as a “complex” process in the
focus groups. Though delaying or ignoring seizure symptoms could provide short-term management
of seizures, this seemed to be associated with worsening seizure severity at a later time. Moreover,
attempts to delay seizures usually meant that individuals had to make adjustments in their daily life,
such as avoiding situations, which appeared to have a negative impact. This demonstrated the
control of FDS over their lives and offers one explanation why studies have shown that lower FDS
frequency is not associated with greater HRQoL (Jones et al., 2016). Whilst understanding seizure
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triggers and warning signs could be helpful, some seizures were unpredictable. Findings from the
analysis inferred that familiarity of FDS reduced perception of their severity and could bring a
willingness to allow seizures to pass. This phenomenon has previously been explored (Stone &
Carson, 2013).

The second theme emphasised the relevance of “physical symptoms” in understanding
seizure severity, reflected by several items in the final measure. Related to this was the lasting and
consequential effects of “physical symptoms” described in the third theme, such as pain and injury.
A previous systematic review identified that increased somatic symptoms were associated with
lower HRQoL in people with FDS (Jones et al., 2016). Moreover, patients with FDS have been
shown to reliably report more somatic symptoms relative to controls with epilepsy (Brown &
Reuber, 2016b). This suggests the relevance of recognising the significance of physical/somatic
symptoms as this may be an important treatment goal for patients. This was again consistent with
Williams et al.’s (2024) study that discussed pain and discomfort as consequential effects of
seizures. Similarly other measures of seizure severity, albeit initially developed for people with
epilepsy, also focus on somatic experiences (e.g. SSQ; Cramer et al., 2002). While high levels of
somatic symptoms have been strongly associated with mental health problems like depression, the
report of these symptoms by this patient group may also reflect the high levels of medical
comorbidities experienced (Tan et al., 2023).

In the second complementary study, a list of candidate items for measuring FDS severity
was generated. This was formed both from the focus groups, and a previously conducted systematic
review (Whitaker et al., 2024). Items were shared in a series of Delphi rounds with a wider group of
experts (both by lived and professional experience) in FDS. Consensus was achieved to a high
level. This is a remarkable achievement given the considerable differences between FDS
presentations (Adewusi et al., 2021). The Delphi resulted in the development of a self-report FDS

severity measure (the F'DS-S), comprising three sections. An ‘FDS Severity’ section with 29 items,
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a FDS ‘Frequency / Duration’ Section consisting of 6 items, and a FDS symptom checklist of 88
items.

This study is the first step to developing a condition-specific FDS severity PROM. This has
not previously been attempted to the researcher’s knowledge. Both study phases achieved the
desired sample size suggestive of a high degree of support in the field for the development of a
PROM. Interestingly, there was an overlap in discussions during the PWLE and HCPs focus groups.
Similar ideas and feedback also emerged in the Delphi rounds related to the practicalities of
developing a measure. Reducing items was particularly challenging during this process as
participants were highly inclusive in their rankings. This likely represents that FDS are highly
subjective and heterogeneous (Reuber & Rawlings, 2016), and treatment needs to be individualised
to this. Thus, determining what symptoms are most severe is not a straightforward process.

The ‘Severity’ section demonstrated consistency with Delphi findings and subthemes of
focus groups in that the final items for inclusion on the questionnaire generally represented a lack of
control and unpredictability of seizures, unresponsiveness, loss of awareness, distressing
physical/somatic symptoms, effects of the seizures (e.g. cognitive or communication difficulties,
exhaustion, reliance on others, prolonged physical symptoms), distressing emotions and wider
seizure impact. Of note, was the exclusion of single items to assess seizure severity (e.g. “How
would you best describe the severity of your seizures?” (1) Mild; (2) Moderate; (3) Moderately
Severe; (4) Severe). A single-item, Likert scale format to assess seizure severity had been used in
some of the studies included in the previously conducted systematic review (Whitaker et al., 2024).
Arguably, this may not be the most representative assessment of seizure severity. Exclusions of
these items in the current study again emphasises the ideas emerging from the qualitative data in
that to understand severity of seizures, a person’s subjective experience of FDS needs to be
understood. The format of the questionnaire to include a symptom checklist was developed in

response to the over inclusivity of items in the Delphi rounds and conceptually, these items were
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more relevant to ‘characterise’ seizures. This is consistent with other measures of heterogenous
conditions such as OCD (Y-BOCS; Goodman et al., 1989).

The complexities of measuring seizure frequency have previously been discussed in the
literature (Gaskell et al., 2024), many themes of which were reflected in this study. Ultimately,
seizure frequency was recognised by people with FDS, and healthcare professionals, as an
important part of assessing FDS severity. Moreover, whilst the present study did not set out to
include items on the measure representing seizure impact (meaning experiences beyond the
immediate seizure period), this was evidently an entwined concept important in the understanding
and assessment of FDS severity.

While some items that emerged overlap with measures of epileptic seizure severity, there are
noticeable differences. For example, neither the SSQ (Cramer et al., 2002) nor the LSSS-3 (Baker et
al., 1998) included items related to unresponsiveness, breathing difficulties, dissociation, paralysis,
difficulties with coordination / balance, new physical / neurological symptoms that persist, feeling
unable to take care of oneself after seizures or impact on role. ‘Sleepiness’ is represented in the
LSSS-3 however this arguably differs to ‘exhaustion after seizures’ included on the FDS-S.
Moreover, emotional effects are included on the SSQ (similar to the FDS-S) however not the LSSS-
3. Overall, the FDS-S is more inclusive of physical symptoms that are not reflected in either of the
measure examples discussed for epilepsy. Of note, the only overlapping physical symptoms with the
LSSS-3 are falls, injury and incontinence. The SSQ demonstrated somewhat more overlap in
physical symptoms (e.g. incontrollable movements, weakness, loss of speech) but did not include
elements of perceived control like the LSSS-3 in its assessment of epilepsy seizure severity. This
supports the argument that epilepsy seizure severity measures are unlikely to have accurately
represented seizure severity in the FDS population to date, of which the FDS-S can offer novel and

comprehensive insights.
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Limitations

Focus group data was limited to two groups. Whilst the sample size was consistent with
Braun and Clarks (2013) recommendations, it could be argued subthemes were underdeveloped.
The concept ‘information power’ is used to guide adequate sample size in qualitative research; an
exploratory study aims to offer new insights that contribute to current understandings opposed to
providing a complete description of the phenomenon (Malterud et al., 2015). This methodology was
selected instead of qualitative interviews as recommended by alternative guidance for PROM
development (COSMIN Checklist; Mokkink et al., 2019). Interviews may have elicited more data
and in-depth accounts of experiences (Braun & Clark, 2013). This however was beyond the scope
of the current study but may be an area for future research to explore the phenomena of seizure
severity. Nevertheless, rich and adequate information was gathered in line with the study aims.

The Delphi method is a flexible approach but generally suffers from a lack of guidance or
agreed standards (Igbal & Pipon-Young, 2009). One limitation was failure to use a predetermined
consensus threshold during the Delphi. This was adjusted at each round as the panellist responses
were inclined toward inclusion of items as a main aim was to refine and reduce items through
consensus (ensuring the measure developed was practical for use including the most relevant items).
The COSMIN guidance recommends qualitative methods as best practice to assess content validity
(Mokkink et al., 2019) and pose quantitative methods (e.g. surveys) are ‘adequate’. Consensus
could have more easily been achieved through qualitative discussions of each item’s relevance,
response options, and recall period. That said, qualitative methods were used in the first instance to
generate items and qualitative feedback and results were shared with participants between Delphi
rounds to aid consensus. A particular strength of the selected methodology was that it reached a
wide sample of experts included both people with lived experience, and HCP experts from a range
of disciplines (beneficial given the measure would likely be used by a multidisciplinary team). Of

note, a sample of more than or equal to 50 is considered ‘very good’ for quantitative approaches to
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content validity (Mokkink et al., 2019). Moreover, anonymity between participants can encourage a
balanced consideration of views (De Meyrick, 2003).

Of note, the majority of participants came from high-income and Western countries.
Moreover, the percentage of White participants included is likely underreported. To avoid over
generalising ethnic groups, participants were asked to self-report ethnicity. A range of responses
were provided making it difficult to group participants more specifically and provide a greater
breakdown of ethnicities. Data available is therefore limited and it is difficult to determine if the
results are representative of the FDS population. Additionally, the FDS-S and its included items
may not be generalisable to people from different cultural backgrounds. Some items may be of less
relevance or important items may have been missed.

Similarly, caregivers for people with FDS were largely underrepresented. This may
have been influenced by the terminology (i.e. ‘caregivers’, ‘carers’) used during recruitment. The
terms were used to capture the perspectives of families, partners, friends, etc. likely to have a high-
level of expertise and experience of FDS but who did not meet the criteria of HCP. On reflection,
this language may have had negative connotations in that may suggest the individual is unable to
care for themselves, is reliant on the person for support or, may imply burden posed by the
individual. Whilst this was certainly not intended, it may have impacted recruitment and meant
useful insights were missed. Of note, patients are commonly invited to bring a close relative to
clinical appointments to help gain an alternative perspective on their FDS (Robson et al., 2016).
Interestingly, several participants in this study proposed a ‘carer’ version of the questionnaire. This
may be an area for future development.

The FDS-S itself has limitations, some of which highlighted by participants in the Delphi
alongside strengths (Appendix U). This included people with FDS accurately recalling and reliably
self-reporting seizure symptoms, though, the evidence shows that only a proportion of patients
report losing all consciousness during FDS (Rawlings & Reuber, 2016). As noted, it is well known
that patients with FDS routinely attend clinical appointments with a companion (Robson et al.,
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2013). Whilst this can be advantageous (given the person can support with factual recall to help
with diagnosis); it can impact the patient doctor interaction, with patients more likely to resist

answering questions about their seizures (Robson et al., 2016).

Future Research and Clinical Implications

There are nine steps to rigorous outcome measure development proposed by Boateng et al.
(2018); the first two steps have been achieved in this study. A future quantitative study should
endeavour to achieve the subsequent phases of outcome measure development. This should involve
statistically reducing items to ensure only those that are useful and internally consistent remain and
conducting further psychometric evaluation to ensure the measure is reliable and validated for use
in the FDS population (Boateng et al., 2018). This is an essential next step prior to the use of the
FDS-S in clinical practice or future research. One issue to this will be assessing convergent validity
given that there are no other accepted or validated measures developed assessing seizure severity in
the FDS population. It might be expected however that the FDS-S correlates with validated
measures that assess constructs such as perceived control, somatisation, dissociation, psychological
difficulties (e.g. anxiety, panic, depression) and HRQoL given the content of items.

To the researcher’s knowledge, this is first study of its kind to explicitly explore what people
with FDS and HCPs say is most severe about FDS. Findings support the notion of psychological
interventions focused on management of seizures, to give an individual more autonomy over the
condition. Moreover, they emphasise the severity of the physical symptoms for people with FDS.
More widely, this study advocates for a multidisciplinary approach to support patients to improve
seizure severity alongside the wider impact of the condition.

PROMs have multiple purposes clinically. Subsequent to further development, the FDS-S
will provide a comprehensive measure of FDS severity for use in clinical practice. This could
provide a baseline assessment of FDS severity to guide interventions. Identification of most severe
seizure symptoms would ensure patients are triaged into the most suitable treatment pathways
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relevant to their needs and treatment goals. Psychological interventions can be monitored and

evaluated across treatment and compared across services.

Conclusions

This study developed a clinically relevant candidate outcome measure to assess FDS
severity. This includes aspects of seizure frequency and duration and encompasses the heterogenous
experiences of FDS through the inclusion of a symptom checklist for a person-centred
understanding. Whilst this study is not without limitations, the measure has been rigorously
developed in collaboration with a large sample of experts including individuals with lived
experience of FDS, caregivers, and HCPs. Consensus was achieved for items included in the
questionnaire. With further psychometric development and evaluation, this measure could be of
great clinical value to enhance evidence-based practice and gain insights into patients’ subjective
evaluation of treatments related to their seizure severity. Moreover, it provides a foundation for
future research, assessing the wider impact of psychological interventions with FDS severity as an

outcome.
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with functional /dissociative zeizure severity and to discuss how we should measure severity of these seizures
using a self-report questionnaire.

The
University IF you have any guestions about taking part, please email the lead researcher Laura
Whitaker (lwhitakerl@sheffield.acuk).

iy Of
Sheffleld.
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Delphi Survey

Research Study

Developing an Qutcome Measure for Adults Experiencing
Functional / Dissociative Seizures

Pleaze note, functional/disseciotive
SERUES (Fe Soimetimes alie referred
o s non-epileptic sefzures and

Do you have lived B e e
experience of
functional / Are you a healthcare
dissociative professional
seizures? supporting
individuals
experiencing

functional / Additional
dissociative seizures? Inclusion Criteria:

If you would like to hear more about taking part in this study and are happy to
be contacted with more information, please follow the link below or scan

the QR code:

chology e altrics com/jffeform/SY_0k1nGih

THREE-ROUND DELFHI SURVEY

We are conducting a "Delphi” survey, This involves gaining expert perspectives and so will include healthcare
professionals working in the field of functional/dissociative seizures and individuals with lived experience
coming to an agreement on what items should be included on a3 selfreport scale measuring
functional,/ dissociative seizure severity.

We will ask participants to take part in three rounds of a survey conducted via Qualtrics. During each reund, a
questionnaire will be sent out for anonymeus feedback to be provided. You will have up to two weeks to complete
this and we will send you a reminder during this time. We will ask you to rank items associated with
functional,/dissociative seizure severity considering the relevance/importance of each item. You will also be
invited to provide open feedback about your ranking and if you feel there are any items missing.

Berween each round, your responses and feedback will be reviewed, and the questionnaire amended based on
this, The group will be made aware of the feedback from the previous round at each new round and asked to re-
evaluate their original feedback. There will be three rounds in total, with gaps of 5-10 days between each tweo-

week round. ‘ #

The
University If vou have any questions about taking part, please email the lead researcher Laura
Of Whitaker (lwhitakerl@sheffield.ac.uk).

Sheffield.
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Appendix C
Participant Screening Survey
Focus Groups

Participant Screening Survey — Focus Groups (7o distribute via Qualtrics with research
advertisement for focus groups)

1) Please select an option from the list below:

a) | have been diagnosed with/have personally experienced functional/dissociative seizures
(these sometimes may have also been referred to as nonepileptic attacks)

b) 1am a non-professional caregiver to an individual that is diagnosed with or has
experienced functional/dissociative seizures

c) |am a healthcare professional with experience of working with individuals that have
experienced functional/dissociative seizures

d) None of the above

A — Follow-up Questions

1) Do you also have a diagnosis of epilepsy/epileptic seizures?
» Yes - ends survey (with brief explanation re; exclusion criteria)
= No - question 2

2) Are you currently residing in the UK?
= Yes— question 3
= No —ends survey (with brief explanation re; exclusion criteria)

3) Are you aged 18 or over?
= Yes— question 4
= No —ends survey (with brief explanation re; exclusion criteria)

4) Are you able to communicate in fluent English within a group setting in which you will be
required to listen and respond to others?
= Yes - question 5
= No - ends survey (with brief explanation re; exclusion criteria)

5) Have you experienced a functional/dissociative seizure within the last two years?
= Yes - question 6
= No - ends survey (with brief explanation re; exclusion criteria)

6) Approximately how long have you been living with functional/dissociative seizures?

7) Approximately, how often do you experience functional/dissociative seizures? (MULTIPLE
CHOICE RESPONSES TO BE GENERATED)

8) What is your age?

9) What is your gender?
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10) What is your ethnicity?

11) What country do you reside?

12) 1 would like to know more about what this research involves:

Y — PIS Focus Group Lived Experience & Consent Form
N — ends survey

B — Follow-up Questions

1)

2)

3)

4)

5)

6)

7)

8)

9)

10) What is your gender?

11) What is your ethnicity?

Does the individual you support also have a diagnosis of epilepsy/epileptic seizures?
= Yes —ends survey (with brief explanation re; exclusion criteria)
= No - question 2

Are you currently residing in the UK?
= Yes— question 3
= No —ends survey (with brief explanation re; exclusion criteria)

Are you aged 18 or over?
= Yes— question 4
= No —ends survey (with brief explanation re; exclusion criteria)

Are you able to communicate in fluent English within a group setting in which you will be
required to listen and respond to others?

= Yes— question 5

= No - ends survey (with brief explanation re; exclusion criteria)

Has the individual you support experienced a functional/dissociative seizure within the last
two years?

= Yes - question 6

= No - ends survey (with brief explanation re; exclusion criteria)

Approximately how long have you supported the individual experiencing dissociative
seizures?

Approximately how long has this individual lived with functional/dissociative seizures?

Approximately how often does this individual experience functional/dissociative seizures?
MULTIPLE CHOICE OPTIONS TO BE GENERATED

What is your age?
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12) What country do you reside?
13) 1 would like to know more about what this research involves:

Y — PIS Focus Group Lived Experience & Consent Form
N — ends survey

C — Follow-up Questions

1)

2)

3)

4)
5)

6)

7)
8)

9)

Are you currently residing in the UK?
= Yes— question 2
= No - ends survey (with brief explanation re; exclusion criteria)

Are you aged 18 or over?
= Yes - question 3
= No - ends survey (with brief explanation re; exclusion criteria)

Are you able to communicate in fluent English within a group setting in which you will be
required to listen and respond to others?

= Yes - question 4

= No - ends survey

What is your profession?

How many years of experience do you have in your profession?

How many years of experience do you have treating people with functional/dissociative
seizures?

What is your age?

What is your gender?

What is your ethnicity?

10) What country do you reside?

11) 1 would like to know more about what this research involves:

Y — PIS Focus Group Healthcare Professionals & Consent Form
N — ends survey

D — Ends Survey
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Delphi Survey

Participant Screening Survey — Delphi Survey (7o distribute via Qualtrics with research
advertisement for Delphi survey)

1)

Please select an option from the list below:

a) | have been diagnosed with/have personally experienced functional/dissociative seizures
(sometimes also referred to as non-epileptic attacks)

b) |am a non-professional caregiver to an individual that is diagnosed with or has
experienced functional/dissociative seizures

c) |am ahealthcare professional with experience of working with individuals that have
experienced functional/dissociative seizures

d) None of the above

A — Follow-up Questions

1)

2)

3)

4)

5)

6)
7)
8)

9)

Do you also have a diagnosis of epilepsy/epileptic seizures?
= Yes —ends survey (with brief explanation re; exclusion criteria)
= No - question 2

Are you aged 18 or over?
= Yes— question 3
= No - ends survey (with brief explanation re; exclusion criteria)

Have you experienced a functional/dissociative seizure within the last two years?
= Yes - question 4
= No - ends survey (with brief explanation re; exclusion criteria)

Approximately how long have you been living with functional/dissociative seizures?

Approximately, how often do you experience functional/dissociative seizures? (MULTIPLE
CHOICE RESPONSES TO BE GENERATED)

What is your age?

What is your gender?

What is your ethnicity?

What country do you reside?

10) 1 would like to know more about what this research involves:

Y — PIS Delphi Panel & Consent Form
N — ends survey

B — Follow-up Questions
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1)

2)

3)

4)

5)

6)

7)
8)

9)

Does the individual you support also have a diagnosis of epilepsy/epileptic seizures?
= Yes —ends survey (with brief explanation re; exclusion criteria)
= No - question 2

Are you aged 18 or over?
= Yes - question 4
= No - ends survey (with brief explanation re; exclusion criteria)

Has the individual you support experienced a functional/dissociative seizure within the
last two years?

= Yes - question 6

= No - ends survey (with brief explanation re; exclusion criteria)

Approximately how long have you supported the individual experiencing dissociative
seizures?

Approximately how long has this individual lived with functional/dissociative seizures?

Approximately how often does this individual experience functional/dissociative
seizures? MULTIPLE CHOICE OPTIONS TO BE GENERATED

What is your age?

What is your gender?

What is your ethnicity?

10) What country do you reside?

11) 1 would like to know more about what this research involves:

Y —
N —

PIS Delphi Panel & Consent Form
ends survey

C — Follow-up Questions

1)

2)
3)

4)

Are you aged 18 or over?
= Yes-—question 2
= No - ends survey (with brief explanation re; exclusion criteria)

What is your profession?

How many years of experience do you have in your profession?

How many years of experience do you have treating people with functional/dissociative
seizures?
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5) What is your age?

6) What is your gender?

7) What is your ethnicity?

8) What country do you reside?
9) I would like to know more about what this research involves:

Y — PIS Delphi Panel & Consent Form
N — ends survey

D — Ends Survey
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Appendix D
Participant Information Sheets

Focus Groups (Lived Experience)

The
University

o Department of Psychology

Sheiffield.

Participant Information Sheet

Preliminary development of a self-report questionnaire to assess functional /
dissociative seizure severity.

You are being invited to take part in a research study which aims to develop a self-report questionnaire to assess
functional/dissociative seizure severity (also known as non-epileptic attacks). The research is being conducted as part of a
Doctorate in Clinical Psychology at The University of Sheffield being undertaken by Laura Whitaker (Trainee Clinical
Psychologist).

Before you decide whether to take part, it is important for you to understand why the research is being conducted and what it
will involve. Please take time to read the following information carefully before deciding whether to take part and discuss it
with others if you wish. Please ask if there is anything that is not clear or if you would like more information. Thank you for
taking the time to read this.

ABOUT THE RESEARCH

What is the purpose of this research?

Functional/dissociative seizures are a common symptom of Functional Neurological Disorder and have a significant impact
for individuals living with them. Individuals experiencing functional/dissociative seizures have extremely varied and subjective
experiences. There is currently no measure to assess the severity of functional/dissociative seizures. The current research
aims to develop a self-report questionnaire that can be used with individuals experiencing functional/dissociative seizures to
better understand their experience. We are inviting individuals with lived experience of functional/dissociative seizures and/or
non-professional carers supporting individuals that have experienced functional/dissociative seizures to take part in a focus
group discussion. The aim of this is to identify factors associated with functional/dissociative seizure severity to be included in
a self-report questionnaire.

What would | be asked to do if | took part?

You will be asked to take part in a 1.5-2-hour focus group with other individuals experiencing functional/dissociative seizures
and non-professional carers to explore items to be considered for a self-report gquestionnaire assessing
functional/dissociative seizure severity. This will be facilitated online via video call cn Google Meet at an arranged time (a
working day within the hours of 9am to 5pm). There will be a maximum of 8 participants taking part in the focus group
alongside the researchers.

Should | take part in this study?

Signing up to this study is voluntary and it is up to you to decide whether or not to take part. If you decide to take part you are
still free to withdraw at any time without giving a reason and without a detriment to yourself. Prior to the focus group you can
withdraw by contacting Laura Whitaker. You will then not be contacted with further details. If you choose to withdraw during
the focus group you can exit the video call at any time. However, any comments you have already contributed to the focus
group discussion will be included in the analysis and write-up. If you do not wish for your comments to be included in the final
analysis and write-up, you will need to request this from the lead researcher by an agreed date. This does not affect your
data protection rights. If you decide not to take part then you do not need to do anything further.

Will the outcomes of the research be published?
The research will be written up as an empirical paper and submitted to a chosen appropriate journal. It will be included in
Laura Whitaker's thesis and may be presented at conferences.

Are there any risks to taking part?

There is a low risk of becoming distressed in the focus group due to the nature of the topic discussed (functional/dissociative
seizure severity) however it is not anticipated this will be likely.
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Will | be compensated for taking part?

There is no financial reward for participating in this study. However, it is an opportunity to express your views about how to
understand and help people with functional/dissociative seizures, which may contribute to the future care of people with the
condition.

Who has reviewed the research project?

The project has been reviewed by The University of Sheffield Research Ethics Committee and a Research Sub-Committee
within the Clinical Psychology Doctorate programme department.

Yes No

—
L

| have read the above information and agree to continue. 8 O

DATA PROTECTION AND CONFIDENTIALITY

What information will you collect about me?

