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Overview
This thesis portfolio comprises three parts:
Part One: Systematic Literature Review
The systematic literature review aimed to synthesise the evidence base of cognitive-behavioural
therapy (CBT) and third-wave approaches to assess their effectiveness in alleviating psychological
distress in people living with functional seizures (PwFS). Following a search using five electronic
databases, seventeen papers were identified to meet the inclusion criteria and were quality
assessed using the Effective Public Health Practice Project assessment tool. The papers were
reviewed using a narrative synthesis approach. Reviewed interventions included individual, group
and inpatient CBT, prolonged exposure, acceptance and commitment therapy and mindfulness-
based therapy. Findings differed, based on study quality, methods and results although favourable
evidence was provided for individual CBT. Promising evidence for several remaining interventions
was discussed. The review concluded that psychological intervention is more beneficial for those
with increased distress at baseline, and individualised treatment based on patient need and
seizure aetiology may be a more beneficial approach. Clinical and future research implications are
discussed.
Part Two: Empirical Paper
The empirical paper aimed to measure whether the flow of compassion (compassion to self,
compassion from others, compassion to others) moderated the relationship between functional
seizure severity (SS) and their psychological impact. 245 individuals with a diagnosis of FS
completed an online survey comprising of SS, flow of compassion, anxiety, depression and stress,
mental wellbeing and quality of life (QoL) measures. Correlational and regression analyses were
conducted to test variables’ relationships and to establish whether the flow of compassion had a

moderating effect. The study found compassion to self moderated the relationship between



seizure severity and mental wellbeing. Further predictive relationships were established and
discussed. Clinical and future research implications were considered.

Part Three comprises the Appendices

The appendices relate to the systematic literature review and empirical paper. Reflective and
epistemological statements are included.

Total word count: 12,069
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Abstract

Purpose: Functional seizures are seizures that may resemble epileptic seizures but are not caused
by abnormal brain activity. The aetiopathogenesis of functional seizures is complex and individual
to each person and has high comorbidity rates with psychological difficulties, exacerbated by living
with the condition. Cognitive behavioural therapy (CBT) is recommended for managing
psychological difficulties in chronic health conditions; however, the evidence base for third-wave
approaches is also increasing. The aim of this review was to synthesise the evidence base of these
approaches to assesses their effectiveness in alleviating psychological distress in people living with
functional seizures (PwWFS).

Methods: A search was conducted using electronic databases: PsycINFO, PsycARTICLES, CINAHL
Complete, MEDLINE and Academic Search Premier. Seventeen papers published between 2002
and 2022 met the inclusion criteria and were assessed using a quality appraisal tool. A narrative
synthesis approach was adopted.

Results: Interventions included individual, group and inpatient CBT, prolonged exposure (PE),
acceptance and commitment therapy (ACT) and mindfulness-based therapy (MBT). Studies
differed regarding their quality, methods, and findings and favourable evidence was provided for
individual CBT, based on validity and reliability of results. Promising evidence was also identified
for the remaining models.

Conclusion: Although varied, the findings for the effectiveness of CBT and third-wave interventions
for alleviating the psychological impact of functional seizures is promising and seems to be more
beneficial for patients with more significant mental health difficulties at baseline. However,
considering the complex, individualised aetiology of FS, treatment dependent on patient need may
be more helpful.

Keywords: systematic literature review, functional seizures, psychological, third-wave, CBT
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1. Introduction

1.1. Definition of Functional Seizures
Functional seizures (FS), also known as non-epileptic seizures (NES), non-epileptic attack disorder
(NEAD), psychogenic non-epileptic seizures (PNES) or dissociative seizures [1] are seizures that
resemble epileptic seizures, sharing presentations such as paroxysmal changes in responsiveness,
behaviour, and movement [2] but are not caused by abnormal brain activity [3] [4]. Due to these
similarities, many people are misdiagnosed with epilepsy and it can take several years of
prescribed antiepileptic drugs (AEDs), which do not treat the condition, before an accurate
diagnosis is provided [5] [6]. Due to the difficulties in reaching a diagnosis based on observable
features, the ‘gold standard’ of accurately diagnosing FS is video-electroencephalogram (VEEG)
and thorough history-taking [5] [7]. There remains no certain pathophysiological cause of FS,
although the current understanding is evolving from a purely psychogenic perspective and is
instead moving toward one that is multifaceted and individualised. It is suggested that interactions
between biopsychosocial, cognitive, and neurological risk factors and alterations in
neuropathophysiological mechanisms contribute to the source and perpetuation of FS; a complex
aetiopathogenesis, with risk factors individual to each patient [4]. To date, FS have an estimated
prevalence of between 2-33 per 100,000 [8] [9] and make up 30% of epilepsy referrals [10],

suggesting FS to be a significantly common neurological condition.

1.2. Functional seizures and psychological distress
Although the current understanding of the aetiology of FS is moving away from an absolute
psychological perspective [4], the evidence-base indicates high comorbidity rates between FS and

psychological difficulties such as low mood (8.9-85%), anxiety (4.5-70%), and posttraumatic stress
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(7-100%) [11]. However, it is important to note that these mechanisms and aetiology do not
account for all individuals with FS.

The cause-and-effect relationship between psychological difficulties and FS is ambiguous, as being
diagnosed with, and living with FS also has a psychological impact, inducing anxiety and low mood
[12]. Invalidation and confusion can be experienced throughout the diagnostic process, with some
medical professionals alleging symptoms to be malingering or assuming a psychological cause [13]
[14] [15] [16] leading to a threatened self-image [17], significant distress, anger, disappointment,
and shame [13]. Some individuals experience suicidal ideation following similar negative
experiences in relation to receiving a diagnosis [15] [18].

Negative interactions with medical professionals have been demonstrated to continue past
diagnosis, [19], leaving people to feel disregarded, neglected [20] and angry toward professionals,
leading to disengagement from further treatment [19] [20] [21]. Individuals have reported feeling
embarrassed and scared about what other people may think of their condition [18] [19], leading to
social exclusion as a form of avoidance coping [19] [22]. As such, patients have experienced
numerous losses in their life, including freedom and independence following losing their ability to
work, drive and go on holiday, provoking feelings of grief [12] [21]. These consequences of living
with FS can lead to significant stress levels which are difficult to manage and may also maintain

symptom triggers [12] [22].

1.3. Interventions for functional seizures
Despite the high prevalence of FS and their clear relationship with psychological difficulties, there
remains no clear treatment guidance. The National Institute for Health and Care Excellence (NICE)
provide evidence-based guidelines for health and social care professionals in England,

recommending advisable care for individuals with specific conditions [23]. NICE currently
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recommend a neurological assessment if FS are suspected [24], however, this is where guidance
ceases. This continues to cause significant problems as there remains no clear guideline on which
professional should be responsible for different aspects of patient care, what treatment should be
offered and how to label the condition [25]. A limited number of patients are referred for
treatment following diagnosis [26] and without treatment FS will usually not improve [27]. Health
professionals are recognising the impact of the lack of guidance on their practice with 95% percent
of medical professionals, including neurologists, paediatricians, nurses, and psychologists
continuing to support the necessity for clear guidance, 75% believing this would reduce the
financial cost for health care and social care in the UK [25].

Despite a multidisciplinary approach being preferable [28] [29] [30], the literature around
treatment for FS predominantly comprises of psychological therapy [31], although it has been
suggested occupational therapists, physiotherapists and rehabilitation experts may be able to
reduce the severity of the condition [29] and provide more complex care should an individual
present with other functional disorders [30]. A systematic review of 228 participants has
demonstrated 47% of individuals becoming seizure-free and 82% experiencing seizure reduction of
at least 50% following psychological intervention, though it did not confirm which psychological
model was most beneficial [32]. However, considering the interrelationship between psychological
difficulties and FS discussed previously, it is worth investigating the effectiveness of interventions
in mitigating FS’s psychological processes. This rationale is supported by decreased health-related
quality of life (HRQol) identified in patients with FS compared to those with epilepsy [33] [34] [35],
predicted by low mood and anxiety [33] [34] [36] [37], as well as other psychological processes of
coping strategies and family dysfunction [36]. These findings have led to a recommendation of
interventions aiming to treat the distress associated with FS rather than solely target the seizures

[36]. To date, only one review [38] has been conducted evaluating the effectiveness of
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psychological interventions for wellbeing, exploring the impact on psychosocial management of
FS. This review demonstrated the efficacy of CBT and psychodynamic approaches, the only
models tested using a controlled design. Although, this review used a narrative method without

systematic approach to study selection and quality assessment.

1.4. Functional seizures and cognitive behavioural and third-wave approaches
CBT is currently the advised psychological intervention approach for the management of
depression in the general population and for those with a chronic health condition [39] [40] and
has been demonstrated effective in many trials and meta-analyses in comparison to effective
medications [41]. Third-wave approaches, such as acceptance and commitment therapy (ACT), are
an extension of the cognitive behavioural understanding of human distress, exploring the
individual’s relationship to, and interpretation of, their experiences [41] [42]. Third-wave
approaches have been demonstrated to be equally as effective as other psychological approaches
[43] [44] and more so than treatment-as-usual [45], and efficacy has also been identified for long-
term neurological conditions [46]. However, there is currently no review exploring the efficacy of

CBT and third wave approaches for FS.

1.5. Rationale
Psychological difficulties are prominent in FS, either as risk factors, or impacts of living with the
condition. A previous review demonstrated the effectiveness of psychological interventions in
improving seizure frequency [32], without identifying the benefits of a specific model. However, it
has been recommended that interventions instead focus on alleviating the psychological
component of FS rather than only targeting seizure outcomes [36]. CBT is currently the most

advised psychological intervention for managing psychological difficulties including low mood in a
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chronic health condition [40] and in recent years, the evidence of efficacy of third-wave
approaches has increased, including for long-term neurological conditions [46]. As one specific
model has not yet been identified as beneficial for supporting people with FS (PwFS), it is
therefore timely to continue building on the previous review exploring intervention effectiveness
for psychological wellbeing in FS [38] and synthesise the literature of both CBT and third-wave
approaches. The aim of the current systematic review is to the review the effectiveness of these

interventions in alleviating psychological distress in PwWFS.

1.6. Research Question
What is the effectiveness of cognitive behavioural and third-wave interventions for alleviating

psychological distress in PWFS?

2. Method

2.1. Data sources
Databases selected for review were PsycINFO, PsycARTICLES, CINAHL Complete, MEDLINE and
Academic Search Premier, accessed via the EBSCOhost service. Searches were also conducted
using reference lists from selected papers to ensure all relevant studies were reviewed. Grey
literature was not utilised in this review due to focus on empirical papers and necessity of these
being peer-reviewed. Inclusion and exclusion criteria for the search is demonstrated in Tables 1

and 2.

Table 1: Study inclusion criteria and rationale

Inclusion Rationale

Published in English To ensure accurate interpretation
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Participants 18+

Peer reviewed

Published 2002-2022

International studies

Table 2: Study exclusion criteria and rationale

Different psychological impact of seizures
and available interventions for children [47]
[48] [49].

Increased quality

Focus placed on previous 20 years of
research, based on first publication of
paper that systematically measured
effectiveness of CBT for FS [50].

To allow consideration of cultural context

Exclusion

Rationale

Not empirical papers (e.g.- discussion
papers, commentaries, protocols, author
responses and other reviews)

Papers not evaluating a psychological

intervention

Papers not including a mental health
outcome measure

Case studies

To measure intervention effectiveness,
inferences should be drawn from primary,
concrete evidence

Medical interventions did not answer the
research question of effectiveness of
psychological interventions

Research question focus on psychological
outcomes

Although they provide rich data, studies
with one person cannot be generalised to

the wider population.
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Papers not focused on functional seizures Research question focus on functional
seizures particularly, rather than functional
neurological disorder or epilepsy

Papers not measuring patient outcome Papers measuring other outcomes (e.g.-
professional perceptions, employment
statues, cost efficacy, healthcare outcomes)
do not answer the research question

Papers not utilising a CBT or third-wave Review aims to explore the effectiveness of

approach CBT and third-wave interventions

2.2. Search strategy
All known current terms, or their abbreviations, for functional seizures were used in the search
conducted in summer 2022. Despite this review focusing on psychological outcomes, the search
strategy did not include relative terms such as ‘adjust*’ or ‘impact*’ as this restricted potential
papers, as most studies utilised mental health measures as part of their secondary outcomes, so
were not included in titles.
("nonepileptic seizure*" OR "functional seizure*" OR "dissociative seizure*" OR NEAD OR PNES OR
pseudoseizure*)
AND
( Interv* OR Therap* OR Psychotherap™* OR counsel* )
An electronic search was conducted with language and date parameters applied, resulting in a
total of 2731 studies. Following removal of duplicates, 2074 studies were screened for relevancy,
excluding 1865 papers. An abstract screen, and full text screen for more relevant papers based on

inclusion and exclusion criteria, was then conducted on 209 studies. An additional citation and
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hand search was conducted, resulting in a further two studies. In total, 17 studies were included in

the review. Figure 1 outlines the study selection process.
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Figure 1: PRISMA flow diagram of study selection [51]
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2.3. Data extraction
A data extraction form (see Appendix D) was used to synthesise information from each article. This
form was created by the reviewer considering the relevant information needed to answer the

research question, including study, participant, intervention, trial and outcome characteristics.

2.4. Quality Assessment
The Effective Public Health Practice Project quality assessment tool for quantitative studies [52]
was utilised. This tool was developed for the assessment of public health interventions and has
been deemed a reliable assessment of quantitative studies [53]. Studies receive a score of ‘strong’,
‘moderate’ and ‘weak’ in categories including design, selection bias and data collection. To ensure
accurate implementation, the tool’s associated ‘dictionary’ was utilised to guide the quality
assessment. Nine papers were chosen at random for quality assessment by a blind second rater to
ensure inter-rater reliability. There were discrepancies on one paper, which were discussed until
agreement was reached. Studies that were considered to have weaker quality were not excluded
from the review due to their relevance to the research question. Final quality assessment ratings
are provided in Table 3. See Appendix E for quality checklist.

2.5. Data Analysis
Due to heterogeneity in study methodology, findings and quality ratings, a narrative synthesis
approach was adopted, in accordance with Popay et al.’s [54] framework. The framework consists
of four steps to narrative synthesis: (1) developing a theoretical model. Here, the research
guestion was developed by considering findings of previous reviews and the applicability of these,
assessing for whom the intervention helps, why and how. (2) Developing a preliminary synthesis
was initially completed by recording a sentence summarising each paper considered for review.

Once papers were selected using the inclusion and exclusion criteria, data extraction and quality
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assessment were conducted jointly using a tabulation method to organise study methods and
findings. (3) Exploring relationships in the data naturally continued from the previous step, where
studies were grouped together as per their intervention model, chronology and findings. (4)
assessing the robustness of the product was completed toward the end of the process, where the

rigour of the synthesis was assessed and conclusions were drawn using critical reflection.