In order to participate in this research project we will need to collect information that could identify you, called “personal
identifiable information”. Specifically, we will need to collect: name, age, gender, ethnicity, and country of residence. If you are
an individual with lived experience of functional/dissociative seizures, we will request information about how long you have
experienced your seizures and the frequency of your seizures. If you are a non-professional carer for individuals experiencing
functional/dissociative seizures, we will request information about how long you have supported the individuals and years
since the individuals functional/dissociative seizure diagnosis/experience. Your name will only be used to contact you and it
will not be published or disclosed to anyone else.

Under what legal basis are you collecting this information?

We are collecting and storing this personal identifiable information in accordance with data protection law which protect your
rights. These state that we must have a legal basis (specific reason) for collecting your data. For this study, the specific
reason is that it is “a public interest task” and “a process necessary for research purposes”.

What are my rights in relation to the information you will collect about me?

You have several rights under data protection law regarding your personal information. For example, you can request a copy
of the information we hold about you. If you would like to know more about your different rights or the way we use your
persconal information to ensure we follow the law, please consult our Privacy Notice for Research.

Will my participation in the study be confidential and my personal identifiable information be protected?

In accordance with data protection law, The University of Sheffield is the Data Controller for this project. This means that we
are responsible for making sure your personal information is kept secure, confidential and used only in the way you have
been told it will be used. All researchers are trained with this in mind, and your data will be looked after in the following way:
all data will be collected electronically and stored securely on University servers in accordance with the University of Sheffield
policies on data protection, the Data Protection Act (2018) and General Data Protection Regulations (GDPR, 2018). No hard
copies of data will be collected. The researchers will have access to the University servers through the VPN global connect
facility. All data will be encrypted before being stored. Following the completion of consent forms, participants will be provided
with a unique identifier, which will be placed on all data instead of their name; this will ensure their details are kept secure. A
separate file containing participants corresponding details (e.g., email address) will be stored in an encrypted file on the
University RDMS and only accessible to the research team. Consent forms will be stored securely on the RDMS separately
from the research data.

If you have a query about the research or wish to raise a complaint, please contact the researcher
(Iwhitaker1@sheffield.ac.uk) or their supervisor Professor Markus Reuber (m.reuber@sheffield.ac.uk). If you feel your
complaint has not been handled satisfactorily, you can also contact the Head of the Psychology Department Professor
Elizabeth Milne (psy-hod@sheffield ac.uk).

If you would like to take part please read and complete the conline consent form on the next page.

| have read the above information and agree to continue. O O
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Focus Groups (Healthcare Professionals)

The
University

o Department of Psychology

Sheffield.

Participant Information Sheet

Preliminary development of a self-report questionnaire to assess functional /
dissociative seizure severity.

You are being invited to take part in a research study which aims to develop a self-report questionnaire to assess
functional/dissociative seizure severity (also known as non-epileptic attacks). The research is being conducted as part of a
Doctorate in Clinical Psychology at The University of Sheffield being undertaken by Laura Whitaker.

Before you decide whether to take part, it is important for you to understand why the research is being conducted and what it
will involve. Please take time to read the following information carefully before deciding whether to take part and discuss it
with others if you wish. Please ask if there is anything that 1s not clear or if you would like more information. Thank you for
taking the time to read this.

ABOUT THE RESEARCH

What is the purpose of this research?

Functional/dissociative seizures (also known as non-epileptic attacks) are a common symptom of Functional Neurological
Disorder and have a significant impact for individuals living with them. Individuals experiencing functional/dissociative
seizures have extremely varied and subjective experiences. There is currently no measure to assess the severity of
functional/dissociative seizures or to understand the needs of each individual. The current research aims to develop a self-
report questionnaire that can be used with individuals experiencing functional/dissociative seizures to better understand their
experience

We are inviting healthcare professionals working with individuals living with functional/dissociative seizures to take partin a
focus group discussion to identify factors associated with functional/dissociative seizure severity to be included in a self-
report questionnaire

What would | be asked to do if | took part?

You will be asked to take part in a 1.5-2 hour focus group with other healthcare professionals to explore items to be
considered for a self-report questionnaire assessing functional/dissociative seizure severity. This will be facilitated via video
call on Google Meet and arranged at a convenient time for all participants (a working day within the hours of 9am to 5pm).
There will be a maximum of 8 participants taking part in the focus group alongside the researchers.

Should | take part in this study?

Signing up to this study is voluntary and it is up to you to decide whether or not to take part in this study. If you decide to take
part you are still free to withdraw at any time without giving a reason and without detriment to yourself. Prior to the focus
group you can withdraw by contacting Laura Whitaker. You will then not be contacted with further details. If you choose to
withdraw during the focus group you can exit the video call at any time. However, any comments you have already
contributed to the focus group discussion will be included in the analysis and write-up. If you do not wish for your comments
to be included in the final analysis and write-up, you will need to request this from the lead researcher by an agreed date.
This does not affect your data protection rights. If you decide not to take part then you do not need to do anything further.

Will the outcomes of the research be published?
The research will be written up as an empirical paper and submitted to a chosen appropriate journal. It will be included in

Laura Whitaker's thesis and may be presented at conferences.

Are there any risks to taking part?
No, we do not think there are any risks to you in taking part.
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Will | be compensated for taking part?

There is no financial reward for participating in this study. However, it is an opportunity to express your views about how to
understand and help people with functional/dissociative seizures, which may contribute to the future care of people with the
condition.

Who has reviewed the research project?

The project has been reviewed by The University of Sheffield Research Ethics Committee and a Research Sub-Committee
within the Clinical Psychology Doctorate programme department.

Yes Mo

~

| have read the above information and agree to continue. D O

DATA PROTECTION AND CONFIDENTIALITY

What information will you collect about me?

In order to participate in this research project we will need to collect information that could identify you, called “personal
identifiable information”. Specifically, we will need to collect: name, age, gender, ethnicity, country of residence, professions,
area of specialism, and years of experiences supporting individuals experiencing functional/dissociative seizures. Your name
will only be used to contact you and it will not be published or disclosed to anyone else.

Under what legal basis are you collecting this information?

We are collecting and storing this personal identifiable information in accordance with data protection law which protect your
rights. These state that we must have a legal basis (specific reason) for collecting your data. For this study, the specific
reason is that it is “a public interest task” and “a process necessary for research purposes”.

What are my rights in relation to the information you will collect about me?

You have a number of rights under data protection law regarding your personal information. For example you can request a
copy of the information we hold about you. If you would like to know more about your different rights or the way we use your
personal information to ensure we follow the law, please consult our Privacy Notice for Research.

Will my participation in the study be confidential and my personal identifiable information be protected?

In accordance with data protection law, The University of Sheffield is the Data Controller for this project. This means that we
are responsible for making sure your personal information is kept secure, confidential and used only in the way you have
been told it will be used. All researchers are trained with this in mind, and your data will be looked after in the following way:
All data will be collected electronically and stored securely on University servers in accordance with the University of
Sheffield policies on data protection, the Data Protection Act (2018) and General Data Protection Regulations (GDPR, 2018).
No hard copies of data will be collected. The researchers will have access to the University servers through the VPN global
connect facility. All data will be encrypted before being stored. Following the completion of consent forms, participants will be
provided with a unigue identifier, which will be placed on all data instead of their name; this will ensure their details are kept
secure. A separate file containing participants corresponding details (e.g., email address) will be stored in an encrypted file on
the University RDMS and only accessible to the research team. Consent forms will be stored securely on the RDMS
separately from the research data.

If you have a query about the research or wish to raise a complaint, please contact the researcher
(Iwhitaker1@sheffield.ac.uk) or their supervisor Professor Markus Reuber (m.reuber@sheffield.ac.uk). If you feel your
complaint has not been handled satisfactorily, you can also contact the Head of the Psychology Department Professor
Elizabeth Milne (psy-hod@sheffield ac.uk).

If you would like to take part please read and complete the online consent form on the next page.

| have read the above information and agree to continue. O O
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Delphi Survey

The
University

of Department of Psychology

Shelffield.

Participant Information Sheet

Preliminary development of a self-report questionnaire to assess functional /
dissociative seizure severity.

You are being invited to take part in a research study which aims to develop a self-report questionnaire to assess
FDS severity (also known as non-epileptic attacks).

The research is being conducted as part of a Doctorate in Clinical Psychology at The University of Sheffield
being undertaken by Laura Whitaker. Before you decide whether to take part, it is important for you to understand
why the research is being conducted and what it will involve. Please take time to read the following information
carefully before deciding whether to take part and discuss it with others if you wish. Please ask if there is
anything that is not clear or if you would like more information. Thank you for taking the time to read this.

ABOUT THE RESEARCH - DELPHI SURVEY

What is the purpose of this research?

FDS are a common symptom of Functional Neurological Disorder and have a significant impact for individuals
living with them. Individuals experiencing FDS have extremely varied and subjective experiences. There is
currently no measure to assess the severity of FDS. The current research aims to develop a self-report
questionnaire that can be used with individuals experiencing FDS to better understand their seizure experiences.
We hope to gain feedback from individuals experiencing FDS and professionals working with FDS regarding
what items should be included in the measure from a preliminary list we have developed from previous research.

What would | be asked to do if | took part?

We are asking participants to take part in a “Delphi” survey. This involves gaining expert perspectives and so will
include professionals working in the field of FDS and individuals with lived experience coming to an agreement
on what items should be included on a self-report scale measuring FDS severity. We will ask participants to take
part in three rounds of a survey conducted via Qualtrics. Qualtrics is a web-based software that allows for
surveys to be generated and responded to online via a weblink. During each round, a questionnaire will be sent
out for anonymous feedback to be provided. You will have up to two weeks to complete this and we will send you
a reminder during this time. We will ask you to rank items associated with FDS severity considering the
relevance/importance of each item. You will also be invited to provide open feedback about your ranking and if
you feel there are any items missing. Between each round, your responses and feedback will be reviewed, and
the guestionnaire amended based on this. The group will be made aware of the feedback from the previous
round at each new round and asked to re-evaluate their original feedback. There will be three rounds in total,
with gaps of 5-10 days between each two-week round.

Should | take part in this study?

Signing up to this study is voluntary and it is up to you to decide whether or not to take part in this study. If you
decide to take part you are still free to withdraw at any time without giving a reason and without detriment to
yourself. Prior to the Delphi Rounds you can withdraw by contacting Laura Whitaker. You will then not be
contacted with further details. If you choose to withdraw during the Delphi Rounds you can exit the e-survey at
any time. However, it will not be possible to remove responses you have already submitted from the project. This
does not affect your data protection rights. If you decide not to take part then you do not need to do anything
further.

Will the outcomes of the research be published?
The research will be written up as an empirical paper and submitted to a chosen appropriate journal. It will be
included in Laura Whitaker’s thesis and may be presented at conferences.

Are there any risks to taking part?
No, we do not think there are any risks to you in taking part.
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Will | be compensated for taking part?

There is no financial reward for participating in this study. However, it is an opportunity to express your views
about how to understand and help people with FDS, which may contribute to the future care of people with the
condition.

Who has reviewed the research project?
The project has been reviewed by The University of Sheffield Research Ethics Committee and a Research Sub-
Committee within the Clinical Psychology Doctorate programme department.

Yes No

~
L

| have read the above information and agree to continue. _ @)

DATA PROTECTION AND CONFIDENTIALITY

What information will you collect about me?

In order to participate in this research project, we will need to collect information that could identify
you, called “personal identifiable information”. Specifically, we will need to collect: name, age, gender,
ethnicity, and country of residence. If you are a healthcare professional, we will request your
professional title, area of specialism and years of experience in FDS. If you are an individual with
lived experience of FDS, we will request how long you have experienced FDS and the frequency of
your FDS. If you are a non-professional carer for individuals experiencing FDS, we will request
information about how long you have supported the individual, how long they have experienced FDS,
and how frequently they experience FDS. Your name will only be used to contact you and it will not be
published or disclosed to anyone else.

Under what legal basis are you collecting this information?

We are collecting and storing this personal identifiable information in accordance with data protection
law which protect your rights. These state that we must have a legal basis (specific reason) for
collecting your data. For this study, the specific reason is that it is “a public interest task” and “a
process necessary for research purposes”.

What are my rights in relation to the information you will collect about me?

You have a number of rights under data protection law regarding your personal information. For
example, you can request a copy of the information we hold about you. If you would like to know more
about your different rights or the way we use your personal information to ensure we follow the law,
please consult our Privacy Notice for Research.

Will my participation in the study be confidential and my personal identifiable information be
protected?

In accordance with data protection law, The University of Sheffield is the Data Controller for this
project. This means that we are responsible for making sure your personal information is kept secure,
confidential and used only in the way you have been told it will be used. All researchers are trained
with this in mind, and your data will be looked after in the following way: All data will be collected
electronically and stored securely on University servers in accordance with the University of Sheffield
policies on data protection, the Data Protection Act (2018) and General Data Protection Regulations
(GDPR, 2018). No hard copies of data will be collected. The researchers will have access to the
University servers through the VPN global connect facility. All data will be encrypted before being
stored. Following the completion of consent forms, participants will be provided with a unique
identifier, which will be placed on all data instead of their name; this will ensure their details are kept
secure. A separate file containing participants corresponding details (e.g., email address) will be
stored in an encrypted file on the University RDMS and only accessible to the research team.
Consent forms will be stored securely on the RDMS separately from the research data.

If you have a query about the research or wish to raise a complaint, please contact the researcher
(Iwhitaker1@sheffield.ac.ukl) or their supervisor Professor Markus Reuber
(m.reuber@sheffield.ac.uk). If you feel your complaint has not been handled satisfactorily, you can
also contact the Head of the Psychology Department Professor Elizabeth Milne (psy-
hod@sheffield.ac.uk).

If you would like to take part please read and complete the online consent form on the next page.
Yes No

| have read the above information and agree to continue. O @]
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Appendix E
Consent Forms

Focus Groups (Lived Experience)

The
University

o Department of Psychology

Sheffield.

Consent Form

Online Focus Group for Individuals with Lived Experience of
Functional/Dissociative Seizures (FDS) and Non-Professional Carers

Preliminary development of a self-report questionnaire to assess FDS severity

Project Contact Details (for further information):

Lead Researcher: Laura Whitaker (lwhitaker1@sheffield.ac.uk)
Research Supervisor: Professor Markus Reuber (m.reuber@sheffield.ac.uk)

In the event of a complaint, please contact the Head of Department: Professor Elizabeth Milne (psy-hod@sheffield.ac.uk)
Address: Department of Psychology, University of Sheffield, Cathedral Court, 1 Vicar Lane, Sheffield, S1 2LT

In the event that you want to contact any of the above named people by email, please telephone:
Research Support Officer Amrit Sinha on: 0114 222 6650

A message will be passed onto the staff member, who will return your call. You may also email Amrit Sinha if
required on: a.sinha@sheffield.ac.uk

Please select the appropriate boxes.
Taking part in the study:

Yes No

| have read and understood the participant information displayed on the previous page or the project has been
fully explained to me. (If you will answer ‘No’ to this question please do not proceed with this consent form O O
until you are fully aware of what your participation in the project will mean).

| have been given the opportunity to ask questions about the project. @ O

| give permission to be contacted by Laura Whitaker to arrange convenient dates for the focus group to take
place. | agree for Laura Whitaker to contact me using the contact details | have provided below.

| understand and agree to take part in the project. | understand that taking part in the project will include a 1.5-
2 hour focus group that will be conducted online via Google Meet.

~ )

| agree to the online focus group being video recorded. @) @)

| understand there is a small possibility | may be recognised by others in the online focus group and that | may
recognise other individuals taking part.

| confirm that | will not disclose any information discussed during the focus group outside of the focus group. |
will also not disclose information about the people | have met in the focus group.

| understand that my participation in the study is voluntary and that | am free to withdraw at any time without
giving a reason and without detriment to myself.

If | withdraw my participation, | understand that any contributions to the focus groups | have already made will
be included in the analysis and that this will be anonymised as described below. If | do not wish for the
comments | have submitted to be included in the write-up, | will contact Laura Whitaker via email
(lwhitaker1@sheffield. ac.uk) by February 2024.

| agree to take part on this basis. Q O

136



How my information will be used during and after the project:

Yes No
| understand my personal details such as name, phone number, address and email address etc. will not be ~ ~
revealed to people outside the project. =~
| understand and agree that any data collected may be included in anonymous form in publications, reports, @) O

web pages, and other research outputs. | understand that | will not be named in these outputs.

| understand that data will be anonymised such that no names or uniguely identifying personal details will be
given in the write-up but, to contextualise quotes, some non-identifying personal information will be written up. ~ ~

For example, the publication will phrase quotes such as, “an individual who has lived with

functional/dissociative seizures for 2 years stated...”.

| understand and agree that other authorised researchers will have access to this data only if they agree to ®) O
preserve the confidentiality of the information as requested in this form.

| understand and agree that other authorised researchers may use my data in publications, reports, web - -
pages, and other research outputs, only if they agree to preserve the confidentiality of the information as O Q
requested in this form.

So that the information you provide can be used legally by the researchers: | agree to assign the copyright | ®) O

hold in any materials generated as part of this project to the University of Sheffield.

The following activities are optional, you may participate in the research without agreeing to the following:

Yes No
| agree that the researchers may contact me in future about other research projects. O O

I would like to be contacted about future research specifically related to this project.

This would include taking part in a “Delphi” survey. This involves gaining expert perspectives and so will include

individuals with lived experience of FDS and healthcare professionals working in the field coming to an agreement on

what items should be included on a self-report scale measuring functional/dissociative seizure severity. We will ask

participants o take part in three rounds of a survey conducted via Qualtrics. Qualtrics is a web-based software that

allows for surveys to be generated and responded to online via a weblink. During each round, a questionnaire will be ®) ®)
sent out for anonymous feedback to be provided. You will have up to two weeks to complete this and we will send you a

reminder during this time. We will ask you to rank items associated with functional/dissociative seizure severity

considering the relevance/importance of each item. You will also be invited to provide open feedback about your ranking

and if you feel there are any items missing.

Based on the information above, | would like to be contacted with more information about participating in the
Delphi survey.

| agree that the researchers may retain my contact details in order to provide me with a summary of the ~ ~
findings for this study.
Consent

Yes No
| agree to take part in this study according to the -~

information provided.
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Thank you for your response.

Please note, this survey will have automatically discontinued if you do not meet the inclusion
criteria for the study or you have not consented to take part. If you think this was an error, you can
restart the survey or contact the lead researcher using the information provided below.

If you have consented to take part in this study, the lead researcher will be in contact with you via
email with more information.

If you have any further questions about this research, please see the project contact details:
Lead Researcher: Laura Whitaker (Iwhitaker1@sheffield.ac.uk)
Research Supervisor: Professor Markus Reuber (m.reuber@sheffield.ac.uk)

In the event of a complaint, please contact the Head of Depariment: Professor Elizabeth Milne (psy-
hod@sheffield.ac.uk)
Address: Department of Psychology, University of Sheffield, Cathedral Court, 1 Vicar Lane, Sheffield, 31 2LT

In the event that you want to contact any of the above named people by email, please telephone:

Research Support Officer Amrit Sinha on: 0114 222 6650

A message will be passed onto the staff member, who will return your call. You may also email Amrit Sinha if required
on: a.sinha@sheffield.ac.uk

Focus Groups (Healthcare Professionals)

The
University

o Department of Psychology

Sheffield.

Consent Form
Healthcare Professionals Online Focus Group

Preliminary development of a self-report questionnaire to assess functional /
dissociative seizure (FDS) severity

Project Contact Details (for further information):

Lead Researcher: Laura Whitaker (lwhitaker1@sheffield.ac.uk)
Research Supervisor: Professor Markus Reuber (m.reuber@sheffield.ac.uk)

In the event of a complaint, please contact the Head of Department: Professor Elizabeth Milne (psy-hod@sheffield.ac.uk)
Address: Department of Psychology, University of Sheffield, Cathedral Court, 1 Vicar Lane, Sheffield, S1 2LT

In the event that you want to contact any of the above named people by email, please telephone:

Research Support Officer Amrit Sinha on: 0114 222 6650

A message will be passed onto the staff member, who will return your call. You may also email Amrit Sinha if
required on: a.sinha@sheffield.ac.uk

Please select the appropriate boxes.

Taking part in the study:
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Yes

| have read and understood the participant information displayed on the previous page or the project has been
fully explained to me. (If you will answer ‘No’ to this question please do not proceed with this consent form Q
until you are fully aware of what your participation in the project will mean).

| have been given the opportunity to ask questions about the project. O
| give permission to be contacted by Laura Whitaker to arrange convenient dates for the focus group to take ~

place. | agree for Laura Whitaker to contact me using the contact details | have provided below.

| understand and agree to take part in the project. | understand that taking part in the project will include a 1.5-

2 hour focus group that will be conducted online via Google Meet. o
| understand that | may know other healthcare professionals taking part in the study and they may know me. O
| -_:onﬂrm that_l will not disclos_e any information discussed duri_ng the focus group outside of the focus group. | O
will also not disclose information about the people | have met in the focus group.

| agree to the online focus group being video recorded. O
| understand that my participation in the study is voluntary and that | am free to withdraw at any time without O

giving a reason and without detriment to myself.

If | withdraw my participation, | understand that any contributions to the focus groups | have already made will

be included in the analysis and that this will be anonymised as described below. If | do not wish for the ~
comments | have submitted to be included in the write-up, | will contact Laura Whitaker via email
(lwhitaker1@sheffield ac.uk) by February 2024.

| agree to take part on this basis. O

How my information will be used during and after the project:

Yes
| understand my personal details such as name, phone number, address and email address, location etc. will ~
not be revealed to people outside the project. =
| understand and agree that any data collected may be included in anonymous form in publications, reports, ®)

web pages, and other research outputs. | understand that | will not be named in these outputs.

| understand that data will be anonymised such that no names or uniguely identifying personal details will be

given in the write-up but, to contextualise quotes, some non-identifying personal information will be written up. ~
For example, the publication will phrase quotes such as, “a clinical psychologist with 8 years of experience
waorking with individuals experiencing FDS stated...".

| understand and agree that other authorised researchers will have access to this data only if they agree to O
preserve the confidentiality of the information as requested in this form.

| understand and agree that other authorised researchers may use my data in publications, reports, web

pages, and other research outputs, only if they agree to preserve the confidentiality of the information as @]
requested in this form.
So that the information you provide can be used legally by the researchers: | agree to assign the copyright | O

hold in any materials generated as part of this project to the University of Sheffield.

The following activities are optional, you may participate in the research without agreeing to the following:

Yes

| agree that the researchers may contact me in future about other research projects. @)

| would like to be contacted about future research specifically related to this project.

This would include taking part in a “Delphi” survey. This involves gaining expert perspectives and so will include

individuals with lived experience of FDS and healthcare professionals working in the field coming to an agreement on

what items should be included on a seli-report scale measuring functional/dissociative seizure severity. We will ask

participants to take part in three rounds of a survey conducted via Qualtrics. Qualtrics is a web-based software that

allows for surveys to be generated and responded to online via a weblink. During each round, a questionnaire will be ®)
sent out for anonymous feedback to be provided. You will have up to two weeks to complete this and we will send you a

reminder during this time. We will ask you to rank items associated with functional/dissociative seizure severity

considering the relevance/importance of each item. You will also be invited to provide open feedback about your ranking

and if you feel there are any items missing.

Based on the information above, | would like to be contacted with more information about participating in the
Delphi survey.

| agree that the researchers may retain my contact details in order to provide me with a summary of the -~
findings for this study.
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Consent
Yes MNo

| agree to take part in this study according to the ~
information provided. =

Thank you for your response.
Please note, this survey will have automatically discontinued if you do not meet the inclusion
criteria for the study or you have not consented to take part. If you think this was an error, you can
restart the survey or contact the lead researcher using the information provided below.
If you have consented to take part in this study, the lead researcher will be in contact with you via
email with more information.

IT you have any further questions about this research, please see the project contact details:

Lead Researcher: Laura Whitaker (Iwhitaker1@sheffield.ac.uk)

Research Supervisor: Professor Markus Reuber (m.reuber@sheffield.ac.uk)

In the event of a complaint, please contact the Head of Depariment: Professor Elizabeth Milne (psy-
hod@sheffield.ac.uk)

Address: Department of Psychology, University of Sheffield, Cathedral Court, 1 Vicar Lane, Sheffield, 51 2LT
In the event that you want to contact any of the above named people by email, please telephone:

Research Support Officer Amrit Sinha on: 0114 222 6650

A message will be passed onto the staff member, who will return your call. You may also email Amrit Sinha if required
on: a.sinha@sheffield.ac.uk

Delphi Survey
Consent Form

Delphi Survey

Preliminary development of a self-report questionnaire to assess FDS severity

Project Contact Details (for further information):

Lead Researcher: Laura Whitaker (lwhitaker1@sheffield.ac.uk)
Research Supervisor: Professor Markus Reuber (m.reuber@sheffield.ac.uk)

In the event of a complaint, please contact the Head of Depariment: Professor Elizabeth Milne (psy-hod@sheffield.ac.uk)
Address: Department of Psychology, University of Sheffield, Cathedral Court, 1 Vicar Lane, Sheffield, S1 2LT

In the event that you want to contact any of the above named people by email, please telephone:

Research Support Officer Amrit Sinha on: 0114 222 6650

A message will be passed onto the staff member, who will return your call. You may also email Amrit Sinha if
required on: a.sinha@sheffield.ac.uk

Please select the appropriate boxes.

Taking part in the study:
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| have read and understood the participant information displayed on the previous page or the project has been
fully explained to me. (If you will answer ‘Mo’ to this question please do not proceed with this consent form
until you are fully aware of what your participation in the project will mean).

| have been given the opportunity to ask questions about the project.

| give permission to be contacted by Laura Whitaker for the information (prior to survey distribution) and links
to each of the Delphi Rounds (three separate surveys throughout an & to 10-week period). | agree for Laura
Whitaker to contact me using the contact details | have provided below.

| agree to take part in the project. | understand taking part in the project will include ranking items on a Likert
scale and providing some brief feedback for my response. This process will be repeated a total of three times.

| understand that my participation in the study is voluntary and that | am free to withdraw at any time without
giving a reason and without detriment to myself.

If | withdraw my participation, | understand that any responses | have already submitted in the survey (i.e.
rankings on the Likert scale or written feedback) will be included in the analysis and that this will be
anonymised.

| agree to take part on this basis.

How my information will be used during and after the project:

| understand my personal details such as name, phone number, address and email address etc. will not be
revealed to people outside the project.

I understand and agree that any data collected may be included in anonymous form in publications, reports,
web pages, and other research outputs. | understand that | will not be named in these outputs.

| understand and agree that other authorised researchers will have access to this data only if they agree to
preserve the confidentiality of the information as requested in this form.

| understand and agree that other authorised researchers may use my data in publications, reports, web
pages, and other research outputs, only if they agree to preserve the confidentiality of the information as
requested in this form.

So that the information you provide can be used legally by the researchers: | agree to assign the copyright |
hold in any materials generated as part of this project to the University of Sheffield.

Yes No
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The following activities are optional, you may participate in the research without agreeing to the following:

| agree that the researchers may contact me in future about other research projects.

| agree that the researchers may retain my contact details in order to provide me with a summary of the
findings for this study.

Consent
Yes

| agree to take part in this study according to the ~
information provided. =
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Thank you for your response.

Please note, this survey will have automatically discontinued if you do not meet the inclusion
criteria for the study or you have not consented to take part. If you think this was an error, you can
restart the survey or contact the lead researcher using the information provided below.

If you have consented to take part in this study, the lead researcher will be in contact with you via
email with more information.

If you have any further questions about this research, please see the project contact details:
Lead Researcher: Laura Whitaker (Iwhitaker1@sheffield.ac.uk)
Research Supervisor: Professor Markus Reuber (m.reuber@sheffield.ac.uk)

In the event of a complaint, please contact the Head of Department: Professor Elizabeth Milne (psy-
hod@sheffield.ac.uk)
Address: Department of Psychology, University of Sheffield, Cathedral Court, 1 Vicar Lane, Sheffield, S1 2LT

In the event that you want to contact any of the above named people by email, please telephone:

Research Support Officer Amrit Sinha on: 0114 222 6650

A message will be passed onto the staff member, who will retum your call. You may also email Amrit Sinha if required
on’ a.sinha@sheffield.ac.uk
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Appendix F
Focus Group Topic Guides

Lived Experience

1

Interview Schedule — Functional / Dissociative Seizure Focus Groups (Lived Experience)

Introduction:

Researcher to introduce self / thank group for attendance.

Remind group the meeting is being video recorded for purpose of transcribing.

Reminder of confidentiality and right to withdraw. If anyone does leave unexpectedly, the
researcher will send a follow-up email as outlined in previous emails.

Please help us protect the privacy of other members of the group. Do not share any
information about anyone else taking part or any details about the information discussed.
Please remember, you can leave at any time if you no longer wish to take part. | will send a
follow-up email to anyone that does leave unexpectedly just to check-in but there is no
pressure to reply to this. If you do withdraw, we will exclude anything you contributed to the
group discussion prior unless you tell us you are happy for this to be included.
Introductions — to go round each participant and invite them to introduce themselves.

Set group ground rules — invite participants to contribute. Include agreement regarding
break times.

2) Brief outline related to plan and aims of the focus group:

The meeting will last 1.5-2hrs to make sure we have time to hear everyone’s views.

To clarify, we will be using the term FDS here however we aware that the condition is also known
as psychogenic nonepileptic seizures, nonepileptic attack disorder and dissociative seizures. We
are also aware the term seizure in this context can be known by another name such as event or
episode. Please use the term you feel most comfortable with.

Functional/dissociative seizures have a significant impact for individuals living with them and are
extremely varied and subjective experiences (meaning an individual person may not experience a
typical FDS event, and how two people experience FDS events can be different). There is currently
no patient reported outcome measure specifically designed to assess the severity of
functional/dissociative seizures or to understand the different needs of each individual.

Patient reported outcome measures typically consist of a series of questions that respondents
answer using a structured response e.g., strongly agree — strongly disagree. While there are
general measures such as those measuring health-related quality of life (add link to SF12 v2),
there are also specific measures such as those investigating depression (add link for PHQ-9) or
anxiety (GAD-7). You may have completed one of these measures at some point in your life.

Outcome measures have their limitations. For example, they ask very specific questions some of
which may not be relevant to everyone and do not give respondents the opportunity to expand on
their answer. This may be more likely if the measure was not developed specifically for that clinical
group in mind or if people with lived experience were not included in the development of the
measure.

Measures can help to assess and screen people on a specific difficulty, monitor or track change
over time and help to inform people’s care and treatment. For example, the person’s responses on
the measure can be looked at such as by adding participant’s responses together, you may be able
to say whether their FDS events are more or less severe overtime.
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The current research aims to develop a self-report questionnaire that can be used with people
experiencing functional/dissociative seizures to better understand their seizure experiences. We
want to understand the different factors people experiencing FDS associate with severity so we
can include this in the questionnaire.

There are already measures of general functioning and HRQoL. We would like to develop a
measure of FDS severity because the seizures themselves typically are the key symptom for
people. Many researchers have previously used measures for epileptic seizures to measure FDS
severity. However, given that epileptic seizures and FDS do not affect people in the same way, this
may not be the best way of capturing seizure severity.

We want to hear your thoughts and ideas on this topic which we will use to help develop the
measure. We hope this will help make sure it is representative of the experiences of people it is
designed to help. We also hope that your involvement will help make the measure more
acceptable and useful. For example, the measure can only include a certain number of questions
and be answered in a specific way.

We will use your ideas to create a measure which we will then share with a larger number of
people with FDS and healthcare professionals who support people with FDS to further develop it.

3) Can we start off by asking whether people think a FDS specific measure is a good idea
and if so why? Prompt —what is it about the measure that would make it a better
idea/more helpful/more acceptable?

4) Factors associated with FDS Severity:

A. What factors would you consider important for measuring how severe a functional /
dissociative seizure event is? Prompt - what is it about FDS events that make them
more or less severe? It might be helpful to think about the period immediately
before, during and immediately after a seizure or event.

B. | have a brief list of some different factors discussed identified from a review of previous
research. It may be helpful to hear people’s thoughts about. Present a slide with the
below factors.

Possible Themes for Discussion:

Anxiety Emotional Dissociation / Awareness

Distress Physical Symptoms Acceptance

Stress Warning signs / experiences Symptom Attribution (i.e.
before a FDS event psychological vs physical)

Low Mood Pain Avoidance

Suicidal Ideation Injury Coping

Paranoia Self-control Social Functioning

Self-esteem Stigma Amnesia

Difficulty regulating / Trauma symptoms Negative Thinking / Cognitions

recognising / expressing

emotions

Beliefs about emotions Sleep and Fatigue Independence

C. What do people think about including frequency in a measure of seizure severity?
How should this be measured?

D. Would it be helpful for us to ask a more general question on the measure, such as
“how bad are your seizures?”’?
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5) Measuring FDS Severity:

We would also like to think about how we could best rate or rank the different factors associated
with FDS Severity. What do you think would be a helpful way to rate or rank the different
items on a questionnaire? (i.e. Likert Scale, Numerical, Statements?)

Present example on slide:

“I have felt confident in being able to control / manage my seizures.” Circle the appropriate
response.

1 = Strongly 2 = Somewhat 3 = Neither 4 = Somewhat 5 = Strongly
Agree Agree Agree / Disagree Disagree Disagree

6) How would you want the measure to be used in practice?
=  When, where, how is it completed (alone, with a healthcare provider)?
= How often would it make sense to complete the measure? (i.e. how changeable are
FDS seizures? How far back do you think people can think back to report seizure

severity?)
=  What timeframe would it be helpful to answer the questions about? (Last two weeks? 6
months?)
7) Ending:

= Brief summary of discussion / next steps (i.e. future research) and thank for participation.
= Reminder that a lay summary of research will be sent out via email.
= Space for final thoughts / questions.

Healthcare Professional

Interview Schedule — Functional / Dissociative Seizure Focus Groups (Healthcare
Professionals)

8) Introduction:

= Researcher to introduce self / thank group for attendance.

= Remind group the meeting is being video recorded for purpose of transcribing.

= Reminder of confidentiality and right to withdraw. If anyone does leave unexpectedly, the
researcher will send a follow-up email as outlined in previous emails.

= |ntroductions — to go round each participant and invite them to introduce themselves.

= Set group ground rules — invite participants to contribute. Include agreement regarding
break times.

9) Brief outline related to plan and aims of the focus group:
The meeting will last 1.5-2hrs to make sure we have time to hear everyone’s views.

To clarify, we will be using the term FDS here however we aware that the condition is also known
as psychogenic nonepileptic seizures, nonepileptic attack disorder and dissociative seizures. We
are also aware the term seizure in this context can be known by another name such as event or

episode. Please use the term you feel most comfortable with.
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As you may be aware, functional/dissociative seizures have a significant impact for individuals
living with them and are extremely varied and subjective experiences. Recent treatment studies
have used generic Health Related Quality of Life, Psychopathology, distress and social functioning
to assess outcomes. However, there is currently no patient reported outcome measure specifically
designed to assess the severity of functional/dissociative seizures. Given that the seizures
themselves are an important source of distress for many patients with FDS, an FDS severity
measure would be desirable. The fact that clinicians and researchers would like such a measure is
reflected in the fact that recent research has offen used seizure severity measures validated in
patients with epilepsy to assess FDS severity or studies have relied on measures of FDS
frequency. It is not clear that these methods are reliable or relevant for individuals with FDS.

The current research aims to develop a self-report questionnaire that can be used with people
experiencing functional/dissociative seizures to capture the severity of their seizures. We hope to
develop a measure that can assess FDS and monitor / track change overtime considering whether
their FDS are more or less distressing or disabling. We want to understand which factors people
experiencing FDS and healthcare professionals, associate with FDS severity, so we can consider
them for inclusion in this questionnaire. We also hope to discuss how we can make the measure
more acceptable and useful in routine practice from your perspective and also that of patients.

We will use the ideas discussed today, alongside the ideas shared in a focus group with individuals
with lived experience of FDS to create a measure. The next stage of our study is to share this in a
Delphi survey with a larger group of participants — again, including healthcare professionals and
individuals with lived experience, to further develop the measure.

10) We understand that the condition FDS can affect people in everyday life, and this can be more
than the seizure events themselves. Can we start off by asking whether people think a
measure focussing specifically on FDS severity is a good idea and if so, why? (i.e. is
there a better focus such as intensity or burden).

11)Factors associated with FDS Severity:

E. What items would you consider important for measuring how severe a functional /
dissociative seizure event is? Prompt - what is it about FDS events that make them
more or less severe? It might be helpful to think about the period before, during and
after a seizure or event.

F. | have a brief list of some different factors discussed identified from a review of the current
research. It may be helpful to hear people’s thoughts about. Present a slide with the
below factors.

Possible Themes for Discussion:

Anxiety Emotional Dissociation / Awareness

Distress Physical Symptoms Acceptance

Stress Warning signs / experiences Symptom Attribution (i.e.
before a FDS event psychological vs physical)

Low Mood Pain Avoidance

Suicidal Ideation Injury Coping

Paranoia Self-control Social Functioning

Self-esteem Stigma Amnesia

Difficulty regulating / Trauma symptoms Negative Thinking / Cognitions

recognising / expressing

emotions
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| Beliefs about emotions | Sleep and Fatigue | Independence

G. What do people think about including frequency? — there is evidence to suggest asking
people to count the number of FDS events over a period of time can be challenging and not
very reliable. What might the most relevant measure of frequency look like?

H. Given how seizures may affect people in different ways —would it be better to try and
capture different domains of potential distress, or to ask fewer, broader questions
such as, “how bad are your seizures?”’?

12) Measuring FDS Severity:

We would also like to think about how we could best rate or rank the different factors associated
with FDS Severity. What do you think would be a helpful way to rate or rank the different
items on a questionnaire? (i.e. Likert Scale, Numerical, Statements?)

Present example on slide:

“I have felt confident in being able to control / manage my seizures.” Circle the appropriate
response.

1 = Strongly 2 = Somewhat 3 = Neither 4 = Somewhat 5 = Strongly
Agree Agree Agree / Disagree Disagree Disagree

13) How would it be helpful to use the measure in practice?
=  When, where and how would it be used in clinical practice or research? Completed
alone, with a healthcare provider?
= How often would it be helpful to complete the measure? (Weekly? pre / post?)
=  What timeframe would it be best to answer the questions about? (Last two weeks? 6
months?)

14) What is it about the measure that would make it a better idea/more helpful/more
acceptable?

15) How many items do you think would be areasonable amount for an individual to
answer?

16) Ending:
= Brief summary of discussion / next steps (i.e. future research) and thank for participation.
= Reminder that a lay summary of research will be sent out via email.
= Space for final thoughts / questions.
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Appendix G
Reflexive Statement

The researcher identifies as a White British woman from a working-class background in the
North West of England. The region where the researcher grew up is largely underfunded and under resourced
in relation to healthcare services with several barriers to accessing support, particularly for individuals with
more complex neurological and mental health presentations. The researcher has worked in a primary
healthcare service in which such barriers, related to neurological conditions and comorbid presentations,
were apparent. The researcher has a strong desire to ensure people receive appropriate and efficient
psychological support. This aligns with the current research in that it recognises the complexity of FDS and
aims to develop a standardised measure to ensure patients receive the most effective treatments, to
demonstrate the effectiveness of therapeutic interventions, and, to aid with development of the evidence-base
for different psychological approaches within this population.

At the time of this statement, the researcher is working as a Trainee Clinical Psychologist in
an outpatient epilepsy service and an inpatient neurorchabilitation service. Clinically, the researcher therefore
has more experience working with individuals experiencing epileptic seizures and acquired brain injury than
with individuals with functional presentations. However, the severity, impact and complexity of functional
neurological conditions has been apparent to the researcher throughout her clinical work. This is likely to
have influenced the researcher’s alignment with this population group. It is probable that this has been made
stronger through witnessing stigma towards patients experiencing functional conditions, likely another
motivational factor to complete this research. Therapeutically, the researcher favours a person-centred
approach to support patients accessing healthcare service for support, to ensure they receive the “best fit”

treatment for their needs.
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Appendix H
Reflexive Log

Stage

Reflexive Comments

Lived experience

focus group

Drop out during recruitment was high and | worried if enough participants would attend the initial focus group. | contemplated
whether I should try to reschedule which was perhaps fuelled by my own anxiety. More than anything | did not want to have to
cancel on those that were able to attend. | was reassured through research supervision and the group fortunately went ahead. |
wondered if my anxieties were due to not having had any clinical experience with FDS and not wanting to come across as
“lacking in knowledge” by the group. The group dynamic felt relaxed and supportive; it was joyful to hear participants share
similar perspective at the end of the focus group and seemingly validating each other’s experiences. | don’t know why but I
was mesmerised by how insightful and knowledgeable the group were when talking about FDS. | do wonder how they
perceived me. I definitely did not feel like the ‘expert’ in the room and hope I did not come across like this. I’m not sure why |
feel averse to that.

On reflection, I wonder if | had a different expectation of the group due to the literature related to patient difficulties
talking about FDS. Interestingly it could be difficult to interrupt the group at times and | do wonder how much it went off
track. | feel apprehensive that this may impact the data collection. It was difficult to witness people experience a FDS during
the focus group and a naively hadn’t expected this. It felt one lady had less opportunity to contribute to the discussions due to

the frequency of her seizures. | notice | was avoidant of trying to bring her into the discussion more as | did not want to
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potentially trigger further seizures. I think this may be influenced by my role as a therapist and feeling pulled to take a

protective role for service users.

Healthcare

professional focus

group

I had been more anxious to facilitate this focus group which was definitely due to amount of expertise “in the room”. I think
facilitating this group second probably eased my anxiety. This group felt much less free flowing than the first group or
‘professional’ so to say. I felt more uneasy facilitating this. I notice I was pulled to ensure there were no gaps of silence and at
times | found myself contributing to the discussions, almost as though | was advocating for what the individuals with FDS had
said. I realise this probably reflects my clinical role and I find it difficult to switch to the ‘researcher hat’. I do wonder if
interviews would have been a better option with healthcare professionals — or maybe this is just because | feel awkward about
how the group went? There was a very dominant voice in the group and | found myself frustrated waiting for them to finish
what they were saying. | wonder if this frustration was fuelled by the fact | need this data in such a short time scale and don’t
want it to be irrelevant. | will need to be mindful of this when coding to make sure | pay as much attention to these comments.
Having had both group discussions, I’'m even more disappointed we do not have any caregiver representation and wonder if

this would have impacted how this analysis pans out.

Transcription /

Familiarisation

This has been a more time-consuming process than | anticipated and at times, it has been frustrating transcribing content when
it has not been directly relevant to the research aims. Though, I do feel some of the context of this will be important to
understand seizure severity and | therefore do not want to overlook this. This is my first-time transcribing, and | am surprised

by how helpful it has been in getting to know the data. I’m noticing more dominant voices now that I’m relistening to the audio
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files and I'm surprised I didn’t notice this in the group. I wonder if I felt more aligned with these participants than others. |
notice one of the quieter voices was the only male participant with lived experience. He shared being newly diagnosed and |
wonder if this influence group dynamics (as was the lady who was experiencing seizures).

Initial notes — emphasis on physical symptoms, so much overlap between the groups, this really is going to be more difficult
than I anticipated (and the participants agree!), FDS is even more complex than | realised, LE are very insightful about the
condition (knowledge of subjectivity, heterogeneity), advocation for a caregiver measure (discuss with supervisors?),
management of seizures doesn’t reduce severity (acceptance? Getting used to it? Normalising?), rating/ranking system — |
don’t know where to start (1 want to include suggestions from the lived experience participants but it does not feel feasible for
use clinically), self-report of symptom severity, awareness impact? So much stigma, I’'m not sure how this will come out in the
analysis, it feels away from the research aims but I feel obliged to talk about this, these experiences seem to impact “in-the-
moment” thoughts and feelings during seizures. | really failed at trying to avoid the QoL discussions which I guess is

interesting.

Coding

This is a much more time-consuming process than | anticipated. | never feel done with the codes. Like previous stages,
I wonder if | feel pressured by the timescales of the project. | need to take breaks from this and go back to it or I find I am
pulled to rush through.

It has been difficult generating codes that feel succinct enough but reflect the importance of what someone is saying. |
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worry about doing the people with LE a misjustice by missing what they say. | wonder if my alignment to this group is making
me find more of what they’re saying is relevant. I also feel a pull to pay extra attention to those that spoke less.

I’ve mapped out some of my initial codes and how they link and I am feeling overwhelmed. I do not know how I am
going to make sense of all the data. I’ve shared this with my supervisors and I know I’m going to need to go back to refine the
codes which is frustrating. It has made me realise however how much I overlooked the emotional / psychological aspects
initially. Especially in the LE group. Though they emphasised the physical symptoms they definitely talk about the rest too. |
wonder if this was perhaps influence by my knowledge of the literature. | feel the need to recheck more of the codes in case |
have missed something.

I’ve gone back to refine codes again and I’'m noticing I’m starting to find this easier. It really helps to start to notice
succinct phrases that manage to capture what people are saying (almost like a win). It’s a weird feeling noticing something new
even though I’ve read it several times. This is definitely driving me forward to keep going. I wonder if this relief is more from
a perspective of wanting to get this work completed.

I’ve started mapping out some codes and I’m noticing a lack of control is an obvious theme coming through. I’'m
surprised it’s taken me to this point to see this. It’s made me reflect on what control means to me and I realise this feels like
something that is easy to forget about until you experience something that makes you feel like you lose your sense of control
and independence. | feel strongly about advocating for this theme.

I’m noticing when I’'m making reflections so much of it is about the participants with LE. I feel worried that I have not
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appreciated the contributions of the healthcare professionals as much. Perhaps this is because I’'m a healthcare professional

myself? I wonder if it would have been different if I’d facilitated this group first.

Generating

themes

Its definitely helping to have thematic maps for this process, even if I have started with far too much information. Each
time I’ve refined the codes I'm noticing I’m starting to make more links with the data. There’s definitely something about the
worst types of seizures being the worst physical symptoms, emotional reactions, etc. But I’m not sure this is a theme. This feels
more broadly about what all the data is about. | need to somehow represent the physical symptoms somehow but without
neglecting the rest.

I’m starting to notice the consequences of seizures is constantly appearing in so many different forms. Every time a
new theme or subtheme starts to emerge I almost feel surprised like it’s a ‘lightbulb moment’ although it is somewhat not
surprising. I do feel I’ve neglected to report a lot about the stigma experienced by the group but wonder if that is influenced
more by my own need to “shout about” it than relevant to the research aims. I find it frustrating rereading these quotes and
knowing colleagues have been part of that stigma at times.

I notice I'm coming back to one of my initial ideas about familiarity of the seizures. For some reason it has stuck with
me since the LE focus group. Perhaps something about how the group spoke about their seizures is influencing this. It was so
blasé and that’s what’s stuck with me more than the words. I wonder if I'm comparing this to some of the patients I’ve seen

recently with epilepsy. It does make me reflect on my own privilege to not be suffering with any physical health comorbidities.
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| can imagine it is hard to truly understand such a chronic diagnosis until you experience one. | feel slightly guilty about this
and wonder if it is another aspect that has held me with such a strong alliance to the LE group.
| feel relieved to have gotten to where | am with the themes and even more relieved that the research team are in

agreement.
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Figure I3
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Appendix J
Round One Delphi Survey

* Developing a Self-Report Questionnaire of Functional / Dissociative
Seizure Severity

Functional / Dissociative Seizures are a common symptom of Functional Neurological Disorder (FND)
and have a significant impact for individuals living with them. We are developing a self-report
questionnaire that will be used to understand and assess the severity of Functional / Dissociative
Seizures.

There is currently no measure that assesses the severity of the seizures themselves which are
typically a key and distressing symptom for the individuals that experience them. We will therefore be
asking you about factors related to immediately before, during, and immediately after a

Functional / Dissociative Seizure. Please be aware of this when providing your responses.