3. Results

3.1 Overview of included studies
A summary of study and participant characteristics is provided in Table 3 and trial and intervention
characteristics and outcomes are summarised in Table 4. All but three studies [55] [56] [57] were
conducted in the UK and USA. Studies were published between 2004- 2022. Eleven [50] [54] [58]
[59] [60] [61] [62] [63] [64] [65] [66] of 17 studies confirmed diagnosis via VEEG. Most studies
recruited opportunistically through outpatients and other epilepsy services, usually referred by
medical professionals such as neurologists. One study recruited via social media [67]. Most studies
reported participants’ comorbid psychological difficulties such as depression, anxiety and PTSD
and health difficulties, such as traumatic brain injury and pain. Three studies were randomized
controlled trials [61] [62] [63], one was a controlled clinical trial [55]. A range of interventions
were analysed in the review, including mindfulness-based therapy (MBT; n=2); individual (N = 8),
group (N = 3) and inpatient-based (N=2) cognitive behavioral therapy (CBT), acceptance and

commitment therapy (N=1) and prolonged exposure (N = 1).
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Table 3: Study and participant characteristics and quality assessment ratings



Study Design Participant Diagnosis Other comorbidities (physical, neurological, Recruitment Quality score
(Authors; characteristics confirmation; psychological)
Year; (Sample size, length of time
Country) mean age and  since
gender) onset/diagnosis
Bajaj et al. Case n=50+ 20 VEEG; Not Not reported although participants reporting Diagnosis confirmed by neurologist Weak
[55] (2017; control waiting list reported suicidality, previous psychological treatment,
India) controls major psychiatric disorders (e.g.- psychosis) and
18-55 years, co-existing neurological conditions excluded
gender not
reported
Barret- Case-series N=6 No depression & PTSD (n=1) 1 reported anxiety Social media support groups Weak
Naylor et al. 24-69 years; confirmation; (n=1), anxiety & depression (n=1)
[67] (2018; 5f 2-6 years from
UK) diagnosis
Basletetal. Caseseries N=6;18-59 5 x VEEG, 1x Frontal lobe epilepsy (n=1), headaches (n=2), Medical center Weak
[58](2015; years; 100% F  EEG; Not sleep apnea (n=1), psychiatric diagnoses include
USA) reported MDD, PaD, GAD, OCPD
Basletetal. Caseseries N=26 VEEG, 1 EEG; Depression (n=21); anxiety (n=23); PTSD (n=14); Women'’s hospital Weak
[59] (2020; (completers) Not reported psychosis (n=4); eating disorder (n=3)
USA) 46.4 (mean

age); 100% F

TBI (n = 16); headaches (n=18), pain (n=16)
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Conwill et al.

[68] (2014;
UK)

Cope et al.
[69] (2017;
UK)

Goldstein et
al. [50]
(2004; UK)

Goldstein et
al. [60]
(2010; UK)

Goldstein et
al. [61]
(2020: UK)

Case series

Case series

Case series

Pilot RCT

Parallel-
group,

N=10
(nonepileptic
attack group),
33.1 (mean
age); 7F

N= 25, 19
completers
518-25

8 26-35

8 36-45

4 46+,

21F

N =20, 16
completers;
34.9 (mean
age); 14F
CBT: SMC

N=33: N=31
37.4:35.9
(mean age)
24: 26 (F)

N = 368; 37.5
(mean age);
266F

EEG; 50% >5
years; 50% < 5
years since
onset

Neurology; 7.1
years duration

VEEG & EEG;
42.31 (42.41)
months of
onset

VvEEG/ ictal
EEG/
agreement by
referrers and
consultants
CBT- 6.3 years
SMC- 5.1 years
(Since onset)

VEEG or clinical
consensus; 6.2

Depression (n=2), anxiety (n=2), nonpsychiatric
comorbidity (n =6)

Epilepsy (n=9), no psychiatric comorbidity
reported

Psychiatric diagnoses (n=3)

Psychiatric diagnoses:
16: 15

Comorbid medical conditions (N= 261)
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Neuropsychiatry outpatients

Outpatients

Neuropsychiatry unit

Neuropsychiatry

27 UK neurology/epilepsy services

Moderate

Strong

Strong

Strong

Strong



Kuyk et al.
[56] (2008;
Netherlands)

Labudda et
al. [57]
(2020;
Germany)

LaFrance Jr.
et al. [62]
(2009; USA)

LaFrance Jr.
et al [63]
(2014; USA)

multicentre
RCT

Case series

Case series

Case series

Pilot RCT

N=26; 30.6
(mean age);
77.3% F

N =80; 33.78
(mean age);
60F

N =21; 36
(mean age);
17F

N= 34; CBT-ip-
37.9; 7F
CBT-ip w/
sertraline-
39.1; 9F
Sertraline-
39.7; 8F
TAU-41.6; 7F

years since
onset

EEG/ video
registration;
6.7y since
onset

Ictal EEG or
confirmed by
clinician; not
reported

VEEG; Not
reported

VEEG; Not
reported

Not reported

Anxiety (n = 27);

Affective disorder (n = 41); personality disorder
(n=27)

Comorbid epilepsy (n = 23)

Mood disorders (n = 14); anxiety (n = 11);
impulsivity (n =1); OCPD (n = 6); somatoform
disorders (n=3)

History of head injury (n=7)

CBT-ip:

Mood disorders (n=7); anxiety (n=6);
somatoform (n=1); impulsivity (n=1); head
injury (n=3)

CBT-ip & sertraline: mood (n = 7); anxiety (n =
7), somatoform (n=3), impulsivity (n=1), OCPD
(n =2); head injury (n=5)

Sertraline:
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Treatment program offered in a
special
unit of the Epilepsy Institute

Treatment offered in inpatient
psychotherapy ward

Neuropsychiatry

Not reported

Moderate

Strong

Strong

Strong



Mood (n = 9); anxiety (n=7), somatoform (n
=2), impulsivity (n =3) OCPD (n=2); head injury
(n=6)

TAU:
Mood (n =4); Anxiety (n = 7);somatoform (n =
3); impulsivity (n =2; OCPD (n = 4); head injury

(n=7)
LaFranceJr. Caseseries N=27;49.1 VvEEG; 9.91y PTSD (n =19); Neuropsychiatry Moderate
et al. [64] (mean age); since onset Anxiety (n = 30); Mood (n = 26);
(2020; USA) 5F Somatoform (n = 31)
Substance abuse disorder (n = 17)
Cognitive disorder NOS (n =29); TBI (n = 26)
Myers etal. Caseseries N=16;42.81 VEEG; All patients diagnosed with PTSD Not reported Moderate
[65] (2017; (mean age) Diagnosed for
USA) ;13F 92.31 months
Streltzov et Case series N =6;36.2 VEEG; Not Not reported From epilepsy centre or other Weak
al. [66] (mean age); reported institutions
(2022, USA) 100% F
Tilahun,et al. Case series N=160;118f Not reported Not reported Single tertiary care epilepsy centre  Weak
[67] (2021, (age not outpatients
USA) reported)

Table 4: Intervention and trial characteristics and outcomes
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Intervention  Intervention Control Outcome Timepoints Analyses Main findings
characteristics measures
(length, (mental health
setting, and seizure
deliverer) frequency)
Bajaj et Individual 12 1x week Randomised  Self-reported Baseline, Descriptive statistics  CBT Group:
al., 2017 CBT waiting monthly posttreatment and t-tests ) .
. Seizure frequency: reduction of 5.26(SD 2.25) to .90
[55] control seizure A
aroup (W) frequency; (SD 1.12), very significant
receiving HADRS Anxiety: reduction of 8.10 (SD 2.25) to 4.30 (SD
standard 4.10), very significant
medical
treatment of Depression: Reduction of 7.40 (SD 4.39) to 4.62 (SD
anti-anxiety 1.87), significant
and anti- P not reported
depressant
medication
Control group not significant on any outcome
Barret- ACT self-help  Participants No control Self-reported Pre and post Reliable change 4/6 had a notable reduction in seizure frequency (no
Naylor et provided weekly treatment, 1-  indices (RCl) & RCI or CSC criteria applied due to no outcome
al., 2018 chapters from seizures; week follow- clinically significant measure).
67] ‘Get Out Of DASS-21 up and 1- change (CSC) )
Your Mind and month follow- 4/6 RCl and CSC |mproyement on DASS—2'1. A.fter 1
month, 1 participant did not meet CSC criteria, and 1
Into Your up .
Head’ with a did not meet RCI.
30 minute
telephone
check-in with
psychologist

1x week over a

6 week period.
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Baslet et
al., 2015
[58]

Baslet et
al., 2020
[59]

Conwill et
al., 2014
[68]

Cope et
al., 2017
(69]

Individual
MBT

Individual
MBT

Group CBT

CBT-based
psychoeduca
tion groups

12 1x
weekly/biwee
kly session

12 1x weekly
provided by
clinical social
workers

4 1hr, weekly
sessions
delivered by
liaison nurse
and OT

3 90 min,
weekly
sessions

First session,
lecture-based
delivered by
neuropsychiat
rist and clinical

No control

No control

No control

No control

Self-reported
weekly
seizures;
DASS-21 &
BDI-II

Self-reported
weekly
seizures; BDI &
DASS

CGl scale;
monthly
seizure
frequency;
HADS

Self-reported
seizure
frequency
over past 4
weeks and
frequency of
A&E
attendances;

6t session;
posttreatment

Diagnosis and
end of
treatment

Pre and post
intervention

Pre and post
intervention

28

Descriptive statistics

Median regression
analysis for seizure
frequency; Linear
mixed-effect models
for secondary
measures

Paired sample t-test
or Wilcoxon signed
test

Descriptive statistics;
ANOVA

Seizures: Reduction of 18 (baseline)- 2.25 (6™
session)-2.67(12" session) (SD not reported)

Depression: 4/6 had a reduction in scores
(considering not all time points were collected)

Anxiety: 2/6 had a reduction in scores, 2/6 had an
increase

Seizures: reduced by 0.12 episodes per week (p =
.002)

BDI: reduction of 13.8 (9.3) to -2.12 (11.9) p>.05

DASS: reduction of 9.4 (6.3) -8.96 (9.8) p>.05

Depression: reduction of 10.8 (4.8)- 8.8 (5.3) p>.05

Anxiety: reduction of 9.4 (5.7)- 8.8 (5.3) p>.05

Seizures:

Pre-treatment 11.1% of patients were seizure-free;
increased to 38.9% post-treatment

ET7:38.94 (18.95)- 31.70 (18.25) p = 0.028

PHQ: 13.69 (8.43)- 11.74 (6.79) p>.05



Goldstein
etal.,
2004 [50]

Goldstein
etal.,
2010 [60]

Goldstein

etal.,
2020 [61]

Individual
CBT

Individual
CBT

Individual
CBT

psychologist
then
remainder
clinical
psychologist

12 1hr,
weekly/fortnig
htly sessions
delivered by
trained CBT
therapist

12 1hr
sessions
weekly/fortnig
htly CBT,
delivered by
trained nurse
therapist

12 1hr
sessions over
4-5 month
period plus 1
booster

No control

Randomised
standard
medical care
(SMC) group
(ongoing
clinical
review with
neuropsychia
trist and,
withdrawal
of AEDS)

Randomised
standard

medical care
(SMC) group

ET7; PHQ-9;
GAD-7

Monthly
seizure
frequency;
HADS; Fear
Questionnaire

Self-reported
monthly
seizure diary;
HADS

Monthly
seizure
frequency; 2
items from SSS
for seizure

Pre and post
intervention,
6-month
follow-up

Pre and post
intervention,
6-month
follow-up

Pre
intervention,
6- month and
12-month
follow-up

29

Wilcoxon Matched
Pairs Signed Rank
Tests

Seizures: Poisson
mixed models

HADS: linear mixed
models

Generalised linear
mixed modelling

GAD-7:12.32 (6.10)- 10.96 (6.05) p>.05

Seizures: pre-treatment- 18.22 (43.70)-
postreatment-2.88 (4.73)- 6™ month follow-up 2.59
(4.14) (p = 0.01)

Anxiety: 10.06 (5.62)- 7.81 (5.52)- 8.13 (6.71) z =-
2.539 (p = 0.05)

Depression: 6.75 (3.55)- 4.63 (4.22)- 4.63 (5.08) z= -
2.337 (p=0.05)

Seizures: (median) pretreatment- 12.0 (22.50)-
posttreatment-2.0 (6.00)- 6"-month follow-up 1.5
(8.00)

Between-groups effect size: 0.75 posttreatment;
0.42 follow-up

Anxiety: 8.83 (4.95)-7.93 (3.58)-7.15 (5.16)
Depression

6.74 (4.05)-6.20 (4.08)-5.69 (5.34)

No group x time interactions and no main effects
Seizures (median)

Pretreatment- 12.5 (4.41; 0-535)-posttreatment 6
(3.48; 0-640)- 6" month-follow-up- 7 (1-35; 0-994)



Kuyk et
al., 2008
(56]

Labudda
etal.,
2020 [57]

LaFrance
etal.,
2009 [62]

CBT-based
inpatient
therapy

CBT-based
inpatient
therapy

Individual
CBT

session 9
months
following

Program No control
lasting

duration of

inpatient stay

(2-6 months)

Program No control
lasting

duration of

inpatient stay

(average 64.53

days)

12 1hr weekly  No control
sessions,

delivered by

experienced

therapist

severity; GAD-
7; PHQ-9 and
CORE-10

Weekly
seizures
observed and
counted by
nursing staff;
BDI; STAI

Seizures rated
using self-
made
interview-
based
questionnaire;
BDI, STAI

Seizures self-
rated using
daily calendar
plus collateral
info from

Pre and post
treatment and
6-month
follow-up

Pre and post
treatment, 6-
months
follow-up

Pre-treatment,
4,8and 12
months post
enrolment

30

Wilcoxon Matched
Pairs and Pearson’s
correlations

Seizure
characteristics:
ANOVA; Clinical &
demographic
characteristics:
independent t-tests/
Mann-Whitney U

Paired t-tests &
Wilcoxon signed

GAD-7:9.6-8.1-8.2
PHQ-9:12.3-11.2-10.5

Core-10- 18.2-17.2-16.6 ( p = 0.013)

Seizures:
T!- 6.6 (9.8)- T2-3.0(4.7)- T3- 0.9 (1.8) (p = 0.002)
BDI: 19.7 (9.4)- 11.5 (10.9)- 9.2 (7.5) (p = 0.001)

STAI-trait: 47.2 (10.9)- 41.2 (10.9)- 36.7 (10.1) (p =
0.02)

STAI- state: 46.1 (11.9)- 40 (11.8)- 33.3 (9.1) (p =
0.002)

17 seizure free at posttreatment, 12 seizure free at
follow-up

BDI: significant main effect (F = 18.32, p < .001)
significant decrease T1to T2 (t=6.02; p,.001;
significant difference t = 2.65 p < .01) significant
increase t =-3.36 (p <.01) increase T2 to T3

STAI: Significant main effect (F = 3.11, p = .04)
significant decrease T1to T2 (t=3.12, p<.01)

Seizures: T1-17.2 (23.2) - T2-11.8 (19.7)-T3- 7.1
(14.6), t =3.85, p =0.001

MHRSD:14.6 (7.3)- 10.4 (7)- 11.6 (7.2), t = 2.056



LaFrance
etal.,
2014 [63]

LaFrance
etal.,
2020 [64]

Myers et
al., 2017
(65]

Individual
CBT

Individual
CBT

Prolonged
exposure
therapy

12, 1hr,
weekly
sessions
delivered by
trained on-site
therapist

12 weekly
sessions
delivered
online

12-15, 90
minute
sessions

1:1:1:1
treatment
arms: CBT-
(ip); flexible-
dose
sertraline,
combined
CBT-ip and
sertraline,
TAU

No control

No control

family; BDI,
MHRSD, DTS

Weekly
seizure

calendars, BDI,

BAI

Self-reported
weekly seizure
calendar, BDI,
BAI

Self-reported
daily seizures,
BDI

Baseline, week
2, week 8 and
posttreatment

Pre-treatment,
midpoint,
post-
treatment

Pre and post-
treatment

31

Generalised linear
mixed models

Generalised linear
mixed models

t-tests and Wilcoxon
tests

BDI: Significant decrease-19.1 (15)-18.5 (22.4)- 10.7
(7.8).t=2.172,p=0.01

DTS: significant decrease-58.9 (37.8)- 47(30)-36
(27.6) t=2.886 p =0.01

Seizures:

CBT-ip condition: 51.4% fewer seizures (p = .01)
significant

CBT-ip w/ sertraline 59.3% fewer (p=.008)
significant

Sertraline and TAU: no significant change
BAI: (F3,24 =3.43; P =.03),
BDI: (F3,30 =4.38; P=.01)

HDRS: (F3,24 = 3.25; P = .04),

Seizures: Significant reduction- 45.7% per month of
treatment (.543, p = .0001)