We understand that these seizures can have a significant impact on the wider quality of life for
individuals living with them and general functioning however there are already general measures that
aim to assess this.

BEFORE A SEIZURE

Thinking about the period immediately before a seizure ..

For each item, please indicate on the scale how relevant you think it is to include on a
questionnaire that will assess the severity of a Functional / Dissociative Seizure.

Meither

Relevant

Extremely nor Extremely
Irrelevant Irrelevant Relevant
0 1 2 3 4 5 6 7 8 9 10

1. I have felt anxious or scared

O

waiting for a seizure to happen.

2. | have struggled to cops
before experiencing a seizure.

3. I have no control over when
my seizures are going to

happen.

4 My seizures have been

unpredictable

5. My seizures seem to come on
from nowhere.

6. | have been unable to relax in

O O O O O O
O O O O O O
O O O O O O
O O O O O O
O O O O O O
O O O O O O
O O O O O O
O O O O O O
O O O O O O
O O O O O O
O O O O O

the build up towards my

seizures.
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7. | have felt tired or fatigued in
the build up towards my
Seizures.

8. | have experienced physical
symptoms in the build up
towards my seizure (2.g. unable
to move, visual / hearing
difficulties. pain, uncontrellable
physical movements)

9.1 have experienced disfressing
emotions in the build up fowards
my seizures.

10. | have felt overwhelmed in
the build up to my seizures.

11. I have felt threatened in the
build up te my seizures.

12. | have struggled to get my
words cut in the build up fowards
my seizures.

13. | have lost control of my
breathing in the fime before my

Seizures.

14. | have felt oversensitive
before a seizure (e.g. to sounds,
=smells, light, efc.)

15. Before my seizures, | have
negative thoughts about myself
related to experiencing a
seizure.

O O O O

O

o O O O

O

O O O O

O

o O O O

O

o O O O
o O O O

O
O
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BEFORE A SEIZURE

Thinking about the period immediately before a seizure...

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional / Dissociative Seizure.

1. | know what triggers my

seizures

2. My awareness of seizure
triggers has allowed me to cope
better with my seizures.

3. | have felt to blame for

triggering my seizures.

4. | have had warning signs
before my seizures.

5. I've had enough warning to
make myself safe before my

seizures

6. Being aware of my seizure
warning signs has helped me to
cope better with my seizures.

o O

O

O

Neithar
Relevant
Extremety nor
Imrelevant Irrelevant
0 1 2 3 4 5 6 7 ] 9

O

O O O O O
O O O O O
O O O O O
O O O O O
O O O O

O O O O O
O O O O O
O O O O O
O O O O O
O O O O

O
O
O
O
O
O
O
O
O
O

Optional space for you to tell us why you think these items should or should not be included

in the questionnaire (this will be shared with other participants anonymously before ranking items in

the next round)

BEFORE A SEIZURE

Are there any other questions related to the period immediately before a seizure you feel

should be considered to assess seizure severity? (Skip to the next page if Mo).

Extremely

Relevant

10

O
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DURING A SEIZURE

Thinking about the period during a seizure. ..

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional / Dissociative Seizure.

Maithar
Relzvant
Extramaly nar
Irrelevant Irrelzvant
0 1 2 3 4 5 6

1. I have had no control of my

O
O

body during my seizures.

2. I have experienced pain
during my seizures.

3. | have been injured during my
seizures.

4. | have struggled to breathe

during my seizures.
5. | have experienced involuntary
physical movements during my

Seizures.

6. | have experienced contortion

or stiffness during my seizures.

7. | have experienced weakness
in my body during my seizures.

§. During my seizures, | have
become completely paralysed.

9. During my seizures, a part of
my body has become paralysed.

10. During my seizures, | have

wet myself.

11. During my seizures, | have

O o O 0 0o O O O O O

o o o o 0 o0 O O O O O
o o o o O O O O O O O
O o o 0o 0o O O O O O O
O o o 0o oo O O O O O
O o O O 0o O O O O O

O o o 0o oo O O O O O

lost bowel control.
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12. | have not been able to see
anything during my seizures.

13. | have not been able to hear

anything during my seizures.

14. | have had difficulty speaking
during my seizures.

15. | have experenced seizures
in which | suddenly drop to the

O O O O
o O O O
O O O O
o O O O
o O O O
o O O O
o O O O
o O O O
o O O O
O O O O
o O O O

floor.

16. | have experenced
hypersensitivity during a seizure
{e.g. to sounds, smells, light,

O
O
O
O
O
O
O
O
O
O
O

efc)

17. | have experenced hypo-

sensitivity during a seizurs (2.9 O O O O O O O O O O O

to sounds, smells, light, efc.)

Optional space for you to tell us why you think these items should or should not be included
in the questionnaire (this will be shared with other participants anonymously before ranking items in
the next round).

*

DURING A SEIZURE

Thinking about the period during a seizure. ..

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional / Dissociative Seizure.

Neither
Relzyznt
Extremsly nor Exremaly
Irrzlevant Irrelevant Relayant
0 1 2 3 4 5 6 T 8 9 10

1. | have had distressing

emotions during my seizures O
{guch as fear, anger, or

sadness).

O
@)
@)
O

O

O
@)
O
O

O

2. | have felt embamrassed during

my seizures.

3. | have felt helpless during my
Seizures.

4. | have felt like | am losing my
mind during my seizures.

5. During my seizures, | have

o O O O
o O O O
o O O O
o O O O
o O O O
o O O O
o O O O
o O O O
o O O O
o O O O
O O O O

panicked they were never going
to end.

6. During my seizures, | have
panicked that my seizure would

@)
O
@)
@)
O
O
O
@)
O
O
O

get worse.

7.1 have had disiressing

O
O
O
O
O
O
O
O
O
O
O

thoughts during my seizures.
4. | have had thoughis about

wanting my life to end or felt
suicidal during a seizure.
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DURING A SEIZURE

Thinking about the period during a seizure...

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional / Dissociative Seizure.

Extramely

Imrelevant

1. I have lost awareness during O
my seizures.

2. 1 have been completely O
unconscious during my seizures.

3. During my seizures, | have felt
like | am on the outside of my O
own body.

4. During my seizures, | have felt
like the world around me is not O
real or like | am in a dream.

5. | have been aware of what is
going on arcund me during my O

seizures.

6. | am unable to respond to
things happening arcund me O
during my seizures.

Neither

Relevant

1 2 3 4 5

o O O

o O O

o O O

o O O
O

O
O
O
O
O

o O O

O

O O O

O

Optional space for you to tell us why you think these items should or should not be included

in the questionnaire (this will be summarised and shared with other participants anonymously

before ranking items in the next round).
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DURING A SEIZURE

Thinking about the period during a seizure ...

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional / Dissociative Seizure.

Extramshy

Irrelevant

1. My seizures have happened in O
places where | do not feel safe.

2. | have not been able to stop
my seizures after they had
started.

3. | have made my seizures
worse when | have fried fo fight O
against them or stop them.

Meither
Relevant
nor Extramaly
Imrelevant Relevant
3 6 T & 9 10

O O O O O O

O O O O O O

o O O O O O

Optional space for you to tell us why you think these items should or should not be included

in the questionnaire (this will be summarised and shared with other participants anonymously

before ranking items in the next round).

DURING A SEIZURE

Are there any other questions related to the period during a seizure you feel should be

considered to assess seizure severity? (Skip to the next page if Ma).
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AFTER A SEIZURE

Thinking about the period immediately after a seizure...

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional | Dissociative Seizure.

Neither
Relevant
Extremsly naor
Irrelevant Irelevant
0 1 2 3 4 5 6

1. I have continued to
experience distressing physical
symptoms in the hours after my

O
O
O
O
O
O
O

seizures have ended (e.g.
shaking, paralysis, involuntary
movements, incentinence).

2. | have experienced pain in the
hours after my seizures.

3. | have taken a long time to
recover after my seizures.

4. | have been exhausied in the
hours after my seizures.

5. | have needed sleep in the
hours after my seizures.

6. My balance and coordination
have been affected in the hours

after my seizures.

7. | have had falls in the hours
after my seizures.

&. | have had difficulties with my
eyesight in the hours after my

seizures.

9. | have had hearing difficulties

c o O O O O O O
o O O O O O O O
c o O O O O O O
c o O O O O O O
o O O O O O O O
o O O O O O O O
o O O O O O O O

in the hours after my seizures.
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AFTER A SEIZURE

Thinking about the period immediately after a seizure. ..

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional / Dissociative Seizure.

Meithar
Relevant
Extremsly nor
Irrelevant Irrelzvant
0 1 2 3 4 5 6

1. I have felt confused in the
hours after my seizures.

2. I have had difficulties thinking
straight in the hours after my

seizures.

3. | have been disorientated in
the hours after my seizures.

4. | have felt "spaced out’ in the
hours after my seizures.

5. | have forgotten what has
happened during my seizures.

6. | have forgotten that | have
had a seizure.

7. 1 have not recognised people |
knowe after a seizure.

&. | have not always made the
best cheices for myself

o O O O O O O

o O O O O O O O
o O O o o O O O
o O O O O O O O
o O O O o O O O
o O O O O O O

o O O O O O O O

immediately after a seizure.

o O O O o O O O

Optional space for you to tell us why you think these items should or should not be included

in the questionnaire (this will be summarised and shared with other participants anonymously

before ranking items in the next round).
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AFTER A SEIZURE

Thinking about the period immediately after a seizure...

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional | Dissociative Seizure.

Meither
Relevant
Extramsly nor Excramaly
Irrzlzvant Irrzlevant Relevant
0 1 2 3 4 5 6 7 8 9 10

1. I have experienced

ovenwhelming emotions after my

seizures.

2. I have felt extremely low, sad,
or tearful after my seizures.

3. I have felt like the seizures
have 'won' in the hours after |
have had them.

4. | have felt stressed in the
hours after my seizures.

5. I have felt anxious or scared in
the hours after my seizures.

@. | have felt ashamed or

o O O O O O
o O O O O O
o O O O O O
o O O O O O
O O O O O O
o O O O O O
o O O O O O
o O O O O O
O O O O O O
o O O O O O

o O O O O

embarmrassed in the hours after
my seizures.

7. I have had negative thoughts
about myself soon after having a

O
O
O
O

seizure.

&. My seizures have made me
feal hopeless.

9. 1 have worried | would have
another seizure in the hours after

a seizure.

10. I have not felt in control of
my body’s emofional reaction in

the hours immediately after a O O O O O O O O O O O

seizure (e.g. | may be crying but
| de not feel sad).

11. My seizures have caused me

to panic immediately after | have O O O O O O O O O O O

had one.

12. | have struggled to cope in
the time after a seizure. O O O O O O O O O O O

Optional space for you to tell us why you think these items should or should not be included

in the questionnaire (this will be summarised and shared with other participants anonymously

before ranking items in the next round).
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" AFTER A SEIZURE

Thinking about the period immediately after a seizure...

Please indicate on the scale how relevant you think the item is to include on a questionnaire

that will assess the severity of a Functional / Dissociative Seizure.

1a. "After a seizure, | have been able to return to what | was doing within "X™

{with X" being replaced by “a reasonable amount of time”}

o o o o o o o 0O O

0 1 2 3 4 5 6 7 8
Extremely Meither
Irredevant Irrelelevant
nor
Relevant

*1b. If we included the question above, what would you think of as a “reasonable amount of

time" to ask? (e to replace X in the guestion above)

O Ten minutes
O One hour
O One day

Optional space for you to tell us why you think this item should or should not be included in
the questionnaire (this will be summarised and shared with other participants anonymously before

ranking items in the next round).

AFTER A SEIZURE

o O
9 10

Extremely

Relevant

Are there any other questions related to the period immediately after a seizure you feel should

be considered to assess seizure severity? (Skip to the next page if No).
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GENERAL SEIZURE BURDEN

Thinking about functional / dissociative seizures more generally...

For each item, please indicate on the scale how relevant you think it is to include on a

questionnaire that will assess the severity of a Functional | Dissociative Seizure.

[Meithar
Relzvant
Extramsly nor
Irrelevant Irrelzvant
0 1 2 3 4 5 6

1. I have aveided things | enjoy
to stop my seizures from

happening (e.q. lsaving the O O O O O O O

house, stopped usual / enjoyable
activities, isolated myself).

2. | have experienced clusters of
seizures (i.e. seizures close
together over one or several

O
O
O
@)
O
O
@)

days).

3. I have beenin and cut of a
seizure with full recovery in
between.

4.1 have been admitted to
hespital because of my seizures.

5. My seizures have been

distressing for me.

6. My seizures have been getfing
WOrse.

7. | have been expenencing
seizures that have been unusual
or changed.

8. | have struggled to cope in
between seizures.

9. | have felt able fo manage my
seizures.

o o O O O O O
o o O O O O O
o o O O O O O
o o O O O O O
O o O O O O O
o o O O O O O
o o O O O O O
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Exremely
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10. | have felt as though | cannot

keep living with these seizures.

11. The frequency of my seizures
is increasing.

12. The duration of my seizures
is increasing.

13. The time in between my

seizures is increasing.

14. The time it takes me to
recover from a seizure is
increasing.

15. My seizures have been
bothersome.

16. The seizures have negatively

impacted on my sleep.

17. The seizures have negatively
impacted on my diet.

18. The seizures have negatively

o o0 o o O O O O O
o o0 o o O O O O O
o o0 o o O O O O O
o o o o O O O O O
o o o o O O O O O
o o0 o o O O O O O
o o0 o o O O O O O
o o0 o o O O O O O

impacted en my relationships.

19. The seizures have negatively

impacted en my ability to fulfil my

O
O
O
O
O
O
O
O

rale (e g. parenting,
employment)

20. "How severe would you rate most seizures you have experienced?”

1) Mild

2) Moderate

3) Moderate-Severe

4) Severe

c o o o o o o o O

0 1 2 3 4 5 6 7 8
Extremaly Meithar
Irrebavant Irrele’zvant
naor
Relevant

Opticnal space for you to tell us why you think this item should or should not be included in
the questionnaire (this will be summarised and shared with other participants anonymously before

ranking items in the next round).
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GENERAL SEIZURE BURDEN

Are there any other questions related to general seizure burden you feel should be considered

to assess seizure severity? (Skip to the next page if No).

* ADDITIONAL SEIZURE MEASURES

Thinking about some additional questions to ask about functional / dissociative seizures severity...

For each item, please indicate on the scale how relevant you think it is to include on a

guestionnaire that will assess the severity of a Functional | Dissociative Seizure.

1. "How would you best describe the frequency of the seizures you experience?”
My seizures have been more common than one per day
Less common than one per day but more than one per week
Less commen than one per week buf more commen than one per month
Less commen than one per month but more commen than one per year

No seizures for the last year

o o o o o o o o o o O

0 1 2 3 4 5 6 7 8 9 10
Extremely either Extremely
Irrelevant Irrelelzvant Relevant

nor
Relgvant

*2. "How many seizures have you experienced over the last month?"

o o o o o o o o o o O

0 1 2 3 4 5 6 7 8 9 10
Extremely leithar Extremely
Irrelevant Irrelelzvant Relevant

nor
Relevant
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*3. "What is the most amount of seizures you have experienced in a single day?"

o O O O O
0 1 2 3 4

Sxtremely

Irrelevant

*4. "How long was your longest seizure?"

weeoe. sECON(S) f minute(s) [ hour(s)

o o o O O

0 1 2 3 4

Satremely

Irrelevant

*5. "When was the last time you had a seizure?"

. hour(s) / dayis) / week(s) / month(s) / year(s) ago

o o O O O

0 1 2 3 4

Sxtremely

Irrelevant

o O

5 6

Neither
Irrelelevant
nor

Relevant

o O

5 6

Neither
Irrelelevant
nor

Relgvant

o O

5 6

leither
Irrelzlzvant
nor

Relevant
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*6. "How long does it usually take you to recover after a seizure?”

o....... second(s) / minute(s) / hour(s) / day(s)

o o o o o o o o O

0 1 2 3 4 5 6 7 8
Extremely eithar
Irredevant Irrelelzvant
naor
Relgvant

*7. "What has been the longest gap between your seizures?”

o o o o o o o o O

0 1 2 3 4 5 6 7 8
Extremely eithar
Irredevant Irrelelevant
naor
Relgvant

Optional space for you to tell us why you think this item should or should not be included in
the questionnaire (this will be summarised and shared with other participants anenymously before

ranking items in the next round).
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*

ADDITIONAL SEIZURE MEASURES

Are there any other questions you feel should be considered to assess seizure severity? (Skip

to the next page if Mo).

Thinking about all of the items you have seen today, in what timeframe would it be helpful to

ask these questions about?

O A certain time frame such as "over the last two weeks' or "over the last month'
O A more general ime frame such as “these days"

O A more general fime frame guch ag “recently”
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Appendix K
Round One Delphi Feedback Document
Delphi Survey Round 1 Feedback

As you are aware, we aim to develop a self-report questionnaire (also known as a patient reported
outcome measure) that describes the current severity of an individual’s Functional / Dissociative
Seizures (FDS) from their perspective. This will be a measure related to the seizures themselves
(i.e. the period immediately before, during and after a seizure) as opposed to measuring the impact
of seizures on the patient’s wider quality of life or wellbeing (as there are already measures for this).

In Round 1, we asked you to rate a total of 116 items in terms of relevance. A total of 90
participants completed this process. The participants included individuals with lived experience of
FDS, caregivers and professionals. This is a fantastic response and we want to thank everyone who
took part!

We now aim further to reduce the number of items which will be included in the final
questionnaire so that we are ultimately left with a questionnaire that is short enough to be
used in clinical practice. The final questionnaire should only include the items which are most
relevant to the assessment of FDS severity as determined by a consensus by those taking
part in this project.

As a result of your responses to Round 1 of the survey we have:

= Set aside 12 items because overall, people agreed that these were the most relevant items.
= Removed 16 items because overall, people agreed that these were the least relevant items.

In Round 2 we have a total of 88 items which continue to be candidates for inclusion. In order
to reduce this further, we want you to decide whether each item:

1) Should be included in the final questionnaire measuring FDS severity.
OR
2) Can be excluded from the final questionnaire measuring FDS severity.

Before you make your decision, we would like you to read the qualitative feedback on the
candidate items provided by participants in Round 1 of the Delphi survey. This is available on
the Qualtrics survey as you complete it but can also be seen in this document. This should
help you to consider other participants' perspectives. While not everyone’s written feedback is shown
below, please be assured that we have read all comments and sought to reflect all points raised in
our summaries. If we included all of the comments we received, this document would be four times
longer.

In addition to the qualitative feedback, we will share the participants’ ratings from Round 1 of the
Delphi process with you. We will show you the median rating and interquartile range for each of
the items. These are provided on the next page.

The median rating is the middle score of all participants for that particular item. You may recall that
items were rated from 0-10 on a Likert scale with 0 being the least and 10 the most relevant rating.
For example, the 12 items we have set aside achieved a medium of 10, with 10 representing most
relevant.
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The interquartile range (IQR) tells us how spread-out participants' scores were around the median.
A lower IQR indicates a high level of agreement between raters. A high IQR a broader range of
different views.

To summarise, a median as high as possible (10.00) and an IQR as low as possible (0.00)
indicated a high level of relevance and complete agreement between participants. As the
median decreases this suggests the item may be less relevant. As the IQR increases, this
suggests there is less agreement amongst participants about whether this item is relevant or
irrelevant.

Scores and Feedback from Round 1

Please note, some of these items may have been slightly reworded based on feedback from the previous
round.

Before a Seizure

Items Median IQR
1. I have felt anxious or scared waiting for a seizure to happen. 8.00 3.00
2. My seizures have been unpredictable. 9.00 3.00
3. My seizures seem to come on from nowhere. 8.00 4.00
4. | h_ave been unable to find ways to relax when | feel that | might have a 8.00 4.00
seizure.
5. | have felt tired or fatigued in the build up towards my seizures. 8.00 3.00
6. | have experienced physical symptoms in the build up towards my seizure
(e.g. unable to move, visual / hearing difficulties, pain, uncontrollable physical 9.00 2.00
movements).
7. | have experienced distressing emotions in the build up towards my seizures. 8.00 4.00
8. | have felt overwhelmed in the build up to my seizures. 8.00 3.25
. | have struggled to get my words out in the build up towards my seizure. 8.00 4.00
10. I experience increased sensitivity before a seizure (e.g. to sounds, smells,
light, etc.). 8.00 3.00

In the box below is some of the written feedback summarised from participants.

‘Why are items relevant’ ‘Why are items not relevant’

The items are related to treatment. Five participants felt some of the items may be
important and relevant to characterise a
seizure but may not be relevant to assess

Two participants mentioned how the items help | s€izure severity.
to understand the condition and support
insight. One participant said this could help
improve control of seizures. Two participants suggested some of the items
were similar. When this is the case, it was
suggested items could be combined, or

One participant felt the items were extremely | Preferred items selected.

relevant and they had noticed a pattern to their
FDS involving sounds, light, overload in pain,
and the unpredictability of the events. One participant said they do not generally feel
pre-seizure questions should be part of the
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One participant talked about how for some
people, seizures can be linked to emotional
distress but in her daughter’s case, they were
directly linked to pain levels.

One person thought Item 2 is relevant to guide
treatment decisions.

One participant felt Iltem 6 included a lot of
different aspects that would affect severity very
differently.

Another person thought Item 9 was extremely
relevant and often missed.

One participant stated they particularly liked
items on fear of having a seizure, lack of
control, and unpredictability. Symptoms of
hypersensitivity, panic, and other physical
symptoms were described as
important/relevant as well.

questionnaire unless the symptoms
themselves are disabling.

One participant felt some of the items were not
relevant to this period as they would occur
within a longer time scale.

One person explained Item 1 may suggest an
individual has control of when their seizure is
coming and could sound blaming.

Two participants felt ltem 3 was similar to
another item (‘| have no control of when my
seizures are going to happen’ - this item is
among those previously rated as highly
relevant with low levels of disagreement, so it
has already been set aside for inclusion in the
final questionnaire).

Triggers / Warning Signs

Items Median IQR

1. I know what triggers my seizures. 8.00 4.00

2. My awareness of seizure triggers has allowed me to cope better with my 8.00 4.00
seizures. ) )

3. | have had warning signs before my seizures. 8.00 4.00

4. [I've had enough warning to make myself safe before my seizures. 8.00 5.00

5. Being aware of my seizure warning signs has helped me to cope better with 8.50 4.00
my seizures. ' '

In the box below is some of the written feedback summarised from participants.

‘Why are items relevant’

‘Why are items not relevant’

One participant felt these are important
questions as the answers may support ways a
person’s safety could be improved. Similarly,
another participant felt understanding triggers
/ warning signs allowed them to take
themselves out of a situation.

Two participants talked about how for some
people, seizures feel unpredictable and
random so these questions do not feel
relevant.

Two participants felt that many people do not
recognise warning signs or a build-up of
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Four participants mentioned it can be helpful
to identify potential triggers as this can help
individuals to understand their seizures better
and potentially help to manage them.

Two participants felt these may help people to
feel more in control of their seizures.

One participant described how the main
difference between their epileptic seizures and
FDS is she knows when a seizure is imminent.

physical or emotional symptoms before a
seizure.

One person explained seizure triggers and
warning signs can change which makes it
difficult to understand them.

Four participants said these questions may be
useful but their relevance to severity of
seizures is indirect. It may be likely that more
warning signs suggest someone is better able
to manage them. Similarly, another participant
talked about how warning signs can affect
individuals positively or negatively. Warning
signs before a seizure might add to the overall
discomfort of having a seizure but can also be
experienced as a seizure not being as bad as
one that comes from nowhere and leaves no
time for preparations.

One participant felt these questions were
different ways of asking the same thing and
one question about awareness of triggers and
warning signs may be more useful.

One participant felt questions should be
excluded if they ask about how often the
triggers are the same and if different triggers
mean different styles of seizure.

During a Seizure

During a Seizure — Section 1

ltems Median IQR
1. | have experienced physical pain during my seizures. 9.00 4.00
2. | have been injured during my seizures. 9.00 3.00
3. I have struggled to breathe during my seizures. 9.00 2.00
4. | have experienced weakness in my body during my seizures. 10.00 3.00
5. During seizures, | have become completely paralysed. 9.00 3.00
6. During seizures, a part of my body has become paralysed. 9.00 4.00
7. During seizures, | have lost control of my bladder. 8.00 5.00
8. | have not been able to see anything during my seizures. 8.00 5.00
9. | have experienced seizures in which | suddenly drop to the floor. 9.00 4.00
10. | have felt highly sensitive during a seizure (e.g. to sounds, smells, light, 9.00 3.00

etc.)
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etc.)

11. I have felt under sensitive during a seizure (e.g. to sounds, smells, light,

8.00 5.00

In the box below is some of the written feedback summarised from participants.

‘Why are items relevant’

‘Why are items not relevant’

One person said items 5 and 6 could be
grouped.

One participant thought this gives a clear
picture of what a person does during a
seizure.

Another said these symptoms are extremely
relevant to how severe seizures are.

One participant felt a number of these items
may be relevant to the intensity of seizures
but was uncertain they explicitly addressed
seizure severity. Similarly, another participant
felt they were characteristics of a seizure but
did not relate to severity.

During a Seizure — Section 2

Items Median IQR

1. | have had distressing emotions during my seizures (such as fear, anger,
or sadness). 8.00 4.00
2. | have felt embarrassed during my seizures. 8.00 4.00
3. | have felt helpless during my seizures. 10.00 3.00
4. | have felt like | am losing my mind during my seizures. 8.00 4.00
5. During my seizures, | have panicked that they were never going to end. 8.00 5.00
6. During my seizures, | have panicked that my seizure would get worse. 8.00 5.00
7. | have had distressing thoughts during my seizures. 8.00 3.75

In the box below is some of the written feedback summarised from participants.

‘Why are items relevant’

‘Irrelevant’

One participant described how these feelings
and thoughts can impact the severity and
duration of a seizure.

It was suggested these items may indicate
how to support a person as part of their care
plan.

One participant said these questions are not
commonly asked and felt containing.

Four participants suggested some of these
items may not be specifically relevant to the
severity of a seizure.

One thought Item 7 may be too broad for
people to identify with and could be reworded.

Another said Item 5 and 6 could be combined.

During a Seizure — Section 3
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Items Median IQR
1. | have lost awareness during my seizures. 9.50 3.00
2. | have been completely unconscious during my seizures. 9.00 4.00
3. During my seizures, | have felt like | am disconnected from or on the
. 9.00 3.00
outside of my own body.
4. During my seizures, | have felt like the world around me is not real or like |
. 8.00 4.00
am in a dream.
5. | have been aware of what is going on around me during my seizures. 10.00 2.75
In the box below is some of the written feedback summarised from participants.
‘Why are items relevant’ ‘Why are items not relevant’
Several participants wrote about how they
agreed these items were directly relevant to
seizure severity. It was also talked about how
seizures can be severe both when a person is
aware versus not aware for different reasons.
During a Seizure — Section 4
Items Median IQR
1. My seizures have happened in places where | do not feel safe. 9.00 4.00
2. | have made my seizures worse when | have tried to fight against them or
8.50 4.00
stop them.

In the box below is some of the written feedback summarised from participants.

‘Why are items relevant’

‘Why are items not relevant’

One participant described how having a
seizure in an unsafe place can make you feel
worse which in turn can heighten or lengthen
a seizure.

One participant described how they have
stopped a seizure on one occasion with
distraction techniques but this came back
worse later on.

Four participants suggested these are
important but not necessarily related to
seizure severity.

Another person explained that these items
may suggest an individual can control their
seizures.

One person said Item 2 may be blaming
towards individuals.

Finally, one said item 2 could be reworded to
take the blame off the individual.
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After a Seizure

After a Seizure — Section 1

Items Median IQR
1. | have experienced pain in the hours after my seizures. 9.00 3.00
2. | have taken a long time to recover after my seizures. 9.00 2.00
3. | have needed to sleep in the hours after my seizures. 9.00 2.00
4. My balance and coordination have been affected in the hours after my 9.50 200

seizures.

5. | have had difficulties with my eyesight in the hours after my seizures. 8.00 5.00
6. | have had speech difficulties in the hours after my seizures. 9.00 3.00
7. | have been injured during a seizure but have not needed medical 8.00 5.00

attention.

In the box below is some of the written feedback summarised from participants.

‘Why are items relevant’ ‘Why are items not relevant’

Item 3 may be a duplication of another item I
have been exhausted in the hours after my
seizure’ (the latter item was included in the
previous round as the majority of participants
agreed it was highly relevant).

After a Seizure — Section 2

Items Median IQR
1. I have felt confused in the hours after my seizures. 9.00 3.00
2. | have had difficulties thinking straight in the hours after my seizures. 9.00 3.00
3. | hgve been disorientated or not known where | was in the hours after my 9.00 3.00
seizures.
4. | have felt ‘spaced out’ in the hours after my seizures. 9.00 3.00
5. | have forgotten what has happened during my seizures. 8.00 4.00
6. | hgve not always made the best choices for myself immediately after a 7.00 5.95
seizure.
In the box below is some of the written feedback summarised from participants.
‘Why are items relevant’ ‘Why are items not relevant’

One participant thought ltem 1 and 2 could be | One person said item 6 may be too vague.

combined.

One participant felt these items may not be

Another explained that Items 1, 2 and 3 could | relevant to assess subjective seizure severity.

be combined.

After a Seizure — Section 3

Items Median IQR
1. | have experienced overwhelming emotions after my seizures. 9.00 3.00
2. | have felt extremely low, sad or tearful after my seizures. 9.00 3.00
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3. | have felt like the seizures have “won” in the hours after | have had them. 8.00 5.00
4. | have felt stressed in the hours after my seizures. 8.00 3.00
5. | have felt anxious or scared in the hours after my seizures. 9.00 3.00
6. | have felt ashamed or embarrassed in the hours after my seizures. 8.50 4.00
7. | have had negative thoughts about myself soon after having a seizure. 8.00 4.00
8. My seizures have made me feel hopeless. 8.00 3.25
9. | have worried | would have another seizure in the hours after a seizure. 8.00 4.00
10. | have not felt in control of my body’s emotional reaction in the hours

immediately after a seizure (for example, | may be crying but | do not feel 9.00 3.25

sad).
11. My ;eizures have caused me to panic or have a panic attack immediately

after | have had one. 8.00 4.00
12. | have struggled to cope in the time after a seizure. 8.00 4.00

In the box below is some of the written feedback summarised from participants.

‘Why are items relevant’

‘Why are items not relevant’

One person said these items may help to
assess and manage risk.

One person explained some of these items
could be combined to avoid repetition of
similar items. Item 1 may cover several other
items.

to outcome than severity of a seizure.

seizure severity.

One participant felt these items related more

One participant felt these items related more
to impact on quality of life as opposed to

After a Seizure — Section 4

Items Median IQR
1. After a seizure, | have been able to return to what | was doing within X time.
: : P . 8.00 4.00
(with X being replaced by “a reasonable amount of time”).

We asked you to replace “a reasonable amount of time” with a timeframe you felt was
appropriate. The majority of participants (60) voted for one hour.

General Seizure Burden

Items Median IQR

1. | have experienced clusters of seizures (i.e. seizures close together over
one or several days) 10.00 225
2. | have been in and out of seizures with full recovery in between. 8.00 5.00
3. | have been admitted to hospital as an emergency because of seizures. 10.00 3.00
4. My seizures have been distressing for me. 9.00 2.00
5. My seizures have been getting worse. 8.00 5.00
6. | have been experiencing seizures that have been unusual or changed. 8.00 4.00
7. | have struggled to cope in between seizures. 8.00 3.00
8. | have felt able to manage my seizures. 8.00 4.00
9. | have felt as though | cannot keep living with these seizures. 8.50 4.00
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10. My seizures are becoming more frequent. 8.00 5.00
11. My seizures are lasting longer than they used to. 8.00 4.00
12. The time in-between my seizures is increasing. 8.00 4.25
13. The time it takes me to recover from a seizure is increasing. 8.00 4.00
14. The seizures have had a negative impact on my sleep. 8.00 5.00
15. The seizures have had a negative impact on my diet. 8.00 3.00
16. The sgizures have had a negative impact on my ability to fulfil my role (e.g., 9.00 3.00
parenting, employment).
‘What are items relevant’ ‘Why are items not relevant’
Two participants felt it is unclear what is meant
by ltem 2.
One person explained item 3 is more related
to the response of others around you and may
not relate to seizure severity.
One said these questions give someone’s
perception of their seizures but may not
measure severity.
Additional Measures
Items Median IQR
1. How would you best describe the frequency of the seizures you
experience?
My seizures have been more common than one per day
Less common than one per day but more common than one per week 9.00 3.00
Less common than one per week but more common than one per month
Less common than one per month but more common than one per year
No seizures for the last year
2. How many seizures have you experienced over the last month? 9.00 3.00
3. What is the most amount of seizures you have experienced in a single day? 9.50 2.25
4. How long was your longest seizure? 9.50 2.00
5. When was the last time you had a seizure? 9.00 4.25
6. What has been the longest gap between your seizures? 9.00 4.00

‘Why are items relevant’

‘Why are items not relevant’

One person said Iltem 1 is excellent and
providing these categories will make the data
more reliable but | would also ask for more
detail.

you are asking.

One said Item 1 should be removed. It is hard
to read and make sense of. If I'd already
answered several other questions, | would
leave this out rather than try to work out what
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One participant felt the questions are relevant | One person said one measure of frequency
but very difficult to answer for someone who and one measure of duration would be more

has a lot of seizures. sufficient.
One said item 5 and Item 6 seem most One person felt the questions were
reliable. challenging to answer and perhaps not

: - relevant to this study.
All should be included as they indicate a

cluster or pattern of occurrence that can be
established over time.

General Comments

Generally, one participant felt there was not much difference between the phases before, during
and after a seizure because they are either building towards a seizure or having one.

Timeframe

We asked you to tell us what timeframe it would be helpful to ask all the above questions about.
The majority of participants (56) voted for a specific timeframe (e.g. in the past two weeks...).
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Appendix L
Round Two Delphi Survey

* Developing a Self-Report Questionnaire of Functional / Dissociative
Seizure Severity

Delphi Survey Round 2

As you are aware, we aim to develop a self-report questionnaire that describes the current severity of
an individual's Functional / Dissociative Seizures (FDS) from their perspective. This will be a measure
related to the seizures themselves (i.e. the period immediately before, during and after a seizure) as
opposed to measuring the impact of seizures on the patiant's wider quality of life or wellbeing (as

there are already measures for this).

We now aim further to reduce the number of items which will be included in the final questionnaire
so that we are ultimately left with a questionnaire that is short enough to be used in clinical practice.
The final questionnaire should only include the items which are most relevant to the
assessment of FDS severity as determined by a consensus by those taking part in this

project.

Before completing this survey, please use the box below to type in your unique 1D code that

was emailed to you:
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BEFORE A SEIZURE

For each item below. please select one of the following options:

{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures are
SEVEnE).
{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures are

SEverg).

Flease consider the comments of other parficipants before making your selection.

"Why are items relevant’

"Why are items not relevant’

The itemns are refaled to treatment.

Two parficpants mentioned how the itlems help o
understand the condifion and support insight. One
parlicipand said this could help imprave contral of

Seizures.

One participant Tedt the items were extremely relevant
and they had noticed & pattem to their FOS imvabving
sounds, light, overload in pain, and the unprediclability of

the pvents.

One participant laked aboul how far same peaple,
seizures can be linked 1o ermalional distress bul in her

daughler's case, they were directly inked to pain levels.

Ona parson thought llem 2 is refevant to guide iresiment

decisions

One participant Telt llem & included a lot of different

aspects that would affect severity very differenily.

Anolher parson thought liem 9 was exdremedy rebevant

and aften missed

One parlicipant siaxted they partioularly liked iteres on fear
af hawing a seizure, ludk of control, and unpredictability.
Symmtams of hypersensitvity, panic, and ather physical

symploms were described @s importantmelevant as well.

Fiver participants fell some of the ilems may be impartnt
and meleyvant 1o charactenss 3 seiaure bul may not b

relevant Io assess seirure severity,

Two participants suggeslsd some of the ilems were
similar. When this iz the case, it was sugpested fems

could be combined, or prederred ilems selecied.

Ornex participant said they do not genemlly feel pre
seizune guestions should be part of the questionnaine

unless the symptoms themsales are disasbling.

Onex participant fel some of the dems weee not relevant
Io this period as they woukd occur within a longer ime

scale.

One person axplained llem 1 may sugpest an individual
has control of when ther ssizure is coming and could

sound blaming.

Two participants felf lbem 3 was similar to another dem O
have no control of when my seizures are going o
happen’ - this item is amang those previoushy rabed =<
highly relevant with low levels of disagreemesnt, =o il has
already been sed a=de Tor inclusion in the fnal

guesSonnaire ).

Fiease nofe, we wand you o congider whether you feel the ifem explicitly measures seventy of
zeizures. Some of the iteme may be important in descrbing FDE but may nof neceszzanly be refevant
to sezezs how severe seizures are. If you feel the item iz important to descnbe 8 seizure but does nof

make if more or less severe, plesse select option 2 'van be excluded’
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1. | have felt anxious or
scared waiting for a
seizure to happen.

2. My seizures have been
unpredictable.

3. My seizures seem to
come on from nowhere.

4. | have been unable to
find ways to relax in the
build up towards my
Selzures.

5. | have felt tired or
fatigued in the build up
towards my seizures.

6. | have experienced
phiysical symptoms in
the build up towards my
seizure (2.g. unable to
maove, visual / hearing
difficulties, pain,
unconirollable physical
maovements)

7. | have experienced
distressing emotions in
the build up towards my
seizures.

8. | have felt
overwhelmed in the
build up to my seizures.

3. | have struggled to get
my words out in the
build up towards my
SeIZUres.

10. | have experienced
increased sensitivity
before a seizure (e.g. to
sounds, smells, light. etc.}

{1} Should be included in my view
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TRIGGERS & WARNING SIGNS

For each item, please select one of the following options:

{1} Should be included in my view (i.e. the item is relevant in indicating whether seizures ars

severa)

{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures are

severa)

Flease consider the commenis of other parficipants before making your selection.

“‘Why are items relevant’

“‘Why are items not relevant’

Oiner parrticipant felt these ane important guestions os e
anmwers may support ways a persaon's safety could be
impraved. Similarly, another paricpant felt under=tanding
triggers / warning signs alowed them to take themselves

aut of @ situalion.

Four participants mentioned il can be helpful to identify
potenlial ripgers as this can help individuals o
under=tand thedr =eizures belber and polentialy help o

manage thermn.

Two participants felt these may help people to feel mane

in control af their seizues.

Oine participant described how the main differenoe
between their apileplic seizures and FOS is she knows

when & seizune is imminent

Two participants talked abawt how for some peaple,
seizures foel unprediclable and random o thess

guesions do mat feal relevant.

Two participants feit that many pecplke do not recognise:
warning signs ar a build-up of physical ar emolional

symglams before a seizure.

One person explained seizure riggers and warning signs

can change which makes it difficult io understand them.

Four particpanis. said these guesSons may be useld but
thezir relevanoe o severily of seizures is indirecl 1L may
b liely that more warning =gns suggesl someans is
belter able to manage them. Similarly, another participant
lalked aboul how waming sipns can affect individuals
pasitively ar negalively. Waming signs before a seizure
might add to the overall discomfort of having a seture
bul can also be experienced as a seioure not being as
bad as ane that comes from nowhere and leaves no lime
for preparations.

One pariicipant fel these queslions were dfferent ways
of a=zking the same thing and one question abaout
awareness of ipgers and waming signs may be more

usefid

O participant fel guestions should be exdwded if they
ask aboul how aften the riggers are the same and if

different tripgers mean different styles of seizure.

Flesze nofe, we wanf you fo consider whether you fieel the ifem explicitly messures zaverty of

seizures. Some of the items may be important in describing FDS but may nof necezzaniy be refevant

to szzess how severe seizures are. IF you feel the item iz imporiant to descnbe a seizure but does nof

make if more or less severe, plesse select option 2 'van be excluded’
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{1} Should be included in my view {2) Can be excluded in my view

1. I know what triggers
my Seizures. O O

2. My awareness of

seizure triggers has

allowed me to cope O O
better with my seizures.

3. 1 have had waming

signs before my O O

selzures.

4. I've had encugh

warning to make myself O O
safe before seizures.

5. Being aware of my
selzure warning signs
has helped me to cope O O

better with my seizures.

’ DURING A SEIZURE
SECTION 1

For each itern, please select one of the following options:
{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures are
sEvera)
{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures ars

severa)

Fiease consider the comments from other participants before making your selection.

“Why are items relevant’ “Why are items not relevant’

Ome participand f

umber of these fems may be
relevant lo the inlensily of seizuees bul was unceriain
Oine paricipant thaught this gives a clear picture of what | they explicilly addressed seizure sewverity. Simiary,
a person does during @ seizure. anciher paricipant fzil fey were charactenstics of a
seizure but did nol refale o severity.

Analher said these symploms are axtremaly relevant o

FIDW Seyens Seures are.

ezzanly be relevant

m iz imporiant fo degonbe a seizure but does nof

b r [ano oEn 1= oy f L " A A
Make I Mare oF /288 SelVens, fiesse 28/8Ci opion £ Can be axcluded
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1. | have experienced
physical pain during my
seizures.

2. | have been injured
during my seizures.

3. | have struggled to
breathe during my
SelzuUres.

4.1 have experienced
weakness in my body
during my seizures.

5. During seizures, |
have become completely
paralysed.

6. During seizures, a part
of my body has become
paralysed.

7. During seizures, |
have lost control of my
bladder.

8. | have not been able to
see anything during my
seizures.

9. | have experienced
seizures in which |
suddenly drop to the
floor.

10. I have felt highly
sensitive during a
seizure (2.g. io sounds,
smells, light, etc.}

11. I have felt under
sensitive during a
seizure (2.g. to sounds,
smells, light, et}

{1} Should be included in my view
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' DURI

NG A SEIZURE
SECTION 2

For each item, please select one of the following options:

(1) Should be included in my view (i.e. the item

severa)
{2) Can be excluded in my view [i.e

Severa)

Flease consider the commenis from oth

=3

relevant in indicating whether seizures are

. the itemn is not relevant in indicating whether seizures are

ar participants before making your selection.

Why are items relevant’

‘Why are items not relevant’

Oiner parlicipant described how these feeings and

:|'\'.ILg|".5 can il'll."\'.l:| e severty ano curabon afa

SRZUME

I wars sugpested these ftlems may indicate how ta

support & person as part of their care plan

{ine paarticipan

asked and fell containing

id Lhese guestions are nal cammonty

Four particdpants supgested some of these ilems may nal

be specifically relevant io the severity of 2 seizure

O thought ltem ¥ may be too broad far people o

idenlify with and could be reworded.

Anather said liem 5 and & could be combined.

whet

. we wanf you 1o co nEider

of the items may be import

to gz3ezs how Severs seizures are. li ¥

e e lact

make if more or lezz zevers, .'_':.'E"i ______ ci

{1} Shou

1. | have had distressing
emotions during my
seizures (such as fear
snger, or sadness).

2. | have felt
embarrassed during my
Selzures.

3. | have felt helpless
during my seizures.

4.1 have felt like | am
losing my mind during
my seizures.

5. During my seizures, |
have panicked that they
were never going to end.

8. During my seizures, |
have panicked that my
seizure would get worse.

7. | have had distressing
thoughts during my
seizures.

L Tesi

of

fer youw feel the ifam explicitly messures seventy of
ant in describing FOS but may not necezzaniy be refevant

i

the item iz imporiand to descnbe 3 seizure but does nof

option 2 'can be excluded

Id be included in my view

O
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DURING A SEIZURE
SECTION 3

For each item, please select one of the following oplions:

{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures are
severa)

{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures are

SEvera)

Flease consider the comments from other participants before making your selection.

‘Why are items relevant’ “‘Why are items not relevant’

ants wrobs aboul how e =] [hese

bems were drecily relevant o seszure saventy. Bwaes

ke smvere bath when

oW SELOUres

5 aware verses nob aware Tor different re

Fiease nofe, we want you o consider whether you feel the ifem expiicitly measures severity of

geizures. Some of the items may be imponant in dezcrbing FD5 but may nof necezeanly be refevant

to azzess how severe seizures are. If you feel the item iz imporiant to descnbe 3 seizure but does nof

ke it mare or lezs zevera. oles lact oot S oo vl
M3ke I Mare or 858 Severs, DIesss 2e/8Ch OpUan £ can ke ex

{1} Should be included in my view {2) Can be excluded in my view
1. 1 have lost awareness e Yy
during my seizures. e et
2.1 have been _ _
completely unconscious 2 )

during my seizures.

3. During my seizures, |

have felt like | am

disconnected from my |: :I |: :I
own body or on the

outside of my own body.

4. During my seizures, |

have felt like the world . .
around me is not real or e L
like 1 am in a dream.

5. | have been aware of
what is going on around i, :I (]
me during my seizures.

Mext page
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DURING A SEIZURE
SECTION 4

For each item, please select one of the following options:
{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures ars
sEvera)
{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures are

severa)

Flease consider the comments from other participants before making your selection.

Why are items relevant’ “Why are items not relevant’

{Oine parlicipan nis supgesied these ane impartant bt nat

bed how hasing a seizure in an Four part

ur=afe place can make you feel worse which in burn can neces=ariy related D seizume severity.

heighten or lenpthen a seizue.

Anather persan explain hal these ibems may suggest
Oine pariicipant described how they have siooped a an individual can candral their seioures:

seizure on one oocasion with distraction technigues bul
this came: back worse later on. Orne person said lem 2 may be blaming lowards

individuats.

Finally, one said ilem 2 could be rewarded to take the

blarme off the ndvidual.

Fiease nofe, we want you lo consider whether you feel the item expi

iy measures severty of

portant in describing FOS but may not necessanly be relevant

to az2ess how severe seizures are. If you feel the item iz imporfant fo descnbe a seizure but does nof

ke it mare ar lees zevems. nles lact ool % e -
Mare I Morg ori8ss Zevens, DIBsse 28/aCt JpUon £ Can ke ex

20

{1} Should be included in my view {2) Can be excluded in my view

1. My seizures have

happened in places O D

where | do not feel safe.

2. | have made my
seizures worse when |

have tried to fight O O

against them or stop
them.
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AFTER A SEIZURE
SECTION1

For each itern, please select one of the following opfions:

{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures are

severa)

{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures are

Severa)

“Why are items relevant’ “Why are items not relevant’

limm 3 may be a duplcation of anaother item 1 have been

exhausiad in the hours afler my seizune’ (e later ilem

was included in the previous round == the majority of

paricpants agreed il was highly relevant)

seizures. Some of the items may be important in descrbing FDS but may nof necezzanly be relevant

to gezess how severe seizures are. I you feel the item iz imporiant to descrabe 3 seizure but o

1. | have experienced
pain in the hours after
my Seizures.

2.1 have taken a long
time to recover after my
seizures.

3.1 have needed to sleep
in the howurs after my
seizures.

4. My balance and
coordination have been
affected in the hours
after my seizures.

5. | have had difficulties
with my eyesight in the
howurs after my seizures.

6. | have had speech
difficulties in the hours
after my seizures.

7.1 have been injured
during a seizure but
have not had to seek
medical attention.

[ X —— 1 o i kgt 11 Fme ~ i P T A —— (PCT R
Fleaze nofe, we wanf you fo consider whether you feel the ifem explicitly measures severty of

asze select aption 2 'tan be excluded’

{1} Should be included in my view

@)

O
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{2) Can be excluded in my view
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AFTER A SEIZURE
SECTION 2

For each itemn, please select one of the following oplions:
{1} Should be included in my view (i.e. the item is relevant in indicating whether seizures are
SEvera)
{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures ars

sevara)

Flease consider the comments from other participants before making your selection.