BDI: significant- 25.6-20.4 -15.0, p = .0024
Anxiety: significant- 25.5- 20.6- 16.7 p=.0034
Seizures: significant decrease- (Z=-3.413, p = 0.001)

BDI: significant decrease- (27.00-8.5) to final session
(13.44-7.94) t (15) = - 4.420, p < 0.0001



Streltzov  Group CBT
etal., and MBCT
2022 [66]

Tilahun et Individual
al., 2021 CBT

(67]

Eight weekly No control
sessions over

the telephone

delivered by a

trained

facilitator and

co-facilitator

with epilepsy

12 sessions No control
delivered by

psychologist

Self-reported
seizure
frequency
(weekly and
monthly) PHQ-
9; GAD-7

Daily seizures
inlast 6
months, PHQ-
9, GAD-7

Baseline,
session 8 and
one-month
follow-up

Pretreatment,
3 months, 3
months
postreatment

Descriptive statistics

Two-sample t-tests
for continuous
variables and
Fisher’s exact tests
for categorical

Seizures- reduction of 3.75 (4.65) per month
PHQ-9: Reduction of 3.33 (2.66)

GAD: reduction of 1.83 (3.49)

>3-month treatment:
GAD-7:-2.9 (4.5) change, p = 0.008

PHQ-9: -3.4 (7.3) change, p = 0.008

Note: ACT = acceptance and commitment therapy; BAl = Beck Anxiety Inventory; BDI-lI= Beck Depression Inventory-Il; CBT= Cognitive Behavioural Therapy; CBT-ip = CBT-

informed psychotherapy; CGI = Clinical Global Impression; CORE- 10 = Clinical Outcomes in Routine Evaluation-10; DASS-21 = Depression, Anxiety and Stress Scale-21; DBT =

dialectical behavioural therapy; DTS = Distress Tolerance Scale; EEG = electroencephalogram; ET7 = Revised Emotional Thermometer Scale; GAD = general anxiety disorder; HADS =

Hospital Anxiety and Depression Scale; HADRS = Hamilton Anxiety and Depression Rating Scale; LD = learning disability; MBT = mindfulness based therapy; MDD = major

depressive disorder; MHRSD = Modified Hamilton Rating Scale for Depression; NOS = not otherwise specified; OCPD = obsessive compulsive personality disorder; OT =

occupational therapist; PaD = panic anxiety disorder; PHQ-9 = Patient Health Questionnaire-9; PNES = psychogenic nonepileptic seizures; PTSD= posttraumatic stress disorder; RCT

= randomised controlled trial; SMC= standardised medical care; STAI = State Trait Anxiety Inventory; TAU= treatment as usual TBI = traumatic brain injury
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3.2. Mindfulness-based Therapy (MBT)
Two studies used an MBT approach [58] [59]. In the initial study [58] only 50% of six participants
completed the mental health measures at all time points (6" and 12t session), so no statistical
analyses were conducted for these measures, presenting scores only for information purposes.
Most participants’ weekly seizure frequency had markedly declined by the 6% session, (mean of 18
seizures reduced to 2.25), and were maintained by the 12t session (mean 2.67). Notable changes
were identified in depression scores of participants that had completed measures at all time
points, but only one participant showed improvement in anxiety score by session 12. The later
study [59] had an increased sample size (N=26), yet treatment completion rate was low at 55%,
and less than 60% of the selected sample did not participate, meaning the study was
underpowered. Post-intervention, 50% of participants reported no seizures, and 70% had a 50%
reduction in seizure frequency, decreasing by 0.12 episodes a week (p = .002). Anxiety and
depression scores decreased slightly and did not reach statistical significance, although scores at
baseline were within minimal ranges, providing small scope for benefit. The findings of the
reviewed MBT studies demonstrate the effectiveness of MBT in reducing seizure frequency but
not in alleviating psychological distress. The MBT protocol utilised in these studies is the first
adapted for FS patients, and results indicate the potential benefits of applying mindfulness
principles to emotion management on symptoms. However, neither of these studies used controls
and both had small, underpowered, opportunistic samples. As such, due to these limitations, it is
not possible to conclude that MBT is effective in alleviating psychological distress in FS. In addition,
neither study evaluated longer-term benefits so the sustainability in seizure frequency reduction

could not be confirmed.
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3.3. Acceptance and Commitment Therapy (ACT)
Barret-Naylor et al.’s [67] case series examined the effectiveness and acceptability of a guided,
self-help ACT intervention for individuals with FS. As the aim of ACT is not to directly target
primary symptomology, seizure reduction was the secondary outcome, and psychological health,
including psychological flexibility and quality of life, was the primary. Outcome measures were
administered at baseline, postintervention, and at follow-up of one-week and one-month. Seven
self-selected participants completed the study, so accuracy of diagnosis was not provided. The
intervention comprised of chapters and exercises from an ACT self-help book. The participants
that did not have existing mental health difficulties scored within the nonclinical range on the
DASS-21 at baseline, so improvement could not have been determined, but the remaining four
participants demonstrated reliable and clinically significant change postintervention. This
improvement was clinically significant for two participants at one-month follow-up. Seizure
frequency reduced considerably for all participants throughout the study, with three participants
reporting no seizures at follow-up.
Overall, this study indicates the potential effectiveness of an ACT self-help intervention in
alleviating the psychological impact of FS, and coincidentally improving seizure frequency. The
study meets the recommended sample size for a case series. However, its sample selection was
biased due to volunteer sampling methods and there was no control group. As this study
measured psychological health, measured by the DASS-21, it is worth acknowledging its suitability
in answering the current review question. The participants that demonstrated clinically reliable
change initially indicated mental health difficulties and whilst it is not clear whether their reduced
psychological health was related to their FS, these were the participants that maintained seizure
reduction at follow-up. Currently, this is the only study to investigate an ACT intervention in

individuals with FS and measure changes in psychological distress. As such, and considering the
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potential selection bias of the study’s sample, caution should be taken when generalising the

findings to the FS population.

3.4. Cognitive Behavioural Therapy (CBT)
Goldstein and colleagues [50] conducted the first trial systematically measuring the effectiveness
of CBT for FS. Seizure frequency was measured monthly and was assessed a month prior to
treatment, posttreatment and at six-month follow-up, along with the mental health measures.
Posttreatment, 13 participants experienced a 50% reduction in seizures and at follow-up, four
were no longer experiencing seizure activity. Anxiety (p < 0.05) and depression (p < 0.05) scores
also significantly reduced throughout treatment, were maintained at follow-up, and were
supported by scores on the Fear Questionnaire, which demonstrated a significant decrease in
avoidance of feared stimuli (p < 0.05). This study was a promising starting point for trials
measuring CBT effectiveness, demonstrating high quality, supported by its low dropout rate, and
valid and reliable data collection method. Nevertheless, this study had no control group, and did
not report or control for participants already acquainted with psychological therapy, or prescribed
psychiatric medications, considering three participants reported a coexisting psychiatric diagnosis
at baseline.

A similar study was conducted by LaFrance et al. [62], measuring effectiveness of their CBT
protocol, CBT-ip. Therapist adherence to the protocol was monitored by audiotape and
randomised sessions were measured using a modified Cognitive Therapy Scale. Weekly seizure
frequency was measured, and psychological health measures were completed at baseline, month
one and posttreatment. 16 out of 21 participants reported a 50% seizure reduction and 11 of
these reported no seizures. Mean scores on the BDI-Il (p = 0.01) and DTS (p = 0.01) illustrated

significant improvement in mood and anxiety. This study demonstrated strong quality, sharing
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ratings with the Goldstein et al.’s [50] study across all constructs, however, for this study, it is
worth considering the high number (62%) of participants who were already acquainted with
psychotherapy, including CBT for four participants, and the increased number of participants
taking psychotropic medication (76%), which may have potentially influenced depression and
anxiety outcomes. Follow-up was not reported, so sustainability of benefits was not
demonstrated. The session content of both CBT studies appeared to be similar and although
comparison is difficult due to variation in measures, treatment outcomes did not noticeably differ.
In addition, neither used controls and both had relatively small sample sizes recruited from single
clinics in Western countries, limiting the generalisability of findings.

LaFrance and colleagues [64] extended their study to measure the effectiveness of CBT-ip
when administered via telehealth. Results indicated a significant reduction in seizure frequency (p
=.0001), in addition to a significant decrease in depression (p = .0024) and anxiety (p = .0034),
demonstrating the potential suitability for administering CBT-ip to individuals who have difficulties
in accessing face-to-face therapy. Although the treatment was provided in a range of clinics across
North America, the sample was limited to the military veteran population. As such, the sample
mainly consisted of males, older adults, and those with many comorbidities. This limited
generalisability is reinforced by the use of a single therapist, lack of controls and sampling bias.

Bajaj et al. [55] used a control group in their study, comparing the effectiveness of CBT (N=
30) to standard medical care (SMC) (N= 20) of anti-anxiety and anti-depressant medication.
Participant characteristics were not reported, however comorbid epilepsy or major mental illness
(e.g.- psychosis), history of psychological treatment or current suicidality were included in
participant exclusion criteria. Seizure frequency, depression and anxiety were assessed at baseline,
on a monthly basis, and at posttreatment, and there were no differences between groups on

these measures at baseline. At posttreatment, seizure frequency, anxiety and depression scores
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statistically significantly decreased in the CBT group, although p-values were not reported. These
significant differences were not demonstrated in the SMC group. Significant between-group
differences in seizure frequency were also observed, but this was not significant for anxiety and
depression scores. Although this study provided some evidence for the effectiveness of CBT in
comparison to psychiatric medication there were several methodological limitations. Content of
the CBT intervention was not reported so it is unclear whether a protocol was followed, or
whether the intervention was adapted for FS. This is reinforced by the underreporting of
treatment fidelity. It is also not clear whether a trained professional administered the
intervention. No participant characteristics were reported, meaning it is unclear whether groups
were balanced or stratified prior to randomisation. The randomisation method was also not
reported, so it is ambiguous as to whether there were any researcher biases regarding group
allocation. Although only 10% of participants in the CBT group withdrew, only 40% in the SMC
attended regular follow-ups. As such, although this study demonstrates some evidence toward
reduced anxiety and depression following CBT, there was no evidence to suggest it as a more
beneficial treatment to SMC of psychiatric medication.

Goldstein et al. [60] and LaFrance et al. [63] also conducted pilot randomised controlled
trails (RCTs) into the effectiveness of CBT for FS compared to SMC. Goldstein et al. [60] measured
seizure frequency and anxiety and depression scores at baseline, posttreatment and at 6-month
follow-up. Results indicated that relative to SMC alone, participants in the CBT group experienced
a greater reduction in their seizure frequency posttreatment, maintained at follow-up. There were
no reported changes in anxiety and depression. LaFrance et al.”s [63] RCT compared the
effectiveness of CBT-ip (n=9) to a range of FS treatments, including flexible-dose sertraline (n = 9),
combined CBT-ip and sertraline (n = 10) or treatment as usual (TAU) (n = 10). Self-report

guestionnaires were completed at baseline, second session, eighth session and posttreatment.
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There were no demographic differences between groups, although groups were not stratified
based on baseline scores. Analyses indicated a significant reduction in reported monthly seizures
in the combined (p = 0.008) and CBT-ip (p = 0.01) groups, which was not observed in the other
treatment groups. For those receiving CBT-ip, achieving seizure freedom was over six times
greater. In the CBT-ip group, significant improvements were observed on the Hamilton Depression
Scale (p < 0.001), BDI-Il (p < 0.01) and BAI (p <0.001). These differences were not observed in the
TAU and sertraline groups, demonstrating CBT-ip alone to be the preferable intervention when
supporting mental health outcomes. LaFrance et al. [63] demonstrates evidence for CBT improving
specific mental health outcomes of anxiety and depression, whereas Goldstein et al. [60] did not,
although low baseline scores may reflect minimal changes. The analysis by Goldstein et al. [60]
demonstrated that protocol violations did not impact seizure outcome, but it is unclear as to
whether this impacted anxiety and depression outcomes. Despite the studies’ control, it is again
worth considering their lack of generalisability. Although LaFrance et al.’s [63] RCT was
multicentre, this still only consisted of three US clinics. Both studies also had low sample sizes. In
addition, Goldstein et al. [60] did not report participant demographics of previous psychological
support or current prescribed psychiatric medication, which may have influenced results. In
comparison, between-group differences in baseline anxiety and depression scores in LaFrance et
al.’s [63] study decreases the result’s validity, demonstrating the differences in findings between
these RCTs.

Tilahun et al. [67] aimed to replicate the CBT-ip protocol to examine the outcomes in their
outpatient service. They used an observational, retrospective design, utilising patient clinic data.
They also aimed to explore outcomes in patients who completed fewer sessions, and those that
took longer than three months to complete at least seven sessions. Outcomes were completed at

pre-treatment and three months posttreatment. No significant changes on any measure were
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demonstrated at three months, however, individuals that attended sessions for longer than three
months indicated significant improvement in anxiety and depression scores (p = 0.01). This infers
that treatment is of more benefit to individuals with FS when treatment is longer, irrespective of
the number of sessions provided. However, generalisability is difficult due to low sample size, lack
of control group and following a reduced amount of people who had data available, indicating
possibility of sampling bias.

The CODES trial [61] is the largest RCT to date measuring treatment effects in FS, recruiting
from 27 clinics in Great Britain. Outcomes were assessed at baseline, six-months and 12-months
after randomisation. No significant differences in monthly seizure frequency were identified
between groups and a similar finding was observed on anxiety and depression scales, although
significant differences were observed in general psychological functioning as measured by the
CORE-10 (p = 0.013). However, the use of psychiatric medication prior to, or during participation,
was not reported in this study which may have confounded the findings.

In summary, the findings for CBT’s effectiveness for improving mental health outcomes for
those with functional seizures collectively differs across studies of varying levels of control.
However, the multi-centre RCT [61], which is of the strongest quality owing to its level of control,
demonstrated CBT to be no more effective than SMC in improving anxiety and depression,
although it did demonstrate significant effectiveness for overall psychological distress. However, it
is again worth recognising the generalisability of this study which could be limited, considering its
UK-based population. CBT-ip [63] did demonstrate significant results, and it was also

demonstrated to be effective when delivered remotely [63].

3.4.1. Group CBT
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Conwill et al. [68] and Cope et al. [69] both conducted pilot cohort-designed studies evaluating
CBT-based group therapy for FS. Neither study demonstrated significant improvement on anxiety
and depression scores, but did indicate significant improvement for emotional wellbeing,
measured by the ET-7 (p = 0.028) [69] and the emotional wellbeing scale of the SF-36 (p = 0.4)
[68]. In Conwill et al.’s [68] study, at baseline, four out of ten participants with FS experienced
psychological difficulties of anxiety or depression however no significant associations between
baseline mental health scores and demographic variables were identified. Withdrawals were not
reported. In Cope et al.’s [69] study, mental health demographics were not reported, although
68% were prescribed anti-depressant medication, and 20% were prescribed anti-anxiety drugs,
potentially confounding results and only 64% of the sample attended all sessions. Neither Conwill
et al. [68] or Cope et al. [69] report the percentages of eligible participants who agreed to
participate, and both studies acknowledge small sample sizes, limiting their generalisability and
further decreasing validity. Intervention content and length did not appear too dissimilar between
studies. As such, and perhaps explained by potential sampling bias and potentially ungeneralisable
samples, neither study confirms effectiveness of group CBT for psychological distress in FS.
Streltzov et al. [66] recently conducted a pilot study assessing the feasibility of Project UPLIFT, a
CBT-and MBCT-based self-help group management program. Six participants completed the
treatment and only 25% of eligible participants agreed to participate, indicating a potential sample
bias. Outcomes were assessed at baseline, posttreatment and at one-month follow-up, however
analysis only comprised of descriptive statistics. At follow-up, average depression scores had
decreased by 3.33 (SD = 2.66), and average anxiety scores decreased by 1.83 (SD = 3.49),
suggesting a larger improvement for depressive symptoms, despite both scores suggesting
moderate severity at baseline. Qualitative findings also suggested participants felt more able to

manage their seizures and daily life at follow-up, illustrating the potential effectiveness of
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combined cognitive-behavioural and mindfulness strategies for seizure conditions. While this

study provided initial evidence for the acceptability of Project UPLIFT, its potential selection bias

and lack of control, further reinforced by a small, homogenous sample are significant limitations.
Overall, the current studies assessing effectiveness of group CBT have produced little

evidence into their benefits in improving mental health outcomes for individuals with FS.