“Why are items relevant’ “Why are items not relevant’
Oine participant thought llem 1 and 2 could be combined Orne person =aid item & may be loo vague
Analher explained that lBems 1, 2 and 3 cowld be O participant fell thess iers may nod e relevant o
combined aszess subjective seizuore severily

Fiease nofe, we want you o consider whether you feel the ifem expiicitly measures severiy of
seizures. Some of the items may be imponant in dezcrbing FD5 but may nof neceszzanly be refevant
to azzess how severe seizures are. If you feel the item iz imporiant to descnbe 3 seizure but does nof

ke it mare or lezs zevera. oles lact oot 2 oo veludad®
MakKe I Mare oF 838 SEVers, Diesse B8/eCh JPUMN £ Can ke excluded

{1} Should be included in my view {2) Can be excluded in my view

1. I have felt confused in

the hours after my O O

selzures.

2.1 have had difficulties

thinking straight in the O O
hours after my seizures.

3.1 have been

disorientated in the O O

hours after my seizures.

4.1 have felt ‘spaced out’

in the howurs after my O O

selzures.

5. | have forgotten what

has happened during my O O
selzures.

6. | have not always
made the best choices O O

for myself immediately
after a seizure.

Mext page
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AFTER A SEIZURE
SECTION 2

For each itern, please select one of the following options:
{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures are
severa)
{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures ars

severa)

Please consider the comments from other participants before fo making your selection.

“Why are items relevant’ “Why are items not relevant’
Oine parson said these ilems may help o assess and Ome participant el these ilemrs mlated more 1o oulcome
manage risk. than seventy of & seizure.
Oine perrson explained some of thess items could be Orme participand el thess ilems relasted more 1o mpact on
cambined o avaid repelilion of similar ilems. ltem 1 may | guality of life & coposed to seizure severity.
ocaver several other ilems.

Flesze nofe, we wanf you fo consider whether you feel the ifem explicitly measures zaverty of
seizures. Some of the items may be important in descrbing FDS but may not necezzaniy be relevant
to gzzess how severe seizures are. If you feel the item iz imporfant fo descnbe a seizure but does nof

make if more or lezz severs, plesse select opbion 2 'can be excluded’
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1. I have experienced
overwhelming emotions
after my seizures.

2. | have felt extremely
low, sad or tearful after
my seizures.

3. | have felt like the
seizures have “won” in
the hours after | have
had them.

4. | have felt stressed in
the hours after my
selzures.

5. I have felt anxious or
scared in the hours after
my seizures.

8. | have felt ashamed or
embarrassed in the
hours after my seizures.

7.1 have had negative
thoughts about myself
soon after having a
seizure.

2. My seizures have
made me feel hopeless.

9. I have worried | would
hawve another seizure in
the hours after a seizure.

10. | have not felt in
control of my body’s
emotional reaction in the
hours immediately after
a seizure (for example, |
may be crying but | do not
feal sad).

11. My seizures have
caused me to panic or
hawve a panic attack
immediately after | have
had one.

12_ | have struggled to
cope in the time after a
selzure.

{1} Should be included in my view
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AFTER A SEIZURE
SECTION 4

Far each item, please select one of the following options:
(1} Should be included in my view (.2 the item is relevant in indicating whether seizures are
savers)
(2} Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures are

savers)

Fiz,

you fo consider whether you feel the item explicily meazures severiy of

S22 MOE, WEe Wan

zeizures. Some of the ifems may be imporfanf in describing FO'S buf may mot necessanly be relevant
fo azzezs how zevere seizures are. If you feel the ifem iz important fo dezoribe & seizure buf does not

maske it

more oF less severs, pleaze select opfion 2 ‘can be exciuded’

{1) Should be included in my view (2} Can be excluded in my view
1. After a seizure, | have
been able to return to
what | was doing within O O

one hour.

: GENERAL SEIZURE BURDEN

For each itemn, please select one of the following oplions:
{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures ars
sevara)
{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures ars

Sevars)

Flease consider the comments from other participants before making your selection.

‘What are items relevant’ ‘Why are items not relevant’

Two pariic

ants felt i is undear what is meant by Bem 2.
O person axplaned item 3 & more related (o e
respanse af athers anwnd you and may not relste o

spizune severity.

One said these questions give someane’s perception of

their seizunes but may not measure seveity.

Fiease nofe, we want you o congider whether you feel the ifem expiicitly measures severity of
geizures. Some of the items may be imponant in dezcrbing FD5 but may nof necezeanly be refevant
to azzess how severe seizures are. If you feel the item iz imporiant to descnbe 3 seizure but does nof

make if more or lezz severe, plesse select option 2 'can be excluded’
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1. | heree eEpariemesd
ohustare off solzunss |lo.
SEEUneS s ioagerimaar
D O OF S8Aearad D],

2.1 herew been In and out
of calzumc with full
ragovary In babassn.

& | herea bearn admithed
b hocphel ac an
BITENDBNCy becaucs of
o8 DUrBE-

£ My celzursc hees besn
dicimceing for me.

E. My calzunss hees besn
getting worcas.

E. | heree bean

pEparianoing caloorsc
that heres been wrosual
or changed.

7.1 herew cinaggied to
wope In between
ol Dot

B. | heria Talt sibis b
marage my celzures.

B | heraa Tatt me thowgh |
pannecd keep lving with
theca selzurac.

10, Ky calzurac are
bessoening mors
Treguant.

1. My calzurec ars
lacting longer thar ey
uead bo

1Z Tha time In-sabssan
my ealzures ¢
Increacing.

13. Tha time H takec ms
b resover from & celzuns
Ic Inoreacing.

14. The calursc have
hed a negsttes Impect o

iy Eleap.

1E. The calzursc have
hed a negattea Impect on
my dist

12, The calzurse havs
hed a negeths Imasst o
mry ab ity B0 Pl oy

role ji.g., merenting

ST L

{11 Ehoawld ba incloded In my vies

O
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ADDITIONAL MEASURES

For each itern, please select one of the following options:
{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures are
sEvara)
{2) Can be excluded in my view (i.e. the item is not relevant in indicating whether seizures are

sEverg)

Flease consider the comments from other participants before making your selection.

“‘Why are items relevant’ “‘Why are items not relevant’
Cine prrson said Bem 1 is excellent and praviding these O =aid lem 1 should be removed. L s hand o read
caleganies wil make the data more refizble but | would and make sense af. If I'd already answered several ather
also ask for more detai questions, | would leave this out rather than try Io work

oul what you are aking.
Oine participant felt the questions are relevant ot very
difficult io answer for someone who has @ ot of seizures, Orer person said ane measure of fequency and one
mezsure af duralion would be more sufficient.

One said item 5 and Bem 6 seem most relizble.

Al should be induded as they indicate a cluster aor One person felt the guestions wene chalkenging to answer

patlern of ooourrence tal can be establshed over Gme. and perhaps nat relevant (o this stedy.

Flesze nofe, we wanf you fo consider whether you fzel the ifem exp messures severty of

seizures. Some of the items may be important in descrbing FDS but may not necezzaniy be relevant
to gzzess how severe seizures are. If you feel the item iz imporfant fo descnbe a seizure but does nof

make if more or lezz severs, plesse select opbion 2 'can be excluded’

*1. "How would you best describe the frequency of the seizures you experience?”
My seinures hawe besn mare comman than one per day
Less comman than one per day bul mare comman than one per week
Less comman than one per week bul more comemaon than ane per manth
Lerss comman than one per manth but mere common than ane per year

Mo seizwres far he las) year

() (1) Should be included in my view

D (2) Can be excluded in my view.

*2. "How many seizures have you experienced over the last month?"

() (1) Should be includsd in my view

D (2) Can be excluded in my wview.
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*3. "What is the most amount of seizures you have experienced in a single day?"

P . .
I} (1) Should be included in my view

b,

i - .
L) (2) Can be excluded in my view.

*4. "How long was your longest seizure?"

........ second(s) / minute{s) ! hour{s)

Pt - .
{1 (1) Should be included in my view
L

.: :- (21 Can be excluded in my wview.

" 5. "When was the last time you had a seizure?"

....... hour(s) / day{s} / week(s) / month(s) { year(s) ago

Pt . .
I ) (1) Should be included in my view

L

Yy
- 1
P (2) Can be excluded in my view.

" 6. "What has been the longest gap between your seizures?”

Pt . .
|} (1) Should be included in my view

e N .
I ) (2)Can be excluded in my view.

L

Optional space for you to provide any further feedback about the items you have

ranked (please skip if you do not have anything else to add):
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NEW ITEMS

For each itemn, please select one of the following options:

{1) Should be included in my view (i.e. the item is relevant in indicating whether seizures ars
sevara)

(2) Can be excluded in my view [i.e. the itemn is not relevant in indicating whether seizures ars

severa).

Please note, we want you to consider whether you feel the item explicitly measures severity of
seizures. Some of the items may be important in describing FOS but may not necessarily be relevant
to assess how severe seizures are. If you feel the item is important to describe a seizure but does not

make it more or less severs, please selact option 2 'can be excludad’.
{1} Should be included in my view {2) Can be excluded in my view

1. | have difficulties with

my speech in the build D O
up to a seizure.

2. | become light-headed

and dizzy in the period

immediately before a O O
seizure.

3. | experience

headaches in the period

immediately before a D O
seizure.

4. | become

disorientated and

confused during the O O

onset of a seizure.

5. My seizures have had
a negative impact on my

senses, such as making D O
my eyesight or hearing

WOrse.

8. | have lost my appetite D O

because of my seizures.

7. | was able to take
measures to delay or
prevent a seizure.

8. | have felt nauseous
during a seizure.

9. | have needed support

from others to get the
seizures to stop or make D O
them less severe.
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10. 1 am unable to take
care of myself in the
hours after a seizure.

11. | have experienced
‘brain fog' after seizures.

12. | have experienced
feelings of relief after my
seizures.

13. | have experienced
migraines or headaches
after my seizures.

14. | have needed
support with intimate
care from someone else
during and after a
seizure.

16. My seizures have left
me with new
neurclogical symptoms
{such as weakness or
numbness) that have
persisted after the
SEiZUre Was oOver.

16. | have thought that |
might die during my
selzures.

7. During a seizure, |
have felt completely
“locked in”, so | could
not communicate with
the outside world.

18. | do not have any
recollection of what has
happened during my
seizures.

19. After a seizure, | have
been able to return to
what | was doing within
a reasonable time.
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" 20. "What has been the average duration of your seizures?"

........ second(s) ! minute{s) ! hour{s)

-

S . .
|} (1) Should be included in my view

{ :- [2) Can be excluded in my view.

b,

*21. On a scale of 0-100%:

®» \What percentage of your seizures have been severs? .
®» \What percentage of your seizures have been moderate? g
# \What percentage of your seizures have been mild? %

R % .
i) (1) Should be included in my view

b,

i .
I ) {2) Can be excluded in my view.

L

Dptional space for you to provide any feedback about the new items you have ranked (oleass

skip if you do not have anything else to add):
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" After listening to people's comments, we wonder whether the final guestionnaire could take

the form of three sections:
1. Section 1: A checklist of common symptoms people experience associated with their
SEizures.
2. Section 2: Alist of itemns that aim to assess the severity of seizures before, during and afier.

3. Section 3: Some items asking about the frequency and duration of seizures.

Please select your preference:

O ez |like this idea
O This ik could wark
O Ho, | da not ke thi
O | 2o nod sune

“Based on the question above, please tick all that apply.

I think the questiennaire should include:

D Saction 1: A checklist of commaon symploms people experience associaled with their seizures
I:' Saction 2: A kst of ilems that aim o assess the severity of seinures before, during and after

D Saction 3. Some ilems asking about the frequency and durstion of seiounes.

D | = nod sure.,

*What specific time frame do you think it would be helpful to ask individuals to answer these

questions about?

O I the past 7 days
O In the past wo weeks
O In thie past manth

Next page
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Appendix M
Round Two Delphi Feedback Document
Delphi Survey Round 2 Feedback

As you are aware, we aim to develop a self-report questionnaire (also known as a patient reported
outcome measure) that describes the current severity of an individual’s Functional / Dissociative
Seizures (FDS) from their perspective.

During Round 2, we showed you a total of 88 items and asked you to decide whether you thought
each item should be included or excluded for the final questionnaire. A total of 67 participants
completed this process including individuals with lived experience of FDS, caregivers, and
professionals. We again cannot thank you enough for this incredible response!

In Round 2, we asked you whether the questionnaire should take the form of three sections:

1) Section 1: FDS Symptom Checklist
2) Section 2: Items Measuring FDS Severity
3) Section 3: Duration and Frequency of FDS

A total of 65 participants agreed with this idea. With this in mind, we have developed a proposed
measure to hear your thoughts in Round 3, which will be the final round of collecting feedback.

Section 1 of the questionnaire includes a range of different FDS symptoms which may have an
impact on how distressing or disabling the seizures are for the individual. We have included all the
different symptoms which people have told us about throughout the Delphi process.

Section 2 of the questionnaire includes the items that relate specifically to measuring FDS
severity and which were ranked highly in Rounds 1 and 2 of this survey.

From Round 1, we included 12 items that had the highest medians and lowest
interquartile ranges (i.e. items which most participants agreed were highly relevant to
assess FDS severity).

From Round 2, we included 27 items that at least 75% of participants had agreed
should be included. We removed four items because it was not possible to rank them on
the severity scale, however, these are reflected in the symptom checklist.

Section 3 of the questionnaire includes open-ended items related to the frequency and duration of
FDS. We have included 6 items based on the same criteria as above (high levels of agreement in
Round 1 or Round 2).

We note that the majority of participants (45) said the time period we should ask the questions about
should be one month.

If you would like to review the inclusion and exclusion agreement percentages for the different items,
you can see them by following this link:

https://drive.google.com/file/d/10fuqU5331yEq-2HVMfGObRUrkp9NAN3w/view?usp=sharing

Round 3

In this final Round 3 of the Delphi process, we are aiming to produce a final raw version of a self-
report measure combining an FDS symptom checklist with two following questionnaires that allow
users to describe the severity and frequency of their FDS. The resulting measure will then be
subjected to further refinement and validation in a future study. Your tasks for Round 3 are:
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= In Section 1 - to tell us any additional symptoms likely to have an impact on the level of
distress or disability associated with FDS which you think we have missed and that you think
should be included on the checklist.

= In Section 2 — to decide which of the similar items is your preferred option. We are also
going to ask you how we should rate these items on the questionnaire. Following feedback
from Round 2, we have noticed that there are a small number of questions that may overlap
in what they are asking about. We are keen to reduce the number of questions in section
two of the questionnaire, which specifically aims to measure FDS severity. We think that this
will be important if we want the measure to be used in clinical and research settings in the
future. This is why we are therefore asking you to rate which of the questions you prefer.

Finally, we want you to tell us if you are happy with the emerging measure which has been
attached to this document on the next page.

END OF FEEDBACK DOCUMENT
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Appendix N
Draft Questionnaire (shared in Round 3 of Delphi)
FUNCTIONAL / DISSOCIATIVE SEIZURE SEVERITY QUESTIONNAIRE
SECTION ONE: Functional / Dissociative Seizure Symptom Checklist

Listed below are a range of symptoms that might be related to the period immediately before,
during, and immediately after functional / dissociative seizures. Thinking about your own
functional / dissociative seizures, tick if your seizures have had the following features in
the past month.

[ ] Seizure Warning Signs [ ] Seizure Triggers

oo doodnod

Symptoms:
Weakness [ ] Lossofbalance [ ] Dizziness [ ] Uncontrollable movements
Shakes [] Pain [ ] Tiredness [ ] Lost control of my body
Tics [] Aches [] Fatigue [ ] Drop attacks
Stiffness [] Injury [ ] Incontinence [ ] Cold and/or shivery
Contortion [] Falls [[] Nausea [ ] Hotand /or sweating
Tremors [] Paralysis [ ] Changesto appetite [ ] Visual difficulties
Tensing [ ] Migraines [ ] Speech difficulties [ ] Hearing difficulties
Unable to move [ ] Headaches [] Unable to speak [ ] Struggled to breath
Over sensitivity (to sounds, smells, light, etc.)
Under sensitivity (e.g. to sounds, smells, light, etc.)

Things | have done because of the seizures...

Pretended | am okay

OO

Done or said things without thinking

Avoided or stopped enjoyable activities [ | Needed an emergency admission to hospital
Struggled with day-to-day activities [ ] Struggled to make decisions
[ ] Taken along time to recover
Downplayed symptoms [ ] Tried to fight against the seizures
[]

Tried to stop the seizures

During my seizures (or just before / just after my seizures), | have experienced...

[ ] Negative thoughts about myself [ ] Memory loss or memory difficulties

[ ] Difficult or challenging thoughts [ ] Loss of awareness
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[ ] Worries about more seizures [ ] Brainfog

[ ] Worries the seizures will never stop

During my seizures (or just before / just after my seizures), | have felt...

[ ] Anxious [ ] Embarrassed [ ] Suicidal [] Happy

[ ] Scared [ ] Vulnerable [ ] Hopeless [ ] Excited

[ ] Threatened [ ] Unsafe [ ] Ashamed [ ] Relieved

[ ] Stressed [ ] Frustrated [ ] Defeated [ ] Disconnected from my body
[] Guilty [ ] Helpless [ ] Overwhelmed [ ] Like the world is notreal

[ ] Paranoid [ ] Panicky [ ] Confused [] Likelaminadream

[ ] Restless [] Tearful [ ] Disorientated [ ] Unable to respond

[ ] Worried [ ] Blamed

Any Features Not Listed:

SECTION TWO: Seizure Severity
Thinking about your functional / dissociative seizures in the past month...

Please rate on the scale how often you have experienced the symptom:

Item Never | Rarely | Sometimes . Often : Always
| have no control over when my seizures are going to
L. | happen o 1 2 3 4
I have experienced distressing symptoms in the build up
2. | towards my seizure (e.g. unable to move, visual / hearing 0 1 2 3 4
difficulties, pain, uncontrollable movements).
| have experienced increased sensitivity before a seizure
3. (e.g. to sounds, smells, light, etc.). 0 1 2 3 4
I have experienced distressing emotions in the build up
4. towards my seizures. 0 1 2 3 4
5. | I have struggled to breathe during my seizures. 0 1 2 3 4
6. | | have lost control of my body during my seizures. 0 1 2 3 4
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| have experienced involuntary movements during my
seizures.

| have experienced contortion or stiffness during my
seizures.

| have experienced weakness in my body during my
seizures.

10.

I have had difficulty speaking during my seizures.

11.

During seizures, | have wet myself.

12.

During seizures, a part of my body has become paralysed.

13.

During seizures, | have become completely paralysed.

14.

During a seizure, | have felt “locked in”, so | could not
communicate with the outside world.

15.

I am unable to respond to things happening around me
during my seizures.

16.

I have been unconscious during my seizures.

17.

| have lost awareness during my seizures.

18.

| have been injured during my seizures.

19.

| have experienced pain during my seizures.

20.

I have not been able to see anything during my seizures.

21.

| become disorientated and confused during the onset of a
seizure.

22.

During my seizures, | have felt like | am outside of my own
body.

23.

| have needed to sleep in the hours after my seizures.

24.

I have been exhausted in the hours after my seizures.

25.

| am unable to take care of myself in the hours after a
seizure.

26.

| have taken a long time to recover after my seizures.

27.

After a seizure, | have been able to return to what | was
doing within one hour.

28.

My balance and coordination have been affected in the
hours after my seizures.

29.

I have not been able to stop my seizures after they had
started.

30.

| have continued to experience distressing physical
symptoms in the hours after my seizures have ended (e.g.
shaking, paralysis, involuntary movements, incontinence).
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31.| | have experienced pain in the hours after my seizures. 1 2 3
32 | have experienced difficulties with my eyesight in the 1 2 3
‘| hours after my seizures.

| have had speech difficulties in the hours after my

33. seizures. 1 2 3
My seizures have left me with new neurological symptoms

34.| (such as weakness or numbness) that have persisted for 1 2 3
more than one day after the seizure was over.
| have experienced seizures in which | suddenly drop to

35. the floor. 1 2 3
The seizures have negatively impacted on my ability to

36. fulfil my role. 1 2 3
| have avoided things | enjoy to stop my seizures from

37.| happening (e.g. leaving the house, stopped usual / 1 2 3
enjoyable activities, isolated myself).

38.| My seizures have been bothersome. 1 2 3

On a scale of 0-100, please indicate the severity of your seizures in the last one
month:

100 means the most severe or the worst the seizures could have been.

0 means the least severe the seizures could have possibly been.

100 Most Severe

50

0 Least Severe
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SECTION THREE: Frequency and Duration

Thinking about your functional / dissociative seizures in the past month, please answer
the following questions to the best of your knowledge.

1. How would you best describe the frequency of the seizures you experience?
(Circle the most appropriate option)

per day

one per week

common than one per
month

1 2 3 4
My seizures have been | Less common than one | Less common than one | No seizures for the last
more common than one per day but more than per week but more month.

2. Approximately how many seizures have you experienced over the last month?

4. How long was your longest seizure?

5. How long does it usually take you to recover after a seizure?

second(s) / minute(s) / hour(s)

second(s) / minute(s) / hour(s) / day(s)

6. Have you experienced seizure clusters (i.e. seizures close together over one or

several days)? Yes/No

If ‘Yes’, approximately how many clusters of seizures have you experienced?

END OF QUESTIONNAIRE
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Appendix O
Round Three Delphi Survey

' Developing a Self-Report Questionnaire of Functional / Dissociative

Seizure Severity
Delphi Survey Round 3

As you 3re aware, we aim to develop a self-report questionnaire that describes the currant severnty of
an individual's Functional / Dissociative Seizures (FOS) from their perspective. This will be a measure
related to the seizures themselves (Le. the period immediately before, during and after a seizure) as
opposed to measuring the impact of seizures on the patient's wider quality of life or wellbeing (as

there are already measures for this).

In this final round, we are aiming to produce a final raw version of a self-report guestionnaire in thres
sections:

1} Section One: FOS Symptom Checklist

2} Section Two: hems Measuring FOS Severity

3} Section Three: Duration and Frequency of FOS

You will need to see the proposed questionnaire before completing Round 3. You can access
this wia the email we sent to you or by following this link:

https:/'drive.google. comfiledd’ 1 |paknnrTCm O] 3N vy dwRDESd U gzgzfiview Fusp=drive link

Before completing this survey, please use the box below to type in your unique |ID code that

was emailed to you:

Section One: Seizure Symptom Checklist

Before answering this section, please ensure you have reviewed the symptom checklist
proposed in the questionnmaire. If you have not already seen this, you can access the proposed
measure in the email we sent fo you or by following this link:

https:/'drive.google. comifile/d/ 1l paknr TCm O 3MNEA 'y dwRDEd Y UgzgzfiviewTusp=drive link

Use the box below to tell us any additional features of functional [ dissociative seizures you

think we have missed and should be included on the checklist {or if you have no additional

suggestions please skip to the next page):
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Section Two: Seizure Severity
We are keen fo reduce the number of items in section two of the questionnaire, which specifically
aims to measure FOS severity. We think that this will be important if we want the measure to be usead

in clinical and research settings in the future.

n this section, we have identified items which respondents in Rounds 1 and 2 agreed were highly
relevant to the measurement of seizure severity but, these items show so much owverlap, that one of
the presented options should be enough o capture the particular theme.

Please decide which option you prefer for each of the items.

FPlease choose which option you prefer to be included in the questionnaire:

O A_ Dwring seioures.

rt of mry body has become p

O B. Dwring seinures, | have beoome completely paratysed.

Flease choose which option you prefer to be included in the questionnaire:

O &_ Dwring & seizure | have felt Jocked in', so | could nol communicale with the outside warld.

I:::I B. | am unable o respand ta things happening arownd me during my ssizures.

Flease choose which option you prefer to be included in the questionnaire:

O A_ | hawe lost awarenes=s dunng my seizumes.

D B. | hanwer been unconscious during my seizures

FPlease choose which option you prefer to be included in the questionnaire:

O A_ | hawe taken a long lime o recover afier my ssizures.

O B. After a seizure | have not besn able to return 1o whal | was doing within ane hour.
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Flease choose which option you prefer to be included in the questionnaire:

IE::I A_ I'have had difficulty speaking during my seizures.
D B. | hawe had spesch dificulties in the hours afler my ssizees,

O C. | hawer had speech difficulties because of my seizures.

" Please choose which option you prefer to be included in the questionnaire:

O A_ | hawe experenced pain during my seizures.
D B. | hawe expenenced pan in the hours afler my seizores.

D C. | hawe experenced pain becawss of my seizures.

*Please choose which option you prefer to be included in the questionnaire:

D A_ | hawve been axhausied in the hours afler my seizwres.

D B. | hiwe needed o sken in the hours afler my seizwes,

*Please choose which option you prefer to be included in the questionnaire:

D AL | hane lost cantral of my body during my seizures.

D B. | hawe experenced nvaluntary movements during my seizures.

" Please choose which option you prefer to be included in the questionnaire.

A | have continued fo experence distressing sympioms in the howrs after my seizures have ended

{e.g. shaking, paralysis, involuntary mowements, incontinence).
B. | have experienced difficulties with my eyesight in the hours after my seizures.

C. | hawe continued to experience distressing symptoms in the hours after my seizures have ended

(e.g. shaking, paralysis, involuntary movements, incontinence, difficulies with eyesight).

D Include bath 'A" and "B as separade items.

D Include ootion "C' anly.
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* Section Two: Seizure SE'&"EF“'}'
We are keen fo reduce the number of items in section two of the questionnaire, which specifically
aims to measure FOS severity. We think that this will be important if we want the measure to be usad
in clinical and research settings in the future.

n this section, we want you to decide which of the similar #fems can be combined.

Please choose which option you prefer to be included in the questionnaire:

O A_ | become disorienialed and confused during the onset of a seizure.

O B. | hanver become disorientsted or confused because of my seizures

*Please choose which option you prefer to be included in the questionnaire:

O A&_ | hawe experenced distressing emotions in the build up Iowards my seizures.

O B. | hawe expenenced distressing emotions because of my seinures {such as fear, anger, ar sadness).

" Please choose which option you prefer to be included in the questionnaire:

O A_ | hawe falt highly sensitivity to sounds, smells, light, eic. before a seizure.

O B | hanwer fizll highly sensilive Io sounds, smels, light, elc. because of my seizunes.

" Please choose which option you prefer to be included in the questionnaire:

O A. | hawe not been able 1o see amything during my seioures

O B. | hawe not been able o see or hear anything during my seizunes

216



Please tell us which option you prefer:

Al

on a scale of 0100, please indicate the severity of your seizures in the last one month:
100 maans the most severe ar the worst the seizures could have been.

0 means the least severe the seizures could have pessibly bean.

—— 100 Most Sevara

0 Laast Savera

E}

On a scale of 0-100%, please indicate what percentage of your seizures have been:

Severe Moderate Mild

(For exampla... 10% of my salzuras over the last month have baen severe, 50% modarate and
40% mild)

D A) 2ne Thermometer
D B) Three Thermometers

D C) Do not include neither A nor B
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Section Two: Seizure Severity

W want this guestionnaire to be used in clinical and research settings in the future and so we want

to make sure there are not too many guestions.

Flease fell us approzimately how many questions you think is appropriate for "Section Twoa:

Seizure Severity’ of the gquastionnaire:

O Up ta a maximum af 15 questons /items

O 16 - 30 gueslions [ ikems

21 - 30 gueslions | items

40 gueslions [ ikems

o

O
O
O

Otherr: |

" As you will see on the questionnaire, we have proposed to rate each item on a scale, wars:

0 = Hever

1 = Rarely

2 = Sometimes
3 = Often

4 = Always

Please tell us what you think about ranking the items in this way:

() “es, | like this idea
O This idea could work

IC:I Mo | do not like this idea

O MNat sure

f you have any comments about how we are proposing to rank the items, please tell us in tha

box below (if not, skip to the next page):
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General Feedback
Finally, thinking about the questionnaire* as a whole:
Section One: Symptom Checklist
Section Two: Seizure Severity

Section Three: Duration and Frequency of FD 35
“Can e SCcessed vis the emall we sant

Are you happy with the questionnaire we have proposed at this stage?

7
I J Wesllke the guestionnaine

7
I Mol donot ke the guestionnaine

P
[ ) Don't Know ! Unsure
L

Use the box below to provide any further and final feedback about the questionnaire (if you have

nothing further to add, skip to the next page):
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Appendix P

Fourth Theme °...it’s a good idea but it’s going to be difficult’

[lustrative quotes are presented in Table P1. Two subthemes emerged: challenges to

overcome and clinical and research implications.

Challenges to overcome. Discussions emphasised the “subjectivity” and heterogeneity of
seizures with one participant stating “It’s subjective. What one person is having is not the same as
all”. Subjectivity also related to what is meant by severity (Q1) and differences in the seizures of
one person emphasised (Q2). One participant with FDS wondered how opposing concepts such as
“conscious” or “unconscious” would be represented when both can be severe. Similarly, one HCP
wondered how to “weight individual items” measuring severity. PwWLE worried that quantifying
severity could be used as a barrier against them accessing healthcare services for support (Q3). Both
groups emphasised the need to make sure that “clinical relevance” of a measure does not get “lost”
at the expense of quantifying seizure severity, and people are not “diluted or converged into boxes”.

Participants discussed the complexities of seizure frequency. It was felt for some, frequency
of seizures is an important part of severity (Q4). However, HCPs discussed that low seizure
frequency could be “misleading” as it may be due to “restricting their lives in lots of different
ways” having a “negative impact” more broadly (QS5). Difficulties were highlighted with “defining
what the episode is that we are talking about” in order to “count” seizures. Similarly to frequency,
seizure severity was discussed in relation to its contrasts with quality of life (Q6) and the need for a
measure to cover seizure impact more broadly (Q7).

HCPs agreed the measure needs to be concise for meaningful use with patients (Q8) and
considered the influence of completing this with a clinician (Q9). Somewhat similarly, participants
talked about the influence of a person’s ability to accurately recall their seizures (Q10). Related to

this, both groups proposed a “carer version” of the measure may be of value.
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Clinical and research implications. One HCP identified the value of understanding what
makes seizures “more or less severe”. Both groups suggested a questionnaire would provide a
“shared language™ for patients to articulate, and for professionals to understand, an individual’s
subjective experience of FDS (of which participants with FDS felt a “tick chart” of symptoms
would be beneficial to provide a “map of the seizure”). Healthcare professionals discussed how a
measure would provide a tangible means to show patients they believe their seizures are “real” and
would help to validate their experiences (Q11). Moreover, that this would help to “share consistent
information” amongst professionals. Both groups referred to “monitoring change” in seizures
overtime. Specifically, healthcare professionals identified “triaging” patients into treatment and

monitoring change to seizures in response, “service evaluation”, and “clinical trials
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Table P1

Quotes Representing the Fourth Subtheme

Theme

Subtheme

Quote
No.

Ilustrative Quotes

Participant

“...it’s a good
idea but it’s
going to be
difficult”

(Development of
a PROM)

Challenges to
overcome

Q1

Q2

Q3

Q4

Q5

Q6

Q7

“...severity for one person might not be severity for another ... [referred to another participant
rating their seizure] ...you only rated it a six. For somebody else, that might be the worst kind of
seizure they’ve ever had, so again, it goes back to the subjectivity”.

“I mean I’'m one person but | could say, one seizure could be different from the other. [Gives
examples of different types of seizure] ... it’s such a wide thing even just for me as one person, it’d
be very difficult to put that on a scale for everyone”.

“...1it’s so stigmatised anyway and we get so much push back about ... ‘this could just be in your
head’ and ‘there’s nothing measurable about it’. To then put something measurable in place opens
up the possibility for a doctor to say ‘actually we've done this test, this measurable test and you've
only come out at a two’ ... it could be another way another thing to use against us ...It could just be
my anxiety talking...”.

“...like my personal sort of measure of severity is how many do I have. If | just have one and then
I'm fine, then that's like a low-level seizure episode. If | have like four or five in a row over a
couple of hours, that's worse...but that’s not the severity of a seizure that’s the frequency.”

“...the measurement of seizure frequency can sometimes be misleading. There are a whole load of
things that some people end up doing to prevent a seizure happening but, they're then restricting
their lives in lots of different ways. So, the seizure frequency might be relatively low, but there
having to do lots of things which have a negative impact. Then there's also the sort of anticipatory
avoidance, anxious avoidance of doing things for fear that a seizure might happen, which again, has
an impact well beyond the actual frequency of seizures....”

“...for some people their symptoms can be relatively mild but it affects their life very, very
seriously, and for other people, you know for whatever circumstances... they can carry on for some
reason.

“...I agree that the measure would be really useful, but I think in terms of looking at outcomes, it's
important to look at a much wider range of outcomes because people's quality of life and other
factors can change massively even if the seizure level doesn't change that much. So, I think this is
really useful but in terms of outcomes, it's important to look at other things as well.”

LE3

LE2

LE3

LE4

HCP8

LE1

HCP2

Q8

“... the length of it ... in terms of how you want it to be used. Is it going to be something that's

quite short that someone will fill in a clinic space before they come and see you and you can then

go through it within the clinic space? So... there aren't that many questions on it cause obviously

you're quite time constrained. Or is it going to be a very long in-depth thing? Because, if they've

spent a lot of time trying to fill it out and then in a clinic environment you’re like ‘okay, lovely’ and
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Q9

Q10

you're skimming through it, that's going to be frustrating and demoralizing and reinforce that we're
not really listening because we haven't got the time...”

“... it does make a difference whether or not something that's going to be done by the clinician in
session or whether or it’s something they do separately. There are probably different benefits from
each ... in terms of consistency, does the clinician sort of guide people in how they answer
questions by explaining what's going on there? Or, is it something everyone's doing on their own so
their understanding of the questions is just based on what they’re reading? When clinicians get
involved in that process it can affect, what comes back as well...”

“...it surprised me when I started going to appointments with my husband just how different our
accounts of my seizures and things that | experienced were erm because yeah you don't see unless
somebody films you for medical purposes... I had no idea. I was going to appointments saying ‘oh
I probably have a couple of seizures a day’ my husband was like ‘Ten. Ten. You have at least ten.’

(laughs).”

HCP2

LE3

Clinical and
research
implications

Q11

“... taking time out to sit, and allow that person to talk through it, is, I suppose part of saying
actually you know “I believe you. You’re not faking it” that “you’re not making it up” and that “it
is important to you”.

HCP3
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Table Q1

Appendix Q

Round One Delphi Items and Sources

Item Development Sources

Delphi Survey No. Item Source
Section
1. I have felt anxious or scared waiting for a seizure to happen. Subtheme: Debilitating impact
Subtheme: Waves of emotion
2. | have struggled to cope before experiencing a seizure. Subtheme: Debilitating impact
Subtheme: Waves of emotion
3. I have had no control of when my seizures are about to happen. Theme: The seizures have control
4. My seizures have been unpredictable. Theme: The seizures have control
5. My seizures seem to come on from nowhere. Theme: The seizures have control
6. | have been unable to relax in the build up towards my seizures. Subtheme: Debilitating impact
7. | felt tired or fatigued in the build up towards my seizures. Subtheme: Debilitating impact
Immediately 8. Il experienced phy_sical symptoms _in _the t_)uild up towards my seizures _(e.g. Theme: Seizu_res are physically tough
before a unable to move, visual / hearing difficulties, pain, uncontrollable physical ~ Subtheme: Seizures take over the body
seizure movements): _ _ o _ _
9. I have experienced distressing emotions in the build up towards my Subtheme: Waves of emotion
seizures (such as feeling anxious, stressed, guilty, or paranoia)
10. I have felt overwhelmed in the build up towards my seizures. Subtheme: Waves of emotion
11. | have felt threatened in the build up towards my seizures. Subtheme: Waves of emotion
12. I have struggled to get my words out in the build up towards my seizures.  Subtheme: Silenced by the seizures
13. I have lost control of my breathing in the time before my seizures. Subtheme: Seizures take over the body
14. | have felt oversensitive before a seizure (e.g. to sounds, smells, light, Subtheme: Seizures take over the body
etc.).
15. Before my seizures, | have had negative thoughts about myself related to ~ Subtheme: Fighting back for control
experiencing a seizure. Subtheme: Lasting effects
16. | know what triggers my seizures. Subtheme: Fighting back for control
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17. My awareness of seizure triggers has allowed me to cope better with my Subtheme: Fighting back for control
seizures.
18. | have felt to blame for triggering my seizures. Subtheme: Fighting back for control
Warning LE Transcript
signs and 19. | have had warning signs before my seizures. Subtheme: Fighting back for control
triggers 20. | have had enough warning to make myself safe before my seizures Subtheme: Seizures in unsafe spaces
happen. Subtheme: Taking back control
21. Being aware of my seizure warning signs has helped me to cope better Subtheme: Taking back control
with my seizures.
22. | have had no control of my body during my seizures. Subtheme: Seizures take over the body
23. | have experienced pain during my seizures Theme: Seizures are physically tough
24. | have been injured during my seizures Subtheme: Seizures take over the body
Theme: Seizures are physically tough
25. | have struggled to breathe during my seizures. Subtheme: Seizures take over the body
Subtheme: Waves of emotion
26. | have experienced involuntary physical movements during my seizures. Subtheme: Seizures take over the body
Theme: Seizures are physically tough
27. | have experienced contortion or stiffness during my seizures. Subtheme: Seizures take over the body
Theme: Seizures are physically tough
28. | have experienced weakness in my body during my seizures. Subtheme: Seizures take over the body
During a _ _ Theme: Seizu_res are physically tough
; 29. During my seizures, | have become completely paralysed. Subtheme: Seizures take over the body
seizure e .
Theme: Seizures are physically tough
30. During my seizures, a part of my body has become paralysed. Subtheme: Seizures take over the body
Theme: Seizures are physically tough
31. During my seizures, | have wet myself. Subtheme: Seizures take over the body
Theme: Seizures are physically tough
32. During my seizures, | have lost bowel control. Subtheme: Seizures take over the body
Theme: Seizures are physically tough
33. | have not been able to see anything during my seizures. Subtheme: Seizures take over the body
Theme: Seizures are physically tough
34. | have not been able to hear anything during my seizures. Subtheme: Seizures take over the body
Theme: Seizures are physically tough
35. | have had difficulty speaking during my seizures. Subtheme: Seizures take over the body
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36.
37.

38.

39.

40.
41.

42.

43.

44,

45,

46.

47.

48.

| have experienced seizures in which | suddenly drop to the floor.

| have experienced hypersensitivity during a seizure (e.g. to sounds,
smells, light, etc.)

| have experienced hyposensitivity during a seizure (e.g. to sounds, smells,
light, etc.)

| have had distressing emotions during my seizures (such as fear, anger or
sadness).

| have felt embarrassed during my seizures.

| have felt helpless during my seizures.

| have felt like I am losing my mind during my seizures.

During my seizures, | have panicked they were never going to end.

During my seizures, | have panicked that my seizure would get worse.

| have had distressing thoughts during my seizures.

I have had thoughts about wanting my life to end or felt suicidal during a
seizure.
| have lost awareness during my seizures.

| have been completely unconscious during my seizures.

Theme: Seizures are physically tough
Subtheme: Seizures take over the body
Subtheme: Seizures take over the body

Subtheme: Seizures take over the body
Subtheme: Wave of emotions

Subtheme: Wave of emotions

Theme: Seizures have control
Subtheme: Silenced by the seizures
Subtheme: Seizures take over the body
Subtheme: Waves of emotion
Subtheme: Seizures in unsafe spaces
Systematic review

Subtheme: Seizures take over the body
Subtheme: Waves of emotion

Subtheme: Unpredictability

Theme: Seizure has control

Subtheme: Wave of emotions

Subtheme: Lasting effects

Subtheme: Unpredictability

Theme: Seizure has control

Subtheme: Silenced by the seizures
Subtheme: Seizures leave the mark
Reference to specific examples of thoughts in
LE focus group.

Subtheme 6: Intense emotions

Reference to specific thoughts in LE focus group
Subtheme: Silenced by the seizures

Theme: Seizure takes control

Subtheme: Silenced by the seizures
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49. During my seizures, | have felt like | am on the outside of my own body.  Systematic Review
LE and HCP Transcripts
50. During my seizures, | have felt like the world around me is not real or | Systematic Review
am in a dream. LE and HCP Transcripts
51. I have been aware of what is going on around me during my seizures. Subtheme: Silenced by the seizures
52. | have been unable to respond to things happening around me during my Subtheme: Silenced by the seizures
seizures.
53. My seizures have occurred in places where | do not feel safe. Subtheme: Unpredictability
Subtheme: Debilitating Impact
54. 1 have not been able to stop my seizures after they had started. Theme: Seizure has control
Subtheme: Unpredictability
55. | have made my seizures worse when | have tried to fight against them or ~ Subtheme: Fighting back for control
stop them.
Immediately 56. | have continued to experience distressing physical symptoms in the hours after ~ Subtheme: Lasting effects
after a seizure my seizures have ended (e.g. shaking, paralysis, involuntary movements,
incontinence).
57. | have experienced pain in the hours after my seizures. Theme: Seizures leave their mark
Theme: Physically tough
58. | have taken a long time to recover after my seizures. Theme: Seizures leave their mark
Theme: Physically tough
59. | have been exhausted in the hours after my seizures. Theme: Seizures leave their mark
Theme: Physically tough
60. | have needed sleep in the hours after my seizures. Theme: Seizures leave their mark
Theme: Physically tough
61. My balance and coordination have been affected in the hours after my Theme: Seizures leave their mark
seizures.
62. | have had falls in the hours after my seizures. Theme: Seizures leave their mark
Theme: Physically tough
63. | have had difficulty with my eyesight in the hours after my seizures. Theme: Seizures leave their mark
Theme: Physically tough
64. | have had hearing difficulties in the hours after my seizures. Theme: Seizures leave their mark
Theme: Physically tough
65. | have had speech difficulties in the hours after my seizures. Theme: Seizures leave their mark

Theme: Physically tough
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66.
67.
68.
69.
70.
71.
72.
73.
74.
75.
76.
77.

78.
79.

80.

81.

82.

83.

84.

85.

86.
87.

I have injured myself so badly during a seizure that | have had to seek
medical attention.
| have injured myself during a seizure but not had to seek medical

attention.
| have felt confused in the hours after my seizures.

| have had difficulties thinking straight in the hours after my seizures.

| have been disorientated in the hours after my seizures.

I have felt ‘spaced out’ in the hours after my seizures.

| have forgotten what has happened during my seizures.

| have forgotten that | have had a seizure.

| have not recognised people | know after a seizure.

| have not always made the best choices for myself immediately after a
seizure.

| have experienced overwhelming emotions after my seizures.

| have felt extremely low, sad or tearful after my seizures.

| have felt like the seizures have ‘won’ in the hours after [ have had them.

| have felt stressed in the hours after my seizures.

I have felt anxious or scared in the hours after my seizures.

I have felt ashamed or embarrassed in the hours after my seizures.

I have had negative thoughts about myself soon after having a seizure.
My seizures have made me feel hopeless.

| have worried | would have another seizure in the hours after a seizure.
I have not felt in control of my body’s emotional reaction in the hours
immediately after a seizure (e.g. | may be crying but I do not feel sad).

My seizures have caused me to panic immediately after | have had one.
| have struggled to cope in the time after a seizure.

Theme: Seizures leave their mark
Theme: Physically tough
Theme: Seizures leave their mark
Theme: Physically tough
Subtheme: Lasting effects
Subtheme: Lasting effects
Subtheme: Lasting effects

LE Transcript

LE and HCP Transcripts

LE Transcripts

Co-authors

Subtheme: Lasting effects
Subtheme: Waves of emotions
Subtheme: Lasting effects
Subtheme: Waves of emotions
Subtheme: Lasting effects
Subtheme: Waves of emotions
Theme: Seizures have control
Subtheme: Lasting effects
Subtheme: Waves of emotions
Subtheme: Lasting effects
Subtheme: Waves of emotions
Subtheme: Lasting effects
Subtheme: Waves of emotions
Subtheme: Lasting effects

Subtheme: Lasting effects
Subtheme: Waves of emotions
Theme: Seizures leave their mark
Subtheme: Waves of emotions
Subtheme: Waves of emotions

Subtheme: Waves of emotions
Subtheme: Waves of emotions
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88. After a seizure, | have been able to return to what | was doing within X Theme: Seizures leave their mark
amount of time. (Follow-up question to define ‘X’).
General 89. I have avoided things I enjoy to stop my seizures from happening (e.g. Subtheme: Debilitating Impact
burden leaving the house, stopped usual / enjoyable activities, isolated myself).
90. I have experienced clusters of seizures (i.e. seizures close together over Theme: Physically tough
one or several days). Subtheme: Debilitating Impact
91. I have been in and out of a seizure with full recovery in between. Subtheme: Debilitating Impact
92. | have been admitted to hospital because of my seizures. Subtheme: Debilitating Impact
93. My seizures have been distressing for me. Co-authors
94. My seizures have been getting worse. Co-authors
95. | have been experiencing seizures that have been unusual or changed. Co-authors
96. | have struggled to cope in between seizures. Subtheme: Unpredictable
97. I have felt able to manage my seizures. Subtheme: Fighting back for control
98. I have felt as though I cannot keep living with these seizures. Subtheme: Waves of emotion
Theme: Seizures leave their mark
99. The frequency of my seizures is increasing. Co-authors / Transcripts
100. The duration of my seizures is increasing. Co-authors / Transcripts
101. The time in between my seizures is increasing. Co-authors / Transcripts
102. The time it takes me to recover from a seizure is increasing. Co-authors / Transcripts
103. My seizures have been bothersome. Co-authors / Systematic Review
104. The seizures have negatively impacted on my sleep. Subtheme: Debilitating Impact
105. The seizures have negatively impacted on my diet. Subtheme: Debilitating Impact
106. The seizures have negatively impacted on my relationships. Subtheme: Debilitating Impact
107. The seizures have negatively impacted on my ability to fulfil my role (e.g. Subtheme: Debilitating Impact
parenting, employment).
108. How severe would you rate most seizures you have experienced? (1) Mild  Coauthors / Systematic Review
(2) Moderate (3) Moderate — Severe (4) Severe
Frequency and 109. How would you best describe the frequency of the seizure you Co-authors
duration experience? (1) More common than one per day (2) Less common than
one per day but more common than one per week (3) Less common than
one per week but more common than one per month (4) Less common
than one per month but more common than one per year (5) No seizures
for the last year
110. How many seizures have you experienced over the last month? Co-authors / Transcripts
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111

112.
113.

114.

115.

What is the most amount of seizures you have experienced in a single
day?

How long was your longest seizure? .... second(s) / minute(s) / hour(s)
When was the last time you had a seizure? .... hour(s) / day(s) / week(s) /
month(s) / year(s) ago

How long does it usually take you to recover from a seizure? .... second(s)
/ minute(s) / hour(s) / day(s)

What has been the longest gap between your seizures?

Co-authors / Transcripts

Co-authors / Transcripts
Co-authors / Transcripts

Co-authors / Transcripts

Co-authors / Transcripts
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16.
17.

18.

19.
20.

21.

Appendix R
Participant Generated Items at Round One

| have difficulties with my speech in the build up to a seizure.

| become light-headed and dizzy in the period immediately before a seizure.

| experience headaches in the period immediately before a seizure.

| become disorientated and confused during the onset of a seizure.

My seizures have had a negative impact on my senses, such as making my eyesight or hearing
worse.

I have lost my appetite because of my seizures.

| was able to take measures to delay or prevent a seizure.

| have felt nauseous during a seizure.

| have needed support from others to get the seizures to stop or make them less severe.