3.4.2. CBT-based inpatient therapy
Two studies conducted individualised, inpatient CBT-based therapy [56] [57]. In Kuyk et al.’s [56]
study, outcomes were measured at pre-treatment, discharge, and six-month follow-up. Patients
were admitted to a separate unit of an epilepsy centre, specifically for treatment of their FS.
Treatment lasted for an average of five months; it was unreported at what stage patients were
discharged. Analysis demonstrated seizure frequency decreased significantly throughout the study
with 50% of participants reporting seizure freedom. Between baseline and follow-up, trait (p =
0.02), and state (p = 0.002) anxiety and depression (p = 0.001) scores demonstrated significant
improvement. There was no control group, no control over treatment duration and out of 26
participants, three withdrew. There were also no reported demographics in relation to participant
familiarity with psychotherapy and prescribed medication, and sample size was minimal. There
was also lack of control over treatment duration.

Labudda et al. [57] provided psychotherapy in their inpatient psychotherapy ward in
Germany. Their weekly individual intervention consisted of combined dialectic-behavioural-
therapy (DBT) principles and CBT. Outcomes were assessed at pre-treatment, discharge and 6-
month follow-up. At discharge, 23% of patients reported seizure freedom, however this did not
predict longer-term outcomes. There was a significant decrease in depression (p = .01) and anxiety

scores (p < .01) at discharge however at follow-up, depression scores increased (p <.01) and there
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were no significant changes in anxiety (p = .58). A comparative analysis was conducted, comparing
clinical and demographic differences between participants who were and not able to achieve
seizure freedom, finding those who became seizure-free had fewer mental health difficulties at
baseline. In addition, although patients with comorbid epilepsy were able to discern their seizures,
this was not controlled. The study did not have a control group, withdrawal rates were significant,
and there was no reporting of consenting participants, risking sampling bias which was already
increased due to the opportunity sample.

In summary, these studies demonstrated some evidence toward CBT-based, inpatient
therapy improving psychological health in individuals with FS. The studies’ findings differed
regarding longer-term changes; however, these may have been impacted by Labudda et al.’s [57]
participants having a high number of comorbid mental health difficulties at baseline. Both studies
were conducted in European inpatient units, which although provides heterogeneity to a review
consisting of UK and US studies, the findings of the effectiveness of CBT-based inpatient
intervention cannot be generalised to an FS population accessing outpatient care, which is

increased by their low sample size and bias and lack of control group.

3.4.3. Prolonged Exposure Therapy (PE)
PE is a manualised, CBT-based approach that targets the psychological effects of posttraumatic
stress disorder (PTSD) [70]. Myers et al.’s [65] case series, aimed to demonstrate the effectiveness
of PE for individuals with comorbid diagnoses of PTSD and FS. Thirteen out of 16 participants
reported seizure freedom by the final session, and the three remaining participants had
significantly lower seizure frequency (p = 0.001), maintained at follow-up. Mean depression scores
showed significant improvement from baseline to final session (p < 0.0001) as did mean PTSD

scores (p < 0.0001). However, the study’s underreporting of sampling method potentially reduces
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its quality, as does its lack of control. In addition, psychological measures were not taken at follow-
up, so it is unclear whether the reduced depression scores were maintained. It is also worth
considering the application of these findings, as PE is designed to only alleviate PTSD symptoms,
and considering the research demonstrated earlier in this review, not all FS patients have
experienced previous trauma. Although this study utilises psychological measures, it is unclear

whether higher baseline depression scores are relative to the effect of FS, or PTSD.

4. Discussion
The aim of this review was to evaluate the effectiveness of CBT and third-wave interventions for
alleviating the psychological distress associated with functional seizures. A series of interventions
were reviewed including individual, group and inpatient CBT, ACT, MBT and PE.
Overall, the papers reviewed in this study provided mixed findings for the evidence of the
effectiveness of CBT and third-wave approaches in improving psychological outcomes. Most
papers included in this review utilised a CBT approach, which were also the only studies to use
controls. The majority of papers in the review measured mental health outcomes using specific
measures, however when considering the high comorbidities of FS with trauma [11] the risk of
suicide [18] [15], the impact on individuals’ coping [71] [72] and social interactions [19] [22] a
more generalised psychological measure, such as the CORE-10 [73] is more appropriate in
measuring psychological outcomes rather than focusing on anxiety and depression alone,
supporting the findings of Goldstein et al. [61].
The studies measuring group CBT [68] [69] demonstrated significantly increased emotional
wellbeing and Project UPLIFT improved depression scores yet not anxiety. Although, this study was
conducted in the context of the COVID-19 pandemic, a period of increased stress and anxiety for

all [74] [75], potentially a contributory, external factor to the minimal changes. In addition, the
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protocol was initially developed for individuals with epilepsy, adapting only terminology and
epilepsy-specific resource, with no additional psychoeducation added. Anxiety has increased
prevalence in FS compared to epilepsy [11], suggesting the potential benefits of adding material
specific to psychosocial management of FS. Further, controlled studies are necessary to explore

the potential effectiveness of Project UPLIFT and other group CBT protocols for the FS population.

It is also necessary to acknowledge the differences in what controlled studies considered as
SMC/TAU. LaFrance et al.’s [63] study was beneficial as it compared CBT to medical interventions,
in addition to TAU, consisting of biweekly neurology follow-ups, demonstrating a psychological
intervention to be more effective than antidepressant medication even when combined. This is
supported by Bajaj et al.’s [55] trial, who provided psychiatric medication as SMC and observed no
significant differences between groups. Content details of LaFrance et al.’s [63] TAU was
unreported, unlike Goldstein et al., [60], whose SMC consisted of ongoing clinic psychoeducation
with neuropsychiatry. Goldstein et al. [61] were not able to control SMC due to the study’s
multicentre design but provided guidelines of neurology and psychiatry follow-ups. However, the
ecological validity of these treatment arms should be considered, as it is unfortunately not
common for patients in the UK to receive further follow-ups following their diagnosis, instead
often being referred to websites for further information about their condition [25]. In the US

however, follow-up is often offered to patients but is not usually taken up [25] [76].

The studies assessing CBT-based inpatient therapy [56] [57] demonstrated significant
improvement in mental health outcomes posttreatment, however Labudda et al. [57] did not
observe these at follow-up. The multidisciplinary aspect of these treatments is representative of

the current perception of effective treatment for FS and other functional symptoms. Due to the
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variability of seizure aetiologies and functions, it is recommended patients are provided
multidisciplinary individual treatment plans [77] [78], adapted to their clinical presentation, to
target the arbitrary mechanism [4]. Within psychology, individualised treatments, considering CBT
and third-wave models, in addition to systemic, psychodynamic and EMDR work, dependent on
the cause of distress, is considered to be the more beneficial approach [76]. To the authors
knowledge, one pilot study [79] has found this approach, based on the biopsychosocial model, to
be effective in improving seizure outcomes. Inpatient treatment for FND has been found to
provide greater certainty of co-ordinated, multidisciplinary therapy in a controlled environment
[80] [81]. However, reviewing inpatient treatment in contrast to other, community-based
interventions is difficult, as exposure to potentially triggering social and environmental conditions
is limited [80] [81]. This may be a potential reinforcer of patients’ psychological difficulties,
potentially illustrating Labudda et al.’s [57] findings of increased depression scores at follow-up
once patients had returned to their usual social environment. Although, this may have also been
influenced by a higher number of participants having comorbid mental health difficulties at
baseline, as Kuyk et al.”s [56] inpatients’ improved mental health was maintained at follow-up. It
would be beneficial to measure the effectiveness of these protocols in an outpatient setting, using
a controlled study design. The positive findings of the CODES trial [61] provides further rationale
for this, as although a more stringent CBT model was followed, intervention was formulation-

based, providing flexibility to focus on individual seizure triggers.

The remaining studies measuring further third-wave approaches were not controlled, impacting
the reliability of results. The evidence demonstrated for MBT was not substantial enough for it to
be advised as an effective treatment for psychological outcomes, as changes of psychological

distress were not found to be significant and studies were not controlled [58] [59].The
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effectiveness of MBT in improving psychological outcomes has been demonstrated in the general
population [82], so better controlled studies should be conducted prior to suggesting it as an
effective intervention for alleviating psychological distress in PwWFS. All studies included in this
review took place in westernised countries, however under-represented individuals continue to
face barriers in accessing therapy [83], as demonstrated by the demographic differences Baslet et
al. [59] identified, such as ethnic background, age and education between completers and non-
completers which is supported by pre-existing literature on characteristics of individuals who drop
out of therapy [84]. As such, it is worth considering the potential attrition and sample bias
impacting all of the review’s studies’ findings, indicating the need for such research to be
expanded globally. Tilahun et al. [67] observed significant reductions in anxiety and depression
when individuals were able to attend therapy more infrequently and for a longer period, which
improves accessibility for individuals who find weekly, shorter therapy too intense, providing an
intervention to also suit treatment needs. Although the literature has demonstrated no significant
differences in outcomes in telehealth and face-to-face therapeutic interventions [85] [86]
considering the physical and social restrictions of FS, telehealth may be a preferred and more
comfortable method of engaging in therapy, aiding therapeutic outcomes in addition to the social
connection that comes with group therapy. This finding is supported by Streltzov et al.’s [66]
positive findings of their remote group intervention and the study by LaFrance et al. [64], who
found improved anxiety and depression outcomes for their individual, online CBT trial.
Nevertheless, as discussed, the validity and reliability of studies’ findings are impacted by their
lack of control and small samples, so it would be beneficial to explore the effectiveness of remote
therapy for individuals with FS in a larger, controlled study. An additional way to improve therapy
accessibility is self-help modalities, such as in the reviewed ACT intervention [67]. This study

demonstrated positive findings. Nevertheless, this was an uncontrolled study and the only self-
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help intervention included in this review. Whilst the participants were provided with weekly
check-ins, the self-help mode of therapy omits the therapeutic benefit of a provider-service-user
relationship [87] and the validating space to express distress. However, the benefits of this mode
of providing ACT and mindfulness-base interventions across health populations including
medically- unexplained symptoms [88] [89] and chronic pain [90] have been demonstrated, also
supported by systematic review [91]. The ACT study [67] was the only in this review to measure
psychological outcomes as a primary outcome, suggesting the benefits of not including seizure
reduction as a primary therapy focus, aiding both improvements in mental health and seizure
frequency. However, considering the study’s methodological limitations, further controlled
research would be beneficial.

PE [65] was found to significantly improve outcomes of depression, as well as trauma symptoms
and seizure frequency. Trauma has demonstrated prevalence of 7-100% in FS, 15-40% higher than
controls, suggesting trauma to be a risk factor of FS, and seizures to be a potential trauma
response [11] [92] [93]. Nevertheless, many FS patients do not have a trauma history, and have
felt frustrated and invalidated when the condition is assumed by professionals to be exclusively
psychological [13] [14] [15] [16]. As such, and considering the study’ s lack of control, caution
should be taken in generalising these findings to the wider FS population, in addition to
interpreting the results in relation to the review question. Significant reduction in depression
scores was indicated, however it is unclear, without qualitative query, the aetiology of the
elevated depression scores at baseline, which may be relative to the decrease in trauma

symptoms rather than a reduction in the psychological impact of the condition.

When considering all reviewed interventions, it was apparent that statistically significant

reductions in anxiety and depression scores were only observed when these were elevated at

47



baseline. Undoubtably, without qualitative query, the aetiology behind participants’ mental health
difficulties is unknown, as to whether they are related to their FS or other life factors. However,
this provides some evidence for psychological interventions only being beneficial for when there is
patient need. Nevertheless, all studies in the review also demonstrated some reduction in seizure
frequency, indicating the benefit of psychological intervention for seizure outcome, supported by
the previous meta-analysis [32]. Again, it is worth considering the ambiguous relationship
between FS and psychological difficulties, known to be a risk-factor for, and consequence of, the
condition. However, considering the noticed benefit of psychological interventions on both seizure
and mental health outcomes when these are increased pre-treatment, it may be for these
participants, psychological distress was associated with seizure triggers.

4.1. Limitations
A main limitation of this review is the varying quality of included studies. Many studies had no
control group, making it difficult to attribute improvement in psychological distress to the
effectiveness of the intervention alone. There was also lack of control of other extraneous
variables, such as comorbid epilepsy, effects of already prescribed medication, including
psychiatric and prior experience of psychological therapy across studies. The only controlled
studies (n = 4) used a CBT model, and this included the largest RCT to date [61], providing
favourable evidence for CBT, not based on model characteristics, but instead on validity and
reliability of results. The evidence other approaches, specifically ACT, PE, and CBT-based inpatient
therapy, is promising, but it is not yet appropriate to recommend these models for supporting the

psychological impact of FS due to their lack of generalisability.

Many studies reported high withdrawal rates, which may be characteristic of accessibility of

therapy for PwWFS [94] [95], and some did not indicate the number of consenting participants. In
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addition, the studies’ volunteer or opportunistic sampling methods, where participants were
referred by their clinician who may have also been the researcher, increases the likelihood of
sampling bias. Furthermore, bias is increased in all studies by researchers’ involvement in the
therapeutic process, providing of outcome measures and/or awareness of control group
allocation. This has increased difficulty when trialling psychological interventions, however
increased risk of response bias and positive response expectancy impacts results [96]. In addition,
the review’s search only included abbreviations for several terms, increasing the possibility of
valuable papers being missed.

This review focused on the effectiveness of psychological interventions in alleviating psychological
distress in PwFS. Unfortunately, a majority of studies included measures of mental health and
distress in their secondary analysis, instead focusing on seizure frequency. As such, interventions
aimed to improve the cause of the condition, rather than its impact. Of course, this is a preferable
approach, but for many individuals, the psychological processes of FS can also precipitate attacks,

meaning it is perhaps just as important to focus on alleviating these processes [12] [22].

5. Conclusion, further recommendations, and implications
To summarise, the evidence of the effectiveness of CBT and third-wave interventions for
improving the psychological impact of FS is varied, though promising. There are more established,
and valid, findings for the effectiveness of individual CBT in improving overall psychological
distress. Further, controlled, research should be undertaken for further third-wave approaches, in
addition to group CBT and inpatient CBT-based therapy, before they can be established as a
recommended approach. The review demonstrates that positive outcomes are more likely when
there is increased distress at baseline, indicating that a psychological approach is more

appropriate for individuals with comorbid mental health difficulties, which may be linked to
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seizure triggers as well as the impact of living with the condition. Nevertheless, as seizure
aetiology is unique to each patient, it is reductionist to recommend an approach, such as CBT, as
effective for all patients. Further, controlled, research into formulation-based interventions,
building on the previous pilot study measuring effectiveness of psychotherapy based on the
biopsychosocial model [79] should be conducted. Nonetheless, this review provides a foundation

for the evidence of CBT and third-wave approaches in alleviating psychological distress in PwFS.
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Abstract

Functional seizures (FS) present similar to epileptic seizures but are not characterised by
disturbances in brain activity. Levels of self-blame and self-criticism are increased in this
population, perhaps exacerbating the psychological impact of the condition, along with seizure
severity. An increased ability to receive compassion from others and provide it to the self and
others, known as the flow of compassion, can alleviate self-blame and self-criticism and as such,
psychological distress. The present study aimed to investigate whether the flow of compassion
moderates the relationship between functional seizure severity (SS) and psychological impact.