. I am unable to take care of myself in the hours after a seizure.

. I have experienced ‘brain fog’ after seizures.

. I have experienced feelings of relief after my seizures.

. I have experienced migraines or headaches after my seizures.

. I have needed support with intimate care from someone else during and after a seizure.

. My seizures have left me with new neurological symptoms (such as weakness or numbness) that

have persisted after the seizure was over.

| have thought that I might die during my seizures.

During a seizure, I have felt completely “locked in”, so I could not communicate with the
outside world.

I do not have any recollection of what has happened during my seizures.

After a seizure, | have been able to return to what | was doing within a reasonable time.
On a scale of 0-100%:

- What percentage of your seizures have been severe?
- What percentage of your seizures have been moderate?
- What percentage of your seizures have been mild?

What has been the average duration of a seizure?
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Appendix S
Excluded Items at Round 2
Table P1

Item N Inclusion N Exclusion
% %

| have been admitted to hospital as an emergency because of seizures. 56  86.20% 9 13.80%
(Excluded as would not fit with ranking system. Included on symptom checklist.)

| have been aware of what is going on around me during my seizures. 56 83.60% 11 16.40%
(Excluded as not possible to rank in terms of its severity. Ability to respond

reflected by other items.)

My seizures are lasting longer than they used to. 52 80.00% 13 20.00%
(Excluded as would not fit with ranking system. Duration reflected by other

items.)

My seizures are becoming more frequent. 49  75.40% 16 24.60%
(Excluded as would not fit with ranking system. Frequency reflected by other

items.)

My seizures have been unpredictable. 50 74.60% 17 25.40%

| have struggled to get my words out in the build up towards my 50 74.60% 17 25.40%
seizure.

I have felt highly sensitive during a seizure (e.g. to sounds, smells, light, 50 74.60% 17 25.40%
etc.)

I have had distressing emotions during my seizures (such as fear, 50 74.60% 17 25.40%
anger, or sadness).
I have forgotten what has happened during my seizures. 49 74.20% 17 25.80%

I have injured myself during a seizure but have not had to seek medical 48  72.70% 18 27.30%
attention

| have been disorientated in the hours after my seizures. 48 72.70% 18 27.30%
The time it takes me to recover from a seizure is increasing. 47 72.30% 18 27.70%

| have difficulties with my speech in the build up to a seizure. 47  72.30% 18 27.70%
| have felt confused in the hours after my seizures. 47  71.20% 19 28.80%

| have needed support with intimate care from someone else during and 46 70.80% 19 29.20%
after a seizure.

After a seizure, | have been able to return to what | was doing within a 45 69.20% 20 30.80%
reasonable time.

My awareness of seizure triggers has allowed me to cope better with 46  68.70% 21 31.30%
my seizures.
| have had warning signs before my seizures. 46 68.70% 21 31.30%

| have been experiencing seizures that have been unusual or changed. 44  67.70% 21 32.30%
I have felt able to manage my seizures. 4  67.70% 21 32.30%
| have needed support from others to get the seizures to stop or make 4  67.70% 21 32.30%
them less severe.

| have experienced ‘brain fog’ after seizures. 44  67.70% 21 32.30%

| was able to take measures to delay or prevent a seizure. 44 67.60% 21 32.30%
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I've had enough warning to make myself safe before my seizures.
My seizures have happened in places where | do not feel safe.

| have not felt in control of my body’s emotional reaction in the hours
immediately after a seizure (for example, | may be crying but | do not
feel sad).

The time in-between my seizures is increasing.

| become light-headed and dizzy in the period immediately before a
seizure.
| have experienced migraines or headaches after my seizures.
I have experienced overwhelming emotions after my seizures.
My seizures have been getting worse.
The seizures have had a negative impact on my sleep.
I do not have any recollection of what has happened during my
seizures.
I have felt tired or fatigued in the build up towards my seizures.
| know what triggers my seizures.
My seizures have had a negative impact on my senses, such as making
my eyesight or hearing worse.
I have had distressing thoughts during my seizures.
Being aware of my seizure warning signs has helped me to cope better
with my seizures.
I have felt helpless during my seizures.
My seizures have caused me to panic immediately after | have had one.
I have been in and out of seizures with full recovery in between.
I have felt as though | cannot keep living with these seizures.
| have felt overwhelmed in the build up to my seizures.
| experience headaches in the period immediately before a seizure.
I have struggled to cope in the time after a seizure.
My seizures seem to come on from nowhere.
During my seizures, | have felt like the world around me is not real or
like I am in a dream.
I have had negative thoughts about myself soon after having a seizure.

| have worried | would have another seizure in the hours after a seizure.

The seizures have had a negative impact on my diet.

45

45

43

43

43

43

42

42

42

42

43

43

42

41

41

39

39

39

40

38

37

38

38

36

36

36

67.20%

67.20%

66.20%

66.20%

66.20%

66.20%

64.60%

64.60%

64.60%

64.60%

64.20%

64.20%

63.10%

62.70%

61.20%

61.20%

60.00%

60.00%

60.00%

59.70%

58.50%

56.90%

56.70%

56.70%

55.40%

55.40%

55.40%

22

22

22

22

22

22

23

23

23

23

24

24

24

25

26

26

26

26

26

27

27

28

29

29

29

29

29

32.80%

32.80%

33.80%

33.80%

33.80%

33.80%

35.40%

35.40%

35.40%

35.40%

35.80%

35.80%

36.90%

37.30%

38.80%

38.80%

40.00%

40.00%

40.00%

40.30%

41.50%

43.10%

43.30%

43.30%

44.60%

44.60%

44.60%
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During my seizures, | have panicked that they were never going to end.
| have made my seizures worse when | have tried to fight against them
or stop them.

I have had difficulties thinking straight in the hours after my seizures.

I have felt anxious or scared in the hours after my seizures.

My seizures have made me feel hopeless.

| have felt anxious or scared waiting for a seizure to happen.

| have felt under sensitive during a seizure (e.g. to sounds, smells, light,
etc.)

I have felt extremely low, sad or tearful after my seizures.

| have felt ‘spaced out’ in the hours after my seizures.

| have been unable to find ways to relax when | feel | might have a
seizure.

| have felt like | am losing my mind during my seizures.

| have felt nauseous during a seizure.

I have thought that | might die during my seizures.

During my seizures, | have panicked that my seizure would get worse.
| have lost my appetite because of my seizures.

I have not always made the best choices for myself immediately after a
seizure.

My seizures have been distressing for me.

I have felt ashamed or embarrassed in the hours after my seizures.

| have felt stressed in the hours after my seizures.

| have felt embarrassed during my seizures.

I have struggled to cope in between seizures.

| have experienced feelings of relief after my seizures.

| have felt like the seizures have “won” in the hours after | have had
them.

When was the last time you had a seizure?

What has been the longest gap between your seizures?

What has been the average duration of a seizure?

37

37

36

35

34

34

32

32

32

32

31

31

31

30

30

29

28

27

27

25

21

17

48

44

33

55.20%

55.20%

54.50%

53.80%

52.30%

50.70%

50.70%

49.20%

48.50%

47.80%

47.80%

47.70%

47.70%

46.30%

46.20%

45.50%

44.60%

43.10%

41.50%

40.30%

38.50%

32.30%

26.20%

73.80%

67.70%

50.80%

30

30

30

30

31

33

33

33

34

35

35

34

34

36

35

36

36

37

38

40

40

44

48

17

21

32

44.80%

44.80%

45.50%

46.20%

47.70%

49.30%

49.30%

50.80%

54.50%

52.20%

52.20%

52.30%

52.30%

53.70%

53.80%

54.50%

55.40%

56.90%

58.50%

59.70%

61.50%

67.70%

73.80%

26.20%

32.30%

49.20%
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Table T1

Appendix T

Round 2 Qualitative Data (arranged into emerging ideas)

Participant Quotes Round 2 Arranged into Emerging Ideas

Emerging ldeas

Participant Textual Data (arranged into similar ideas)

Complexity due to change in FDS
overtime

“Several of the questions... are dismissive of individuals who may have experienced frequent intense & complex daily seizures and are now having longer
intervals between seizures. If the overarching purpose of the survey is assessing the severity for seizures while they're currently happening at their peak...
assessment for diagnostic purposes which is the important key; this differs from those who are responding to the survey and experiencing reduced
symptoms, are in a period of remission from seizures, or a relapse. FND isn't curable and prioritizing ones health and wellbeing is key for continued
wellbeing. It feels dismissive to ask someone who's experienced literally hundreds of complex daily seizures, and many in a single day some of which
lasted for over half an hour or intermittently for hours... that if they haven't had one within a period of time (days, weeks, months, years) that this helps
assess the severity of seizures... | wouldn't want to be dismissed by a diagnostic survey that asks about intervals of remission rather than the severity of
the most recent...”

“Some questions are difficult to answer as they are sometimes so different and changeable but in all the questions have experienced at some stage in the
last segment so feel it is pertinent.”

“The seizures | had which they took 8 years to diagnose are very different to those that, effectively took over my life and to those more recent.”

Characteristics of seizures opposed
to severity

“All of the items are important but a few of them describe characteristics other than specifically severity.”

“I think that there are lots of really useful questions that would be helpful for patients to be able to get more of a sense of their triggers and management
of seizures in here. they may be useful to collate for additional clinical use, but are less relevant for seizure severity... not knowing when a seizure is
likely to happen is probably going to mean it’s more severe as there is no chance to prepare/mitigate for it. However, the majority of people | see at the
start of therapy say they have no awareness of when it will happen and therapy helps them to be more able to notice and recognise their triggers. So, a
questionnaire asking about these can be helpful in starting that process but won't relate directly to the severity of seizures.”

“Many of the questions | marked irrelevant were definitely still important for describing the seizure but may not indicate severity... | feel some of those
questions may be dependent on the person more so than the severity.”

“I have tried to be subjectional when ranking the statements/questions. | know that everyone is different with their FND symptoms, that said, the
statements/questions that | have omitted are few, as | feel the majority of the questions are relevant.”

“...has given me a better understanding in the overall variations of peoples seizures.”

Merging items to make the
measure briefer

“...there are a few that are quite similar so could be combined.”
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“I've tried to exclude some items which seem to duplicate, to make the measure briefer - but other respondents may have done the same but selected the
other (very similar) item.”

“| think a lot of them can be grouped together, like how you feel before/after a seizure. So where I've put can be left out | think it's because it has already
been covered.”

“I found some of the questions | had to mark not relevant because they could definitely be combined with other questions.”

“Questions regarding post-event confusion could be combined into something like "back to normal within one hour".”

Complexity of what is meant by
severity

“It was a bit confusing because "severity" is such a difficult concept to nail down.”

“I found it hard to separate the idea of severity (as in medical emergency) as opposed to severity of psychological distress.”

Difficulty recalling symptoms of
unconscious seizures

“One question regarding how long was your longest is an incredibly difficult question as sometimes I'm conscious and other times completely out of it.
The one | had the other day, was while | was asleep and the only knowledge | had of it was the symptoms of exhaustion, confusion and a very soggy
bed!”

Relief

“There doesn’t seem much recognition that many people experience a sense of relief and feel better after a seizure. Seizures in many people appear to be
a form of emotional regulation. My patients will often feel that once they’ve had one then they feel safer that it will be some time before they have
another one. All the questions about symptoms after a seizure are about bad things not this issue. One reason why seizure frequency isn’t helpful — as
some people prefer to have seizures from time to time in a safe place to regulate — rather than none at all — or fewer (when they tend to be more severe). If
you aren’t asking whether people feel any relief /benefit of a seizure then you are missing out on that dimension which counteracts bad feelings that other
people get after a seizure. No one wants to have a seizure but many patients learn that having intermittent seizures keeps them regulated.”

SPECIFIC ITEM SUGGESTIONS

Seizure duration
“Seizure duration data is notoriously unreliable.”

Item: “The seizures have negatively impacted on my ability to fulfil my role (e.g., parenting, employment).’
“This is really important but gives the example of parenting or employment — this unfortunately biases it against people who don’t have children or are
not employed (which is the case with a lot of young people).”

Coping after a seizure
“The questions describing how you felt/cope after a seizure would definitely be useful in a treatment plan.”
“How a person copes with seizures is important but should be at the end of the severity questions as a separate section...”

Seizure bothersomeness

“We have a lot of data on seizure bothersomeness from CODES — it would be scientifically valuable if any scale you come up with replicates that
question exactly within your scale so that data can be compared. Ultimately, I cant help feeling that the patients own general assessment of how much
their seizures bother them is the most useful measure of severity rather than trying to break down the severity of individual parts of the event or asking
them to guess at frequency.”
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Appendix U
Round 3 Qualitative Data
Table Ul

Qualitative Data Item Rankings

Participant Textual Data

Favourable “The proposed ranking is already widely used therefore it would be better to use it.”
Feedback “The ranking is already used in other questionnaires therefore it is likely to be more easily understood
and comparable.”

Alternative “This feels more like a measure of frequency than severity - that the clinician then makes the decision as
Suagaestions to whether experiencing x that often makes it severe. Although that's obviously how mood questionnaires

99 work. The alternative would be to get the patient directly to rate the severity in terms of how
distressing/debilitating that particular item is.”

“Not sure if psychometrically viable but would prefer simplified Likert: Have you experienced the
following problems during your seizures: 0 = No; 1 = Yes, on some occasions; 2 = Yes, with every
seizure. (Or simply "No", "Yes, sometimes" and "Yes, always").”

“The rankings of 'rarely’, 'sometimes' and 'often’ are quite subjective. For example, what | might view as
being 'sometimes' may be viewed as 'often’ by others.”

“Remove 'Rarely' and 'Often'.”

Overall Feedback

Six participants referred to the questionnaire providing a clear and comprehensive overview
of FDS with one commenting the questionnaire encompassed the variety of FDS experiences and
another stating this could aid with understanding. Two participants referred to the questionnaire
being useful to ascertain severity. Three commented on the measures use in future clinical or
research practice (e.g. as a diagnostic tool, a standardised measure used internationally). Eight
participants offered critiques. Three commented on the lengthiness of the questionnaire though one
acknowledged statistical analysis could reduce items. Three participants felt people with FDS may
have difficulties completing it due to challenges recalling seizures or because the content could be
upsetting. Three participants felt a caregiver version of the questionnaire would be useful. One
participant commented on adjusting the timeframe to two weeks. A different participant felt FDS
severity could be established with a one-item measure, suggested one item may not be accurately
answered by people who are unresponsive during seizures and felt specific items (excluded from

previous rounds) should be included in the severity section.
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Appendix V

Participant Suggestions and Changes / Edits to Questionnaire
Round 3 Symptom Checklist Participant Suggestions (added to checklist):

= Difficulty coordinating movement

= Changes to breathing

= Heart racing

= Unable to open eyes and changes to vision (replaced visual difficulties)
= “Slowed down” thinking or unable to think straight

= Felt disbelieved

= Felt out of control

= Emotionally sensitive

= Intense emotions

Table V1

Specific Textual Data Extracts and Edits

Textual Data Edits

“I take objection to the term "hearing Difficulties" It should  Visual difficulties and hearing
be termed "Hearing loss". ... the word "difficulties" for both  difficulties adapted to ‘changes’.
hearing loss and loss of sight should be removed. Loss of

sight is how to word it...” (Round 3)

I think 'lost control of my body" is a bit vague and could Lost control of my body’

refer to a number of the symptoms listed.” (Round 3) removed.

“I think 'contortion' on the symptom checklist is hard to Contortion removed (symptom
understand (in the items you have put contortion/stiffness, checklist and severity section).

so maybe change to that?).” (Round 3)

“It’s not obvious why “warning signs” and “triggers” are Subheading added before triggers
written above the symptoms.” / warning signs and definitions
“The inclusion of the two initial items (seizure warning outlined.

signs/seizure triggers) without prior clarification is

confusing.”

“I’m not sure people will know the difference between
warning signs and seizure triggers.” (Round 3)

“What are the 'symptoms' meant to be - is that general Subheadings refined.
symptoms they have as well as seizures” (Round 3)

“...the symptoms are all jumbled up which will make it hard Symptom checklist further
to do research or interpret the answers.” (Round 3) categorised.
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Table V2
Additional Edits and Rationale

Edits Rationale
Structure of questionnaire changed with symptom Qual data related to questionnaire length.
checklist placed at the end of the questionnaire. Severity and frequency/duration sections
prioritised.
Overall instructions made clearer in addition to Questionnaire more user-friendly.

instructions for each section, subheadings added to
severity section, severity items reordered, and
wording refined for severity items and frequency /
duration items.

Numbers on ranking scale removed from severity Until further quantitative analysis
section supports use of ordinal rankings.

Tick box system adapted for symptom checklist to Clinical value of distinguishing between
include the before, during and after period. these periods where possible to support

and guide treatment (e.g. recognising
warning signs or triggers).

Drop attacks amended to sudden falls on symptom Terminology too specific.
checklist

Symptom checklist items related to avoidance of Differing concepts.
activities and stopping activities adapted into
separate items
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Appendix W
Final Drafted Questionnaire
FUNCTIONAL / DISSOCIATIVE SEIZURE SCALE
This scale about Functional / Dissociative Seizures (FDS) consists of three parts:

1) Questions about the severity of your seizures
2) Questions about the frequency and duration of your seizures
3) Questions about recent symptoms caused by your seizures

This is a self-report measure of your seizures. Please answer the questions, to the best of
your knowledge, based on your own experience of your seizures. The questions refer to
the period before, during and a short time after your seizures. If you have different types of
FDS, please report the symptoms of all types of FDS events you have experienced.

Please answer these questions thinking about the symptoms of your FDS in the last
month.

SECTION ONE: Functional / Dissociative Seizure Severity

Please rate on the scale how often you have experienced the symptom in the last
month:

Iltem Never = Rarely | Sometimes | Often | Always
1 Had no control over when my seizures are
' going to happen.
2 Experienced increased sensitivity (e.g., to

sounds, smells, light, etc.).

Experienced distressing symptoms (e.g.,
3. unable to move, changes to vision / hearing,
pain, uncontrollable movements).

During a seizure | have:

4 Been unable to stop my seizures after they
. have started.

5. Not been able to see or hear anything.

6. Felt like | am outside of my own body.

7 Been unable to respond to things happening
' around me.

8. Lost awareness.

9. Struggled to breathe.

10. Experienced involuntary movements.
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11.

Experienced stiffness.

12. Experienced weakness in my body.

13 Experienced a part of my body becoming
' paralysed.

14. Suddenly dropped to the floor.

15. Been injured.

16. Wet myself.

My seizure have:

Caused me to become disorientated and/or

17. confused.
18. Caused me to have speech difficulties.
19. Caused me pain.
20 Caused me distressing emotions such as
' fear, anger, sadness.
Negatively impacted on my ability to fulfil my
21.
role.
Caused me to avoid things | enjoy to stop
29 seizures from happening (e.g. leaving the
' house, stopped usual / enjoyable activities,
isolated myself).
23. Been bothersome.

After a seizure | have:

Had difficulty with my balance and

24. coordination.
25. Been exhausted.
26. Been unable to take care of myself.
27 Not been able to return to what | was doing
. within one hour.
Experienced distressing physical or
28 neurological symptoms (e.g., shaking,
' paralysis, involuntary movements,
incontinence, difficulties with eyesight).
Been left with new physical or neurological
29. symptoms (such as weakness or numbness)

that have persisted for more than one day.
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SECTION TWO: Functional / Dissociative Seizure Frequency and Duration

Please answer the following questions to the best of your knowledge.

1. How would you best describe the frequency of the seizures you have experienced
over the last month? (Circle the most appropriate option)

than one per day

than one per week

1 2 3 4
No seizures for the My seizures have Less common than Less common than
last month. been more common | one per day but more one per week but

more common than

one per month

2. Approximately how many seizures have you experienced over the last month?

3. What is the highest number of seizures you have experienced in a single day in

the last month? ............

4. How long was your longest seizure in the last month?
........ second(s) / minute(s) / hour(s)

(Please add a number and circle the time which describes your longest seizure best)

5. How long has it usually taken you to recover after a seizure in the last month?
........ second(s) / minute(s) / hour(s) / day(s)

(Please add a number and circle the time which describes your longest seizure best)

6. Have you experienced seizure clusters (i.e. seizures close together over one or

several days)? Yes/No

If ‘Yes’, approximately how many clusters of seizures have you experienced in

the last month? ...............
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SECTION THREE: FDS Symptom Checklist

Listed below are a range of symptoms that might be related to the period immediately before,
during, and immediately after a FDS. Thinking about your own seizures, tick if they have
had the following features in the past month and use the before, during after boxes to
identify when you have noticed this.

Before seizures | have experienced:

[ ] Seizure Warning Signs

(i.e. signs or symptoms that happen before a seizure

which mean | can tell when a seizure is about to happen)

[] Seizure Triggers

(i.e. any factor(s) that makes it more likely a seizure will
happen such as a certain time, place, activity, emotion, etc.)

At the time of my seizures, | have experienced...

Physical sensations § § iﬁi Movement changes N % ; %
Weakness [] [] [] [] Shakes [] [] [] []
Migraines [] [] [ [ Ties [ [] [ ]
Headaches [] [] [] [] stiffress [ [ [] []
Dizziness [] [] [] [] Tremors [ [] [] []

Pain [] [] [ [ Tensing [] [] [] []
Aches [] [ [ [ Paralysis [] [] [] []
mury [ [ [ [ Suddenfalls [ [] [] []
Tiredness [] [] [] [] Uncontrollable movements  [] [] [] []
Fatigue [ [] [] [] Unabletomove [] [] [] []
Nausea [] [] [] [] Lossofbalance [] [] [] []
Appetitechange [] [] [] [] Difficulty coordinating movement [] [] [ ] []
Incontinence [] [ ] [] []
Sensory changes § § %—’ Cardiovascular changes § § %’
Changestovision [ [] [] [] Struggledto breath [] [ ] [ ] []
Unabletoopeneyes [] [] [] [] Changestobreathing [] [] [] []
Changestohearing [] [] [] [] Heartracing [] [] [] []
Hotand/orsweating [] [] [] []
Cold and /orshivery [] [] [] [] o 5 £ 3
Communication changes ~ & 3 %
Over sensitivity ) ] ] Speech difficulties [ [] [] [

(to sounds, smells, light, etc.)
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Under sensitivity
(to sounds, smells, light, etc.)

Thoughts and Worries
Negative thoughts about myself

Difficult or challenging thoughts
Worries about more seizures

Worries the seizures will never stop

OO0

OoOooOodv
D DDDBefcre

I:I I:I I:I D During
I:I I:I I:I D After

At the time of my seizures | have felt...

Anxious
Scared
Threatened
Stressed
Guilty
Paranoid
Restless
Worried
Unsafe
Vulnerable

Embarrassed

Ashamed

OO0Oo000O000o0O0oOooOoadY

1 A 0

1 I 0 R e
1 Y 0

Frustrated
Helpless
Panicky
Tearful
Blamed
Disbelieved
Overwhelmed
Suicidal
Hopeless
Defeated

Confused

Disorientated

OO0O000O000O000O000Oo0Ov

N Y I

Unabletospeak [ [] [] []

Cognitive Difficulties
Memory loss or memory difficulties

Loss of awareness

Brain fog

“Slowed down” thinking or unable
to think straight

OO0oOoaov
D DDDBefore

Happy
Excited

Relieved

Out of control

Unable to respond
Disconnected from my body
Like the world is not real
Like I am in a dream

Emotionally sensitive

OO0O0000O0O0O0O00O0av
L1 O OO 0O OO O [ [ Befere

Intense emotions

1 0 A e
1 s 0

Because of the seizures | have.... (tick all that apply):

I

Pretended | am okay

Downplayed symptoms

Purposefully avoided activities
Stopped doing enjoyable activities

Struggled with day-to-day activities

Done or said things without thinking

OO don

Needed an emergency admission to hospital
Struggled to make decisions

Taken a long time to recover

Tried to fight against the seizures

Tried to stop the seizures

I:I I:I I:I D During
D D D D After

T

Any symptoms or experiences not listed:

N O 0