245 individuals with FS completed several questionnaires measuring their SS, levels of compassion,
anxiety, depression and mental wellbeing and quality of life (Qol). A linear regression analysis was
completed to analyse for moderation effects. Self-compassion was found to moderate the
relationship between SS and mental wellbeing. No further moderating effects were established,
although several predictive relationships were identified. The present study was the first to
explore the flow of compassion in functional seizures, and provided initial evidence for the
potential effectiveness of compassion-focused therapy, focusing on compassion to self, in this
population. Larger, more controlled studies are recommended to investigate the further flows of

compassion in this population.

Keywords

Functional seizures, compassion, mental health, mental wellbeing, quality of life
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Introduction

Functional seizures (FS), also referred to as psychogenic, dissociative, or non-epileptic seizures [1]
[2], present similar to epileptic seizures or other paroxysmal conditions but are not characterised
by disturbances in brain activity [3] [4] [5]. Distinguishable symptoms of FS include lengthier
duration of ictal episode [6] [7] [8], affective vocalisation including crying or yelling [8] [9] [10]
[11], consciousness [8], increased head or body movement [8] [12] [13], pelvic thrusting [8] [12]
[14] and asynchronous jerks [8] [12].The aetiopathogenesis of FS is complex and distinctive for
each individual, with the current consensus moving from a complete psychogenic cause to one
that is interdisciplinary and comprehensive, incorporating biopsychosocial, cognitive and

neurological risk factors [3].

Despite this developing understanding, individuals with FS, and those with other functional
neurological disorders (FND), continue to be misunderstood, stigmatised, and invalidated [15]
[16], with the risk of stigma reported to be 42% higher in FS than in epilepsy [17]. Many individuals
have described their interactions with medical professionals as negative, their seizures being
assumed to be fabricated for secondary gain, or caused by psychological trauma or distress, with
some professionals believing the condition does not exist. As such little compassion and empathy
is provided toward the distressed patient, prompting feelings of hopelessness, shame and self-
blame, leading to self-stigmatisation [18] [19] [20] [21] [22] [23]. Living with FS also has a
significant impact, as many individuals are critical toward their condition, experiencing increased
levels of self-blame and decreased self-compassion around the uncontrollable nature of the
condition and feeling isolated as a result of social exclusion and loss of independence [17] [20]

[23]. These experiences amplify the psychological impact of FS, increasing stress, anxiety, low
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mood and for some individuals, suicidal ideation [17] [22] [24], which may also impede symptom

management [19] [25].

Besides recommending further neurological assessment if functional seizures are suspected [26],
there remains no recommended care pathway for individuals once diagnosed in the UK. There is
currently more robust evidence for psychological treatment for FS, although it has not yet been
established which psychological model is most beneficial [27]. However, it has been proposed that
seizure outcomes should not be the sole focus of treatment [28] as alleviating psychological
factors may be more important, identified as stronger determinants of quality of life (QolL) [29]

[30].

Emotional processes of self-criticism, shame, and self-blame appear to be prevalent in individuals
with FS [17] [21] [22]. Compassion-focused therapy (CFT) adopts a non-blaming stance toward
these distressing human processes, understanding them as the product of a dominating threat
affect regulation system, impeding access to a more safe, content and soothed system [31]. As
such, CFT aims to alleviate distress by increasing an individual’s capacity to receive compassion
and provide it to themselves and others, understood as the flow of compassion [32]. Therefore, it
is suggested, by building compassion, people with FS (PwFS) can grow to develop an
understanding of the condition and learn to manage it by instilling hope, calming the mind and

decreasing vulnerability to psychological difficulties [31 [32].

The concept of compassion has been explored within a range of physical health diagnoses
including irritable bowel syndrome, arthritis, and diabetes, with increased self-compassion

identified as related to engagement in illness-related self-care and coping [33] [34]. Short-term,
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virtual, CFT has been demonstrated effective in improving the mental health of individuals with
chronic illness [35] and similar findings have been identified for group CFT for multiple sclerosis
patients [36]. Self-compassion has been demonstrated to alleviate the psychological impact of
experiencing epileptic seizures [37] and has also been identified as related to anxiety, depression,
and coping efficacy in individuals with FS [38]. To date, the three flows of compassion: self-to-self,
self-to-others and others-to-self, have not yet been explored in PwFS and would provide a more
comprehensive view of the functions of compassion in the psychological impact of FS. The
evidence suggests PwWFS may have difficulties in receiving compassion, by self-isolating out of fear
of burdening others and feeling as though they need to protect their families from their condition
[20] [23] [25]. Alleviating this difficulty may allow individuals to adopt pro-social coping
mechanisms in turn reducing anxiety around experiencing an episode. Increasing self-compassion
may lead individuals to be less self-critical and self-blaming around their seizures [17] [21] [22] and
increased compassion for others would perhaps protect from the intense emotions when
experiencing dismissive interactions with others, such as medical professionals [17] [18] [21] [22]

[23], preventing internalisation of perceived criticism.

There is growing evidence to suggest there is relationship between seizure severity (SS) and
psychological distress. The relationship between SS and QoL has been identified in people with
epilepsy [39] [40], independent of seizure frequency [41]. In PwWFS, emotion regulation difficulties
have been associated with SS [42] and it has been suggested experiences of distress contribute to
the maintenance of the condition [19] [24]. However, to the author’s knowledge, there is no
available research investigating a relationship between SS and mental health and wellbeing.

It has been suggested interventions for FS should focus on lessening the condition’s psychological

impact. Processes such as self-criticism, shame and self-blame have been identified as prevalent in
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FS and alleviating these may also lessen the psychological impact of the condition. Consequently,
exploring FS from a compassionate perspective may be a novel approach in providing insight into
the relationship between functional seizures and their psychological impact, potentially providing
evidence into offering compassionate interventions such as CFT to individuals with FS. As such, the
present study aimed to measure the three flows of compassion in individuals with FS, investigating
their moderating effect on the relationship between functional SS and their psychological impact.
Psychological impact was encapsulated through QolL, mental wellbeing and mental health factors
of anxiety, depression, and stress, and compassion was measured through the three flows of
compassion, self-to-self; self-to-others and others-to-self. Therefore, the current study
investigated the following research question:

Do the three flows of compassion significantly moderate the relationship between SS and

psychological distress?

Method

Design

A quantitative, cross-sectional design was adopted. Data were collected through a self-report
online survey. Ethical approval was gained from the Faculty of Health Sciences Research and Ethics
Committee at the University of Hull in June 2022 (Appendix F).

Participants

A power calculation using G Power Version 3.1.9.7 [43] indicated that a sample size of 223 would
achieve 80% power to detect a small effect size of .05. Unfortunately, there was no available
research that could have been used to predict a likely effect size for the research question. As
analysis of the current research question would involve testing of three interactions, this was

considered to likely have a small effect size. Recruitment took place between August 2022 and
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March 2023. A total of 245 participants were recruited via paid social media advertisement to
increase reach, and with the support of FND charitable organisations FND Hope, FND Dimensions
and FND Action. Participants over the age of 18, who had received a formal diagnosis of functional
seizures, were proficient in the English language and had capacity to provide informed consent
and complete self-report measures were included in the study. Due to potential difficulties in
distinguishing between seizures [44], participants with a co-morbid epilepsy diagnosis were
excluded; as were individuals prescribed anti-epileptic medication due to side effects being a
potential predictor of QoL [29]. Participants self-screened using the inclusion and exclusion
criteria, meaning they were unable to proceed with the study if they did not meet the criteria.
Initially, individuals were only able to participate if they lived in the UK, however following

recruitment difficulties, the survey was made available internationally.

Measures

Demographic information (Appendix M)

Participants provided their age and gender, and the number of years since receiving their
diagnosis. When the study was made international, participants completed an additional question
of their country of residence.

Seizure severity (SS) (Appendix N)

The Liverpool Seizure Severity Scale 2.0 (LSSS) [45] is a measure of individuals’ SS. The scale
includes 12 Likert-scale items based on the participants’ most severe seizure of the past four
weeks, totalling a single unit-weighted scale from 0-100, with higher scores indicating increased
severity. Although originally developed for use as a measure in epilepsy [46], the scale has
demonstrated good reliability (a >.80) and validity (o > .70) in PWFS [38].

Flows of compassion
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The compassion to self and compassion for others subscales of the Compassion Engagement and
Action Scales (CEAS; see Appendix O) [47] were used in the study. Both scales include 13 Likert-
scale items demonstrating high internal validity (o = .72 - .94) [46]. Higher scores represent greater
self-compassion and greater compassion for others. The Engagement Scale measures an
individual’s sensitivity to suffering and motivation to address it and The Action Scale measures
their ability to engage in action in an attempt to reduce distress [47]. The compassion from others
subscale of the Fears of Compassion Scale (FOCS; see Appendix P) [48] was used to measure
compassion from others due to its increased construct validity in measuring an individual’s
openness to receiving compassion from others in comparison to the CEAS. This is because the
CEAS is thought to measure an individual’s perception of other’s compassion toward themselves
rather than their receptiveness and openness to allowing compassion in [47]. The FOCS
compassion from others subscale consists of 13 Likert scale items, demonstrating high internal
validity (a = .85) [48]. Higher scores on this scale indicate a greater reluctance to accept
compassion from others.

Mental health

The depression, anxiety, and stress scale (DASS-21; see Appendix Q) [49] consists of three
subscales, each consisting of seven Likert-scale items all demonstrating good reliability (a

= .88, .82 and .90 respectively) and replicated convergent and discriminant validity from the full
version [50] [51]. This scale was selected due to it including a subscale measuring stress.
Considering its prevalence in PwWFS [17] [24], measuring this in the current sample was considered
beneficial. Cut-off scores are demonstrated in the results section of this paper, with higher scores
representing increased mental health difficulties.

Mental wellbeing

69



The Short Warwick-Edinburgh Mental Wellbeing Scale (SWEMEBS; see Appendix R) [52] consists of
seven Likert scale items providing a single summary score indicating participants’ overall mental
wellbeing from the past two weeks. Scores range from 7-35, with higher scores indicating greater
mental wellbeing. For the purpose of this study, mental wellbeing is defined as positive
psychological functioning, which can be experienced simultaneously with mental distress. As such,
it was considered important to measure positive mental wellbeing and mental distress as two
separate constructs [53]. The shorter-version of this scale was selected as it provides more focus
on psychological functioning, has demonstrated good reliability (a = .84) [54] and reduces order
effects of fatigue.

Quality of life

Health-related QoL is reduced in PwWFS [55] and has previously been predicted by psychological
factors [29] [30] so it was therefore thought to be important to include as measure of
psychological distress in the current study. The Patient-Weighted Quality of Life in Epilepsy
inventory (QOLIE-10-P; see Appendix S) [56] was selected. Although the survey was originally
developed for an epilepsy population, it is currently the most used measure within functional
seizure research [29]. The scale demonstrates good reliability for individual items (r = 0.48 — 81)
and scales (r = 0.55- 0.77), with scores ranging from 11-62 and lower scores indicating better

quality of life [56].

Procedure

Upon selecting the link to the study, participants were presented with the study’s information
sheet detailing the study’s rationale and procedure and potential risks of taking part, such as the
possibility of triggering a seizure. If the participant still wished to take part, they were then able to

proceed to provide their informed consent. Once consent was provided, the participant proceeded
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onto the screening questions, where they were able to confirm they fit the study’s inclusion and
exclusion criteria. If the participant met all criteria, they were then able to complete the survey of
all measures detailed above. Upon completing the survey, the participant was then presented with
a debrief sheet, detailing contact details of relevant sources of support. As the current study took
place online and remained anonymous, direct support, or assessment of capacity for participation,
was not able to be completed. This was managed by the above procedure. Overall, participation

was estimated to take between 35-45 minutes.

Data analysis

All statistical analyses were conducted using SPSS for Windows Version 27 [57]. The data was
screened for outliers using box plot analysis. Outliers were identified in the QoL outcome variable
and in predictor variable compassion from others. To keep outliers in the data set, bootstrapping
(1000 samples) was applied to the analysis. The data met the assumption of independent errors
with all Durbin-Watson values being close to two. Skew and kurtosis outputs were observed and
demonstrated all data sets to be normally distributed, apart from years since diagnosis. To adjust
this skew, log and square root transformations were applied to this variable and as the log
transformation was found to be closer to zero, this was utilised in the analysis. Variance inflation
factors (VIFs) and tolerance statistics were observed to identify multicollinearity in the data set.
No VIFs exceeded 10, and no tolerance statistics were below 0.2 indicating no concern.
Scatterplots were utilised to observe for heteroscedasticity across all outcome variables, all of
which were well distributed, meeting the assumption of homoscedasticity (see Appendix T).
Bivariate correlations were conducted to establish relationships between variables. To measure
the study’s research question, a multiple regression model was used. Demographic variables of

age, gender and years since diagnosis were entered into the first block, followed by flow of
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compassion variables and seizure severity in the second block. Two-way interactions between
severity and each flow of compassion variable were entered into the third block. Moderation
effects were identified should statistical significance (p = < 0.05) be determined for interaction

variables.

Results

Sample characteristics

Sample characteristics are outlined in Table 1. 245 individuals diagnosed with FS participated in
the study. Participants’ average length of time since receiving a diagnosis was 4.4 (SD 5.7) years. In
the previous 4 weeks, 214 (87.3%) participants had experienced a seizure, an average of 10 (IQR =

27) seizures were experienced in total. Due to the skew in this data set, the median is reported.

Table 1.

Sample characteristics
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Age n(%) Gender n (%) Country of residence n (%)
18-25 69 (28.2) Female 214 (87.3) UK 183 (74.7)
26-39 87 (35.5) Male 18 (7.3) USA 27 (11)
40-60 76 (31) Non-binary 8(3.3) Australia 11 (4.5)
60+ 13 (5.3) Other/prefernot  5(2) Canada 9(3.7)
to disclose
Netherlands 4(1.6)
Ireland 3(1.2)
Germany 2(0.8)
New Zealand 2(0.8)
Spain 2(0.8)
Costa Rica 1(0.4)
Belgium 1(0.4)

Seizure severity

Table 2 demonstrates the sample’s average responses on provided questionnaires. Participants’ SS

was similar to samples in recent studies (M=52.5, SD= 21.8 [19]; M=60, SD =22.5 [38]).

Flows of compassion

Participants’ compassion for others on both action and engagement scales were higher in relation

to sample norms of M=29.97 (SD=6.79) and M=41.59 (SD=9.73) respectively [47]. However,

participants demonstrated higher engagement (M= 23.67, SD=6.41) but lower action (M=26.15,

SD= 7.40) for compassion to self, suggesting participants had an increased ability to pay attention

to distress, but a reduced ability to compassionately address this in comparison to other research

samples [47]. The present sample was less likely to accept compassion from others than the
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general population (M =15.28, Cl (95%) = 11.66, 18.90) and shares similar difficulties with the
average clinical population (M= 25.62, Cl (95%) = 18.24, 33.01) [58].

Mental health

Based on the cut-off scores for the DASS-21 [50] (Table 3), the current sample demonstrated a
mean stress score in the moderate range, an average anxiety score in the extremely severe range,
and an average depression score in the severe range.

Mental wellbeing

Comparing to UK norms (M=23.5 (SD = 3.9); [54]), participants’ mental wellbeing is considered to
be below average.

Quality of life

To the author’s knowledge, there are no cut-off scores or norms established for the QOLIE-10-P. A
study utilising the measure in both an epileptic and functional seizure population has been
observed to allow for comparison. The current sample’s score demonstrates greater QoL in
contrast to an epilepsy group (M = 40.34) but worse QoL in contrast with the functional seizure

group (M = 32.77). Standard deviations were not reported in this study [59].

Internal Consistency

Reliability of individual measures were tested using Cronbach’s Alpha. Values are demonstrated in
Table 2. Most measures indicated good reliability, with values above 0.7 [60], with the exception
of the individual engagement and action scales for compassion to self and compassion for others.

This is considered in the study’s limitations.

Table 2.

Descriptive statistics and internal consistencies of each measure
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Measure Mean SD Range Cronbach Alpha (a)
Seizure severity 53.06 15.56 72.50 77
Compassion to self 34.78 9.65 54.00 .61
(engagement)
Compassion to self (action) 24.62 6.40 36.00 .60
Compassion to self (total) 57.85 16.48 87.00 .76
Compassion to others 45.40 10.94 53.00 .68
(engagement)
Compassion to others (action) 32.31 6.90 36.00 .67
Compassion to others (total) 77.72 16.64 86.00 .79
Compassion from others 23.64 12.19 52.00 91
Stress 22.69 10.78 42.00 .86
Anxiety 21.22 11.17 42.00 .83
Depression 20.92 12.74 42.00 .87
Mental wellbeing 19.24 5.25 24.00 .87
Quality of life 36.11 7.19 41.00 .73
Table 3.
Cut-off scores for the DASS-21
Depression Anxiety Stress
Normal 0-9 0-7 0-14
Mild 10-13 8-9 15-18
Moderate 14-20 10-14 19-25
Severe 21-27 15-19 26-33
Extremely severe 28+ 20+ 34+
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Correlational analyses

All three mental health variables (stress, anxiety and depression) were significantly negatively
correlated with compassion to self and significantly positively correlated with compassion from
others, suggesting those more able to provide themselves compassion and accept it from others
also had reduced mental health difficulties. These variables were also significantly positively
correlated with SS, meaning increases in SS was associated with increases in mental health
problems. Similarly, mental wellbeing was found to be significantly positively correlated with self-
compassion and negatively correlated with compassion from others, suggesting those with better
mental wellbeing are also able to be compassionate toward the self and be more accepting of

compassion from other people.

Qol was significantly negatively correlated with compassion to self and positively correlated with
compassion from others, indicating those who struggled to provide self compassion and accept it
from others also had poorer QoL. QoL was significantly positively correlated with compassion to

others, suggesting those more able to attend to others’ distress and provide compassion also had
reduced Qol. QoL was also significantly positively correlated with seizure severity, meaning as SS

increased, QoL decreased.

Table 4.

Correlations between all outcome and predictor variables

Variables Compassion  Compassion  Compassion Stress Anxiety Depression Mental Seizure

to self to others from others wellbeing Severity QoL
Compassion - A51** -.287** -.196%* -.233%* -.325%* 480** .013 -.181%*
to self
Compassion - -.072 -.011 .022 -.006 111 .063 171*
to others
Compassion - .582%* .550%* .567** -.493%* 216%*  326%*

from others
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Stress - 725%* .667** -.537** .210%*  .440%**

Anxiety - .667%* -.524%** .282%*  A85%**
Depression - -.704%** .196%*  539%*
Mental - -.133 -.491**
wellbeing

Seizure - 279%*
severity

QoL -

Note: higher QOL scores indicate lower QOL and higher compassion from other scores indicate poorer ability to

receive compassion.

**Significance at the 0.01 level (2-tailed)
*Significance at the 0.05 level (2-tailed)

Research question: Does the flow of compassion moderate the relationship between seizure severity
and psychological distress in PWFS?

The current study aimed to measure whether the flows of compassion would have a moderating
effect on the relationship between functional SS and psychological distress.

A significant interaction identified was between SS and mental wellbeing with self-compassion
playing a role in the negative relationship between SS and mental wellbeing (Table 5). This finding
corroborated with correlational analyses. Self-compassion also approached significance as a
moderator between severity and QOL (p= 0.079). No further significant interaction variables were
identified for the remaining outcome variables, indicating that compassion to and from others, did
not moderate the relationship between SS and psychological impact and self-compassion did not

moderate the relationship between SS and mental health within the current sample.

As demonstrated in Table 6, stress was found to be significantly positively predicted by

compassion from others, as was anxiety (p < 0.001; see Table 7) and depression (p <0.001, see
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Table 8), meaning an increased ability to receive compassion from others led to decreased stress,
anxiety and depression. Depression was also significantly negatively predicted by compassion to
self, meaning an increased ability to provide self-compassion indicated reduced depression.
Mental wellbeing was significantly positively predicted by self-compassion, meaning increased
self-compassion led to increased wellbeing, and negatively predicted by compassion from others
(p < 0.001; see Table 8), meaning mental wellbeing worsened when participants struggled to
accept compassion from others.

Qol was the only outcome variable found to be predicted by all compassion variables at p < 0.001
(see Table 9). A negative direction was observed between self-compassion and Qol, meaning an
increased ability to provide compassion to the self indicated increased QoL. Positive relationships
were identified between QoL and the remaining compassion variables, indicating that an increased
ability to provide compassion to others predicts poorer Qol, and being more open to receiving
compassion from others predicts improved QolL. These findings are corroborated by the current
study’s correlational analyses. Reduced Qol was also predicted by reduced seizure severity (p

<0.001).

Table 5.
Linear regression analysis examining the associations between age, gender, years since diagnosis, the flow of

compassion and seizure severity on wellbeing
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Variables Beta set t p-value Lower95% cl¥  Upper 95% Cl
Block 1

Age .053 466 722 471 -.582 1.256
Gender -.127 .927 -1.807 .072 -3.502 152
Time since diagnosis .032 .374 454 .650 -.568 .907
Block 2

Compassion to self 416 .020 6.530 <.001 .093 173
Compassion to -.089 .019 -.1443 .150 -.064 .010
others

Compassion from -.376 .025 -6.267 <.001 11.941 34.519
others

Seizure Severity .073 .019 -1.268 .206 -.061 .013
Block 3

Seizure severity x .788 .001 2.453 .015 .001 .006
compassion to self

Seizure severity x -.515 .001 -1.356 177 -.004 .001
compassion to others

Seizure severity x -.006 .002 -.023 .981 -.003 .003
compassion from

others

T SE = Standard Error,

¥ CI = Confidence Intervals
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Table 6.

Linear regression analysis examining the associations between age, gender, years since diagnosis, the flow of

compassion and seizure severity on stress

Variables Beta SE t p-value Lower 95% CI Upper 95% CI
Block 1

Age -.209 .958 -2.936 .004 -4.701 -.924
Gender 117 1.905 1.697 .091 -.523 6.987
Time since diagnosis -.017 .769 -.246 .806 -1.705 1.326
Block 2

Compassion to self -.058 .044 -.890 374 -.125 -.047
Compassion to .040 .040 .630 .529 --.054 .105
others

Compassion from 527 .055 8.589 <.001 .362 .577
others

Seizure Severity .086 .041 1.453 .148 -.021 139
Block 3

Seizure severity x -.502 .003 -1.520 .130 .010 .001
compassion to self

Seizure severity x .335 .003 .858 .392 -.003 .008
compassion to

others

Seizure severity x .246 .003 .939 .349 -.004 .010
compassion from

others

T SE = Standard Error,

¥ CI = Confidence Intervals
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Table 7.
Linear regression analysis examining the associations between age, gender, years since diagnosis, the flow of

compassion and seizure severity on anxiety

Variables Beta set t p-value Lower 95% CI¥  Upper 95% CI
Block 1

Age -.232 .978 -3.223 .001 -5.079 -1.224
Gender .047 1.945 .684 .495 -2.503 5.164
Time since diagnosis .047 .785 .676 .500 -1.016 2.078
Block 2

Compassion to self -.150 .045 -2.284 .023 -.190 -.014
Compassion to 113 .041 1.779 .077 -.008 .155
others

Compassion from 464 .056 7.512 <.001 .309 .529
others

Seizure Severity .165 .042 2.774 .006 0.33 197
Block 3

Seizure severity x -.332 .003 -.996 321 -.009 .003
compassion to self

Seizure severity x 1133 .003 -.338 .736 -.006 .004
compassion to

others

Seizure severity x .179 .004 .678 .498 -.005 .009
compassion from

others

T SE = Standard Error,

T ¢l = Confidence Intervals

Table 8: Linear regression analysis examining the associations between age, gender, years since diagnosis, the flow

of compassion and seizure severity on depression
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Variables Beta set t p-value Lower95% cl¥  Upper 95% Cl

Block 1

Age -.134 1.118 -1.860 .064 -4.284 125
Gender .163 2.224 2.358 .0199 .859 9.627
Time since diagnosis -.017 .897 -.241 .810 -1.985 1.553
Block 2

Compassion to self -.241 .050 -3.768 <.001 -.286 -.090
Compassion to 122 .046 1.972 .050 .000 .181
others

Compassion from 476 .062 7.900 <.001 .369 .614
others

Seizure Severity .092 .046 1.585 114 -.018 .165
Block 3

Seizure severity x -.503 .003 -1.544 124 -.011 .001
compassion to self

Seizure severity x 224 .003 .580 .562 -.004 .008
compassion to others

Seizure severity x -.205 .004 -.795 428 -.011 .005
compassion from

others

T SE = Standard Error,
t ¢l = Confidence Intervals
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Table 9.

Linear regression analysis examining the associations between age, gender, years since diagnosis, the flow of

compassion and seizure severity on QoL

Variables Beta set t p-value Lower 95% cl¥  Upper 95% CI
Block 1

Age .046 .619 .634 .527 -.828 1.613
Gender 115 1.231 1.644 .102 -.403 4.453
Time since diagnosis -.136 497 .-1.934 .054 -1.941 .019
Block 2

Compassion to self -.239 .030 -3.431 <.001 -.160 -.043
Compassion to .259 .027 3.844 <.001 -.160 -.043
others

Compassion from .256 .037 3.898 <.001 .071 217
others

Seizure Severity .266 .027 4.212 <.001 23.648 56.381
Block 3

Seizure severity x .617 .002 1.763 .079 .000 .007
compassion to self

Seizure severity x .369 .002 .893 373 -.002 .005
compassion to others

Seizure severity x .002 .002 .983 327 -.002 .007

compassion from
others

T SE = Standard Error,

t ¢l = confidence Intervals
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Discussion

The aim of the current study was to establish whether the flows of compassion moderated the
relationship between seizure severity (SS) and their psychological impact. One very small
significant moderation effect was found where self-compassion acted to dampen the negative
relationship between SS and wellbeing. Significant correlations were identified between SS and
stress, anxiety and depression. This is in line with previous studies identifying relationships
between psychopathology and SS [42], and SS and emotional regulation difficulties [41]. The
identified relationship in the current study, between SS and reduced Qol, contradicts previous
research whereby no relationship was identified in a functional seizure population [61] [62] [63].
No correlation was identified between SS and wellbeing, although this may be explained by the
moderating effect of self-compassion weakening this relationship. Therefore, in the current
sample, it can be implied there is somewhat of a relationship between SS and psychological impact

acCross a range of outcomes.

Improved QoL was also significantly correlated with increased compassion to self and accepting
compassion from others. Previously in a functional seizure population, a relationship between self-
compassion and QoL was not identified [38]. However, differences in the QoL measure may
explain this difference, as this relationship has been previously identified in people with chronic
iliness [64]. It is understood this study is the first to explore the relationship between Qol and
ability to receive compassion from others in a clinical population. However, given what is
understood around the regulatory impact of receiving compassion on social isolation [48], the
association between social isolation and reduced QoL [63] [64] [65] and the prevalence of isolation

in a functional seizure population [17] [20] [23] [66], it makes sense that these correlations are
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being identified in the current study. Reduced QoL was correlated with compassion for others,
meaning as the ability to provide compassion to others increased, QoL decreased. Whilst this may
seem unexpected, a possible explanation for this relationship is the potential self-sacrificing
nature of providing others compassion. Altruism has been considered a significant personal
resource to disperse [48], and so for a population with already depleted energy [67],
compassionate engagement and action may instead have the unintended effect and as such,
decrease Qol. This is supported by the current sample’s improved ability to provide others

compassion (M = 77.34, SD = 16.73) compared to provide self-compassion (M= 57.29, SD = 15.97).

Compassion to self was found to significantly, negatively predict depression, in line with previous
research in an epilepsy population [37]. Self-compassion has been considered an alternative to
self-criticism [47], a protective factor against the development of depression [68]. As self-criticism
is prevalent in the FS population [17] [21] [22], it follows that an increased ability to pay attention
to and alleviate one’s own suffering can alleviate depression while managing the condition.
Compassion to self was also found to significantly predict wellbeing, a finding previously identified
in the general population [69]. In addition, the ability to accept compassion from others was
significantly associated stress, anxiety, depression and wellbeing, in that these problems increase
the less able an individual is to accept compassion from others. Gilbert et al. [47] discuss how for
some, affection and kindness from other people can be threatening, particularly for self-critical
and isolated individuals. As discussed, self-criticism is prevalent in the FS population, as is isolation
following social exclusion out of fear of burdening others or being vulnerable in public [17] [20]
[23] [66]. In addition, many individuals with FS report difficult experiences with other people, be it
invalidating interactions with medical professionals [17] [18] [21] [22] [23], heightened sensitivity

and distress from friends and family [20] [66] or general stigmatisation [17] [70]. Considering the
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evidence demonstrating poor mental health following these experiences [17] [22] [24] and the
potential for compassion from others to initiate a threat response [48], this finding is unsurprising.
This is corroborated by the sample’s decreased ability to receive compassion from others in

comparison to the general public and findings from correlational analyses.

Qol was the only outcome variable found to be predicted by all compassion variables and the
directions of these relationships are corroborated by the current study’s correlational analyses. As
previously mentioned, the literature exploring an association between QoL and the flow of
compassion is limited, however this finding is in line with studies investigating self-compassion and
Qol in other health conditions. Pinto-Gouveia et al. [64] found self-compassion to significantly
predict depression, stress and QoL in cancer patients and Nery-Nurwit et al. [71] established self-
compassion to directly influence health-related QoL in those with multiple sclerosis. In the general
population, self-compassion has also been indicated as a greater predictor of QoL than

mindfulness for individuals with anxiety and depression [72].

One interaction was identified as significant in the present study, between SS and compassion to
self for mental wellbeing. This can be interpreted as self-compassion acting as a moderator on the
negative relationship between SS and wellbeing. For example, an individual who experiences
severe FS may be able to improve their mental wellbeing to some degree by adopting a self-
compassionate approach in their lives. Wellbeing in the current study was measured using a
measure focusing on positive mental wellbeing, which encapsulates happiness and life satisfaction
as well as positive psychological functioning, of interpersonal relationships, self-development,
autonomy and self-acceptance. A two continua model has been considered, meaning it is possible

that positive mental wellbeing can be experienced in the presence of mental health difficulties
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[53]. Mental wellbeing in the present sample was demonstrated to be below average, which is
unsurprising considering the above definition and the evidence around difficulties those with FS
face provided throughout this paper. In addition, for PwFS, relationship difficulties have been
identified as significantly correlated with depression and anxiety [61] and previously identified
avoidance and emotion-focused coping behaviours [73] [74] [75] would indicate reduced self-
acceptance, self-development and autonomy. Wellbeing was found to be negatively correlated
with SS, indicating those with increased mental wellbeing, had reduced SS; although this
relationship was not significant, perhaps explained by the moderating effect of self-compassion.
The ability to engage in compassion to self was found to be increased in the current sample,
indicating that participants were motivated and able to pay attention to their own suffering, and
although self-compassionate action was low, this flow of compassion was positively correlated
with SS. Self-compassion can be considered a protector against mental health difficulties by
reducing factors such as isolation and self-judgement; and it is also an enforcer of positive
wellbeing [47] [76], which as suggested above, is separate from psychological difficulties [47] [77].
The present study’s finding is in line with previous research exploring positive psychology
constructs in therapy students, finding self-compassion to be the largest predictor of mental
wellbeing [78], and in another study where self-compassion was found to be a larger predictor of

wellbeing than mindfulness [79].

Limitations

Limitations of this study include the use of an online, self-report survey method. This reduces
reliability and validity of results by increasing sampling and response biases, exacerbated by
potential wrongful interpretation of questions, social desirability and introspective abilities.

Although measures utilised were of considerable reliability and validity, some survey applicability
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in a FS population could be limited, particularly the QOLIE-10-P and the LSSS-3 which were
originally devised for individuals with epilepsy. The QOLIE-10-P includes questions regarding anti-
epileptic medications (AEDs), which have been previously identified as a significant predictor of
Qol (Jones et al., 2016). This was initially controlled for in the present study by including
prescribed AEDs in the participation exclusion criteria. However, for copyright reasons, the QOLIE-
10-P was not modified to exclude such questions. Despite a statement in the survey, several
participants responded to the question. As inclusion and exclusion criteria could not be properly
controlled due to the nature of the study, this poses the question of whether participants took
part without adhering to participatory criteria or whether questions were simply misread. In
addition, due to differences in healthcare status and access differentiating across nationality,
levels of compassion and psychological impact of a health condition such as FS have the potential
to be influenced by differences in participant location. This was initially controlled by originally
limiting the study to UK participants, but was eventually expanded worldwide following
recruitment difficulties, and was unfortunately not controlled for in analysis, increasing sampling
bias and decreasing validity of results. In addition, Cronbach’s Alpha scores for individual
engagement and action scales for compassion to self and others demonstrated reduced reliability
of these measures for the current sample, potentially influencing findings.

Future research

The present study was the first to explore the flow of compassion in PwFS. Considering the small
but significant moderating effect identified for compassion to self and wellbeing, this study
provides some evidence for offering compassion-based therapies as potentially beneficial
interventions for managing the psychological impact of FS. It would be beneficial for future
research to expand the current study, using further control and a larger sample size to find

evidence for the remaining flows of compassion, perhaps using more global measures of QoL and
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measures of compassion to self and others of increased reliability to attempt to replicate results.
However, based on this research alone, pilot studies measuring the effectiveness of CFT, with
focus on compassion to self for FS are warranted.

Conclusion

The present study aimed to investigate whether the flow of compassion moderated the
relationship between seizure severity and psychological impact, measured via depression, anxiety
and stress, mental wellbeing and QoL. A small moderation effect was identified, establishing self-
compassion as a moderator for the negative relationship between mental wellbeing and seizure
severity. Several predictions were also observed, i.e. worsening stress and anxiety was predicted
by a reluctance to accept compassion from others; reduced symptoms of depression and better
wellbeing was predicted by self-compassion and accepting compassion from others and Qol was
improved by all three flows of compassion. As this study was the first to measure the flow of
compassion in a functional seizure population, initial evidence is provided for CFT to be a potential
effective intervention for individuals with FS. Considering the study’s limitations, larger studies

with further controls and adaptations are recommended.
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Part Three: Appendices
Appendix A: Reflective statement

Empirical paper

As | sit down to begin to write this statement, | notice that reflecting on a project spanning
three years feels not an easy task. But | am prepared to give it a go. Prepared to notice and sit with
the emotions that may arise; and as much as | will attempt to be present to write this statement, |
am aware that reflection may lead into some rumination about difficulties that have arisen and my
management of those. But | can also provide myself compassion, by restoring my appreciation of
the project being a learning process- and | can confidently say | have learned a lot- about myself as
a professional, as a researcher, and as a human being as well as a person with seizures. | would
like to write this statement as a story, as a small autobiography if you will, of my journey
throughout the research project process. | would also like to take the opportunity to be as open,
and reflective as possible, about my journey, as | hope it will feel somewhat therapeutic to allow
my thoughts and emotions to flow onto the page, and | can read back through in years to come to
remind myself of how | reached the end of the most turbulent journey | have been on thus far.

Let us begin with some context. My journey with functional seizures begins at around 14
years of age, where intense migraines turned into fainting episodes, then turning into convulsive
seizures. | would need many hands to count the ambulance journeys and A&E trips in my
adolescent and university years, which were not helped by my excessive clumsiness. Several
outpatient referrals, food diaries, medical professionals not knowing what on earth was wrong
later, | was diagnosed with non-epileptic attack disorder (NEAD; | will return to the terminology
dilemma later) at the ripe age of 18. Initial emotions at diagnosis included relief and reprieve
(partly because | had already self-diagnosed myself via Google, and | have an objectionable trait of

needing to be right), but these were soon followed by apprehension and concern of the future. As



at the time, and in many services still, the only available treatment was neuropsychology at a 2-
year waiting list, of which the neurologist kindly advised, was pointless to be added to. Now, this
did throw my 18-year-old, undergraduate psychology student self, as the opportunity to work with
another psychologist sounded like one not to be missed, but, like the people-pleaser | continue to
be, | took the advice and went on my merry way, beginning my journey in seizure self-
management.

Fast forward several years, where | gained my place on the doctorate, and begun the
process of conceiving an idea for my research project. My undergraduate research project focused
on the concept of mental toughness, applying it to the mental health experiences of university
students. | thoroughly enjoyed this project, and at the time connected to the idea of developed
resilience predicting improved mental health. As such, | desired to continue the research,
investigating the concept with a different population, such as in frontline workers. However, as we
were required to develop three separate potential thesis ideas, | begun to explore what was
pertinent for me in a research project, asking myself questions such as “what will keep me
engrossed and enthusiastic for three years?”. | realised through this personal exploration, that
topics that meant something personal to me, that | was connected with, were the ideal. Thus,
commenced the formation of the current project. | can vividly recall the emotional process of
initially scoping the literature- | was reading papers that validated all of my experiences of my
condition: literature reviews compiling individuals’ experiences and subsequent thoughts and
emotions that matched my own, articles which conceptualised models of the risk factors and
triggers for episodes and websites that detailed my symptoms. | learned what functional
neurological disorder was for the first time (considering it is a condition | live with!). | no longer
felt an alien with my condition. Even though | had not (yet) met or spoke to any fellow sufferers, |

already felt a part of a community, and | finally had concrete evidence to put an end to my self-



gaslighting. My position also became real throughout this process. | was in awe of my future
capabilities, of the powerful voice | now had as a training psychologist, as a researcher- | could
actually help make a difference in the support received.

The idea of researching compassion in functional seizures came as a lightbulb moment
whilst meandering through the literature. Although | did not know much about compassion-
focused ideas at this stage, the idea somehow seemed to connect. Once agreeing on the feasibility
of the project in supervision, | recall trying to read introductory papers and books around CFT,
compassionate mind training and their origins, and my brain being completely frazzled by the
theory behind the model.

A crucial part of the development of the project was developing a consensus of
terminology. Throughout the project, an internal battle has continued around wanting to connect
with the label based on my own experiences, but also wanting to keep up-to-date with the
literature. | was diagnosed with NEAD, which was the only term | was initially aware of, and is
what is continued to be mostly used in services. However, most of the literature in the previous
decade-or-so uses the term PNES (psychogenic nonepileptic seizures), as such, it is the term | used
in my first research proposal. However, this didn’t feel quite right, and | found the study by Aasdi-
Pooya et al. (2020) really insightful into the different labels, and which is currently fellow patients’
preferred term. From this, | decided to remove the term ‘psychogenic’, understanding that not all
patients connect with psychological processes precipitating or predisposing their seizures, yet still
felt a strong connecting to my diagnostic term, hence settling on ‘nonepileptic seizures (NES)’. A
year or-so later, deep into data collection, | was reminded of the term ‘functional seizures’, which
was indeed the agreed term in the Aasdi-Pooya study. As | was advised by a prolific researcher in
the field and an organisation aiding my recruitment, it felt fitting and the right time to adapt, and

finalise the project with the term ‘functional seizures’.



Recruitment was certainly the most demanding and depleting aspect of the research
journey, taking around eight months to reach the necessary number of participants. On reflection,
I most likely set my expectations for the smoothness of the process too high, as it did take several
months to receive ethical approvals for organisations to advertise the study. Nevertheless, without
the support of FND organisations, | would not have reached all 245 of my participants- of which |
will be forever grateful. There were certainly peaks and troughs in the data collection process,
reflected by changes in methods such as using paid advertisement on social media and expanding
from UK-based to international recruitment. The troughs certainly felt defeating, and | frequently
felt drained by spending research days finding and advertising in new locations, and emailing
fellow researchers, or leads of organisations, (what felt like) begging them to aid with recruitment.
Receiving negative, personal comments on Twitter around my competence as a researcher was
not easy to manage either, and it took some personal strength not to take the difficulties | was
facing personally, and adopting skills of compassion toward myself and my abilities. The day |
finally reached my goal number of participants is one that will stick out throughout the remainder
of my career- as | had proved to myself that my determination, my endeavour was the reason why
| had reached such a high number of people from all over the world. A feat that once felt
impossible was achieved, and was, and still is, a huge accomplishment.

The challenge did not end there though, with the prospect of analysing the data looming
over. | can confirm this element of the process was the most draining, taking longer than initially
expected. However, seeing the final result, knowing meaningful findings have come out of this

piece of work makes it all worthwhile.

Systematic literature review



| found the undertaking of the SLR rather overwhelming. Even though it is stressed it is a
lengthy operation, the many elements of the project and the time that is needed to dedicate to
each part did come as a surprise. Conceptualising a topic and a research question was the first
component that took a considerable amount of time, as | had originally desired to focus on the
broader topic of FNDs, however the ideas that my supervisors and | felt were feasible, had already
been conducted, so the continuous process of returning back to the drawing board felt frustrating.
This frustration continued when a question was finally agreed, and papers were located, it took
even longer to clarify exclusionary criteria to provide a small number of papers that felt practical
to review. As a person who finds organisation, planning, structure, etc., difficult, the SLR was a task
that did not come easy. So, when it came to documenting the process for the results, and even
locating each paper to form the PRISMA diagram, | easily became very stressed, and self-critical at
my inability at creating a system, at organising my work. As | did try, for example by creating a
folder on the database at each selection stage, and creating a log of each excluded paper, but |
found | did not do this very well, making me more confused and creating more work for myself
later on. My impatience and short attention span were also revealed during this project. Keeping
on task through the lengthy, rather laborious processes of data extraction and quality assessments
was not easy, and again found | created myself more work later on when it came to creating tables
and writing my results, by not completing each task fully initially. As such, the SLR is a project
where | learned a lot about myself as a researcher. It would be natural to be self-critical around
the difficulties | faced, and there were times where | did internalise comments | received on
Twitter in relation to my inabilities of organisation etc., creating further anxiety about my future as
a psychologist. However, as | mentioned at the start of this reflection, | am just as able to connect
to self-compassionate thoughts, reminding myself the SLR is not an easy feat, and is not one that is

typically conducted by just one person. As such, | feel considering the large undertaking of the



project and it was the first one | have written, | can say | am proud of the piece of work | have
produced.

In conclusion

This research project has been one of the most, crucial part of my journey with FS/FND.
The opportunities this has provided me, originally felt out of my wildest dreams. Without this, |
would not have connected with individuals across the world, would not have shared my ideas at
an international conference, and would not have had the courage to deliver specific training of
FS/FND, sharing my experiences to several NHS organisations. This journey has not only enabled
me to accept my condition as a part of me to be proud of, but it has also inspired me to not allow
my journey to disappear into the ether and become a distant memory. My journey with FND as a
researcher, as a professional, will not end with this project. There is so much more work to be
done in the understanding and in the treatment of functional neurological disorders, and | cannot
wait to use my personal knowledge and experience to help others, and be a part of the change in
one way, shape, or form. It may be a cliché, but the quote “if the version of you from 5 years ago
could see you right now, they would be so proud. Keep going” has been my beacon in the darkest

times of the doctorate. And it will continue to be throughout qualified life, as it is so, damn, true.
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Appendix B: Epistemological statement

Acknowledging the researcher’s adopted epistemological and ontological positions is
essential, as studies” methodology are guided by the assumptions and biases conceived by these
ideas [1]. Therefore, the aim of this statement is to illustrate the stances taken by the current
researcher.

Ontology is the study of existence and the nature of reality and being [2]. A realist
ontological stance assumes there is a static truth, measured objectively [3], whereas a relativist
position believes truth is subjective and contextual, bound by experience [4]. However, the
current research adopted a critical realist stance, an alternative to these paradoxical positions,
believing in the social constructionism of reality and the importance of the human experience,
while acknowledging there exists a regular real world [3] [5]. This position allows for the validity
and credibility of research, by method of triangulation [3]. This was adopted by using objective
methods to measure compassion, psychological wellbeing and seizure severity in the empirical
paper, and psychological outcomes following intervention in the literature review, whilst
acknowledging these are not concepts that hold a certain truth or fact as they are bound by
individual experience.

Epistemology relates to how knowledge becomes known and is determined by the
ontological position [2]. As such, the current research methodology was informed by a
postpositivist stance. Although quantitative methodologies, the methodology undertaken by the
current study, is typically underpinned by a positivist stance, this would assume independence of
the research and researcher. Instead, a modified dualist approach understands it is not entirely
possible to remain absolutely distanced, acknowledging the potential of the researcher’s own
experiences and knowledge potentially influencing observations. In addition, a positivist approach

would involve the collection of well-founded, objective data, when a postpositivist position

Vi



understands the study of human beings is distinctive to that of inanimate objects [6]. This position
was supported by the researcher’s personal experience with functional seizures. Although this
inspired, and has helped guide, the direction of the research, the potential influence of the
researcher’s biases and assumptions on the project was considered and managed appropriately
throughout. This approach was undertaken in the current research by not permitting certainty
when interpreting findings, aiming to falsify its hypothesis, rather than verify. In addition, although
a quantitative method was also focused on in the literature review, the use of a narrative synthesis
approach instead of a meta-analysis further demonstrated the post-positivist position by exploring
potential factors rather than producing fixed outcomes.

To summarise, a critical realist ontological and postpositivist position informed the current
research’s quantitative methodology measuring the individual experiences of the moderating
effect of the flow of compassion on the relationship between seizure severity and psychological

distress.
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Appendix C: Guideline for authors for the empirical paper for submission to European Journal of
Epilepsy: Seizure

1.1 Peer-reviewed articles

a. Full reviews.

Seizure welcomes comprehensive reviews on all subjects relating to epilepsy
and other seizure disorders. Authors planning/proposing are invited to discuss
their ideas with Editor-in-Chief prior to submission. Full reviews should be
preceded by an abstract. Full reviews should not exceed 7,000 words, include

no more than 6 figures or tables and 150 references.

b. Focused reviews.

Seizure is keen to publish focused reviews, especially on the latest
developments in particular fields or on topics which are currently debated by
clinicians and researchers. Authors are welcome to approach the Editor-in-Chief
with their idea for a focused review prior to submission. Focused reviews should
be preceded by an abstract. Focused reviews should be 1,500-2,500 words, and

include no more than 3 figures or tables and 50 references.

c. Full-length original research articles.

The body of the text of these articles should be limited in length to 4,000 words,
and there should be a maximum of 6 figures or tables. Additional figures, tables
and other material (such as associated videos) can be submitted as online only
Supporting Information (see section 'preparation of manuscripts' for further
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details). Full length research articles should be preceded by an abstract. The
body of the text of the article should be clearly structured into 1) Introduction, 2)

Methods 3) Results, 4) Discussion, 5) Conclusion and 6) References.

d. Short communications.

Comprise a number of different kinds of previously unpublished materials
including short reports or small case series. Short communications should be
preceded by an abstract. The body of the text is limited to 1,400 words. There

are no more than 12 references, and 2 figures or tables (combined).

e. Case reports (Clinical Letters), see also Interactive Case Insights below
Seizure will also publish particularly instructive case reports in the format of
Clinical Letters. Clinical Letters will not be preceded by an abstract. The word
count is strictly limited to 1,000 words excluding title page information,
references, and any figure or table legends. Clinical Letters can only include a
maximum of 4 references and 2 figures or tables (combined), authors may

include additional reading as supplementary material.

f. Letters to the Editor

Letters containing critical assessment of papers recently published in

the Seizure - European Journal of Epilepsy will be considered for publication in
the correspondence section. Letters should not exceed 1,000 words including

references as necessary, one table or one figure. Letters should be typed in
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double spacing, should have a heading and no abbreviations. If related to a
previously published article, the article should be identified by title, author(s),
and volume/page numbers. All letters are subject to editorial review. At the
Editor's discretion, a letter may be sent to authors of the original paper for

comment, and both letter and reply may be published together.

1.2 Editorially-reviewed material

Other contributions than original research or review articles will be published at
the discretion of the Editor-in-Chief, with only editorial review. Such material
includes: obituaries, workshop reports and conference summaries,
letters/commentary to the Editors (500 word limit, exceptionally including figures
or tables), special (brief) reports from ILAE Commissions or other working

groups, book reviews and announcements.

1.3 Supplements / Special Editions

The Editor-in-Chief invites ideas for supplements or special editions of Seizure
including meeting abstracts. Such materials may be published, but only after
prior arrangement with the Editor-in-Chief. Supplements will incur a charge. The
page rate for proposed supplements can be negotiated with the Editor-in- Chief.
Special editions are issues of Seizure wholly or partially dedicated to one
particular topic. They may be edited or co-edited by internationally recognised
experts in their field. Such experts do not need to be members of the Editorial

Board of Seizure and are welcome to approach the Editor-in-Chief with their
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iIdeas. Special editions of Seizure would be expected to contain the same kind of

manuscripts which are published in normal editions.

Submission checklist

You can use this list to carry out a final check of your submission before you
send it to the journal for review. Please check the relevant section in this Guide

for Authors for more details.

Ensure that the following items are present:

One author has been designated as the corresponding author with contact
details:
* E-mail address

* Full postal address

All necessary files have been uploaded:

Manuscript:

* Include keywords

« All figures (include relevant captions)

« All tables (including titles, description, footnotes)

* Ensure all figure and table citations in the text match the files provided

* Indicate clearly if color should be used for any figures in print
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Graphical Abstracts / Highlights files (where applicable)

Supplemental files (where applicable)

Further considerations

* Manuscript has been 'spell checked' and '‘grammar checked'

* All references mentioned in the Reference List are cited in the text, and vice
versa

* Permission has been obtained for use of copyrighted material from other
sources (including the Internet)

» A competing interests statement is provided, even if the authors have no
competing interests to declare

 Journal policies detailed in this guide have been reviewed

» Referee suggestions and contact details provided, based on journal
requirements

» A completed reporting quality checklist from The EQUATOR Network

(https://www.equator-network.org/),appropriate for the type of submission or a

declaration why such a checklist does is not suitable for the manuscript being

submitted (see section "Reporting Guidelines and Checklists" below for details).

For further information, visit our Support Center.
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Ethics in publishing

Please see our information on Ethics in publishing.

Informed consent and patient details

Studies on patients or volunteers require ethics committee approval and
informed consent, which should be documented in the paper. Appropriate
consents, permissions and releases must be obtained where an author wishes
to include case details or other personal information or images of patients and
any other individuals in an Elsevier publication. Written consents must be
retained by the author but copies should not be provided to the journal. Only if
specifically requested by the journal in exceptional circumstances (for example if
a legal issue arises) the author must provide copies of the consents or evidence
that such consents have been obtained. For more information, please review

the Elsevier Policy on the Use of Images or Personal Information of Patients or

other Individuals. Unless you have written permission from the patient (or, where

applicable, the next of kin), the personal details of any patient included in any
part of the article and in any supplementary materials (including all illustrations

and videos) must be removed before submission.

Declaration of interest
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All authors must disclose any financial and personal relationships with other
people or organizations that could inappropriately influence (bias) their work.
Examples of potential competing interests include employment, consultancies,
stock ownership, honoraria, paid expert testimony, patent
applications/registrations, and grants or other funding. Authors must disclose
any interests in two places: 1. A summary declaration of interest statement in the
title page file (if double anonymized) or the manuscript file (if single
anonymized). If there are no interests to declare then please state this:
'‘Declarations of interest: none'. 2. Detailed disclosures as part of a separate
Declaration of Interest form, which forms part of the journal's official records. It is
important for potential interests to be declared in both places and that the

information matches. More information.

Declaration of generative Al in scientific writing

The below guidance only refers to the writing process, and not to the use of Al

tools to analyse and draw insights from data as part of the research process.

Where authors use generative artificial intelligence (Al) and Al-assisted
technologies in the writing process, authors should only use these technologies
to improve readability and language. Applying the technology should be done

with human oversight and control, and authors should carefully review and edit
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the result, as Al can generate authoritative-sounding output that can be
incorrect, incomplete or biased. Al and Al-assisted technologies should not be
listed as an author or co-author, or be cited as an author. Authorship implies
responsibilities and tasks that can only be attributed to and performed by

humans, as outlined in Elsevier’s Al policy for authors.

Authors should disclose in their manuscript the use of Al and Al-assisted
technologies in the writing process by following the instructions below. A
statement will appear in the published work. Please note that authors are

ultimately responsible and accountable for the contents of the work.

Disclosure instructions

Authors must disclose the use of generative Al and Al-assisted technologies in
the writing process by adding a statement at the end of their manuscript in the
core manuscript file, before the References list. The statement should be placed
in a new section entitled ‘Declaration of Generative Al and Al-assisted

technologies in the writing process’.

Statement: During the preparation of this work the author(s) used [NAME TOOL
/ SERVICE] in order to [REASON]. After using this tool/service, the author(s)
reviewed and edited the content as needed and take(s) full responsibility for the

content of the publication.
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This declaration does not apply to the use of basic tools for checking grammar,
spelling, references etc. If there is nothing to disclose, there is no need to add a

Sstatement.

Submission declaration and verification

Submission of an article implies that the work described has not been published

previously (except in the form of an abstract, a published lecture or academic

thesis, see 'Multiple, redundant or concurrent publication' for more information),

that it is not under consideration for publication elsewhere, that its publication is
approved by all authors and tacitly or explicitly by the responsible authorities
where the work was carried out, and that, if accepted, it will not be published
elsewhere in the same form, in English or in any other language, including

electronically without the written consent of the copyright-holder. To verify

compliance, your article may be checked by Crossref Similarity Check and other

originality or duplicate checking software.

Preprints

Please note that preprints can be shared anywhere at any time, in line with

Elsevier's sharing policy. Sharing your preprints e.g. on a preprint server will not

count as prior publication (see 'Multiple, redundant or concurrent publication' for

more information).

XVII


https://www.elsevier.com/about/policies/publishing-ethics#Authors
https://www.elsevier.com/editors/perk/plagiarism-complaints/plagiarism-detection
https://www.elsevier.com/about/policies/sharing/preprint
https://www.elsevier.com/about/policies/sharing
https://www.elsevier.com/authors/journal-authors/policies-and-ethics

Use of inclusive language

Inclusive language acknowledges diversity, conveys respect to all people, is
sensitive to differences, and promotes equal opportunities. Content should make
no assumptions about the beliefs or commitments of any reader; contain nothing
which might imply that one individual is superior to another on the grounds of
age, gender, race, ethnicity, culture, sexual orientation, disability or health
condition; and use inclusive language throughout. Authors should ensure that
writing is free from bias, stereotypes, slang, reference to dominant culture and/or
cultural assumptions. We advise to seek gender neutrality by using plural nouns
("clinicians, patients/clients") as default/wherever possible to avoid using "he,
she,” or "he/she." We recommend avoiding the use of descriptors that refer to
personal attributes such as age, gender, race, ethnicity, culture, sexual
orientation, disability or health condition unless they are relevant and valid.
When coding terminology is used, we recommend to avoid offensive or

exclusionary terms such as "master"”, "slave", "blacklist" and "whitelist". We

suggest using alternatives that are more appropriate and (self-) explanatory
such as "primary", "secondary", "blocklist" and "allowlist". These guidelines are

meant as a point of reference to help identify appropriate language but are by no

means exhaustive or definitive.

Reporting sex- and gender-based analyses
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Reporting guidance

For research involving or pertaining to humans, animals or eukaryotic cells,
investigators should integrate sex and gender-based analyses (SGBA) into their
research design according to funder/sponsor requirements and best practices
within a field. Authors should address the sex and/or gender dimensions of their
research in their article. In cases where they cannot, they should discuss this as
a limitation to their research's generalizability. Importantly, authors should
explicitly state what definitions of sex and/or gender they are applying to
enhance the precision, rigor and reproducibility of their research and to avoid
ambiguity or conflation of terms and the constructs to which they refer (see

Definitions section below). Authors can refer to the Sex and Gender Equity in

Research (SAGER) quidelines and the SAGER quidelines checklist. These offer

systematic approaches to the use and editorial review of sex and gender
information in study design, data analysis, outcome reporting and research
interpretation - however, please note there is no single, universally agreed-upon

set of guidelines for defining sex and gender.

Definitions

Sex generally refers to a set of biological attributes that are associated with
physical and physiological features (e.g., chromosomal genotype, hormonal
levels, internal and external anatomy). A binary sex categorization (male/female)

is usually designated at birth ("sex assigned at birth"), most often based solely
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on the visible external anatomy of a newborn. Gender generally refers to socially
constructed roles, behaviors, and identities of women, men and gender-diverse
people that occur in a historical and cultural context and may vary across
societies and over time. Gender influences how people view themselves and
each other, how they behave and interact and how power is distributed in
society. Sex and gender are often incorrectly portrayed as binary (female/male
or woman/man) and unchanging whereas these constructs actually exist along a
spectrum and include additional sex categorizations and gender identities such
as people who are intersex/have differences of sex development (DSD) or
identify as non-binary. Moreover, the terms "sex" and "gender" can be
ambiguous—thus it is important for authors to define the manner in which they
are used. In addition to this definition guidance and the SAGER guidelines,

the resources on this page offer further insight around sex and gender in

research studies.

Changes to authorship

Authors are expected to consider carefully the list and order of

authors before submitting their manuscript and provide the definitive list of
authors at the time of the original submission. Any addition, deletion or
rearrangement of author names in the authorship list should be made

only before the manuscript has been accepted and only if approved by the

journal Editor. To request such a change, the Editor must receive the following
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from the corresponding author: (a) the reason for the change in author list and
(b) written confirmation (e-mail, letter) from all authors that they agree with the
addition, removal or rearrangement. In the case of addition or removal of
authors, this includes confirmation from the author being added or removed.
Only in exceptional circumstances will the Editor consider the addition, deletion
or rearrangement of authors after the manuscript has been accepted. While the
Editor considers the request, publication of the manuscript will be suspended. If
the manuscript has already been published in an online issue, any requests

approved by the Editor will result in a corrigendum.

Article transfer service

This journal uses the Elsevier Article Transfer Service to find the best home for
your manuscript. This means that if an editor feels your manuscript is more
suitable for an alternative journal, you might be asked to consider transferring
the manuscript to such a journal. The recommendation might be provided by a

Journal Editor, a dedicated Scientific Managing Editor, a tool assisted

recommendation, or a combination. If you agree, your manuscript will be
transferred, though you will have the opportunity to make changes to the
manuscript before the submission is complete. Please note that your manuscript

will be independently reviewed by the new journal. More information.

Copyright
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Upon acceptance of an article, authors will be asked to complete a 'Journal

Publishing Agreement' (see more information on this). An e-mail will be sent to

the corresponding author confirming receipt of the manuscript together with a
‘Journal Publishing Agreement' form or a link to the online version of this

agreement.

Subscribers may reproduce tables of contents or prepare lists of articles
including abstracts for internal circulation within their institutions. Permission of
the Publisher is required for resale or distribution outside the institution and for
all other derivative works, including compilations and translations. If excerpts
from other copyrighted works are included, the author(s) must obtain written
permission from the copyright owners and credit the source(s) in the article.

Elsevier has preprinted forms for use by authors in these cases.

For gold open access articles: Upon acceptance of an article, authors will be

asked to complete a 'License Agreement' (more information). Permitted third

party reuse of gold open access articles is determined by the author's choice

of user license.

Author rights
As an author you (or your employer or institution) have certain rights to reuse

your work. More information.
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Elsevier supports responsible sharing

Find out how you can share your research published in Elsevier journals.

Role of the funding source

You are requested to identify who provided financial support for the conduct of
the research and/or preparation of the article and to briefly describe the role of
the sponsor(s), if any, in study design; in the collection, analysis and
interpretation of data; in the writing of the report; and in the decision to submit
the article for publication. If the funding source(s) had no such involvement, it is

recommended to state this.

Open access

Please visit our Open Access page for more information.

Language (usage and editing services)

Please write your text in good English (American or British usage is accepted,
but not a mixture of these). Authors who feel their English language manuscript

may require editing to eliminate possible grammatical or spelling errors and to
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conform to correct scientific English may wish to use the Language Editing

service available from Elsevier's Language Services.

Submission

Our online submission system guides you stepwise through the process of
entering your article details and uploading your files. The system converts your
article files to a single PDF file used in the peer-review process. Editable files
(e.g., Word, LaTeX) are required to typeset your article for final publication. All
correspondence, including notification of the Editor's decision and requests for

revision, is sent by e-mail.

Please submit your article via https://www.editorialmanager.com/seizure/

Suggesting reviewers

Please submit the names and institutional e-mail addresses of several potential

reviewers.

You should not suggest reviewers who are colleagues, or who have co-authored
or collaborated with you during the last three years. Editors do not invite
reviewers who have potential competing interests with the authors. Further, in

order to provide a broad and balanced assessment of the work, and ensure
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scientific rigor, please suggest diverse candidate reviewers who are located in
different countries/regions from the author group. Also consider other diversity
attributes e.g. gender, race and ethnicity, career stage, etc. Finally, you should
not include existing members of the journal's editorial team, of whom the journal

are already aware.

Note: the editor decides whether or not to invite your suggested reviewers.

Queries

For questions about the editorial process (including the status of manuscripts
under review) or for technical support on submissions, please visit our Support

Center.

NEW SUBMISSIONS

Submission to this journal proceeds totally online and you will be guided
stepwise through the creation and uploading of your files. The system
automatically converts your files to a single PDF file, which is used in the peer-

review process.
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As part of the Your Paper Your Way service, you may choose to submit your
manuscript as a single file to be used in the refereeing process. This can be a
PDF file or a Word document, in any format or lay-out that can be used by
referees to evaluate your manuscript. It should contain high enough quality
figures for refereeing. If you prefer to do so, you may still provide all or some of
the source files at the initial submission. Please note that individual figure files

larger than 10 MB must be uploaded separately.

References

There are no strict requirements on reference formatting at submission.
References can be in any style or format as long as the style is consistent.
Where applicable, author(s) name(s), journal title/book title, chapter title/article
title, year of publication, volume number/book chapter and the article number or
pagination must be present. Use of DOI is highly encouraged. The reference
style used by the journal will be applied to the accepted article by Elsevier at the
proof stage. Note that missing data will be highlighted at proof stage for the

author to correct.

Formatting requirements

There are no strict formatting requirements but all manuscripts must contain the

essential elements needed to convey your manuscript, for example Abstract,
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Keywords, Introduction, Materials and Methods, Results, Conclusions, Artwork
and Tables with Captions.

If your article includes any Videos and/or other Supplementary material, this
should be included in your initial submission for peer review purposes.

Divide the article into clearly defined sections.

Figures and tables embedded in text

Please ensure the figures and the tables included in the single file are placed
next to the relevant text in the manuscript, rather than at the bottom or the top of
the file. The corresponding caption should be placed directly below the figure or

table.

Peer review

This journal operates a single anonymized review process. All contributions will
be initially assessed by the editor for suitability for the journal. Papers deemed
suitable are then typically sent to a minimum of two independent expert
reviewers to assess the scientific quality of the paper. The Editor is responsible
for the final decision regarding acceptance or rejection of articles. The Editor's
decision is final. Editors are not involved in decisions about papers which they
have written themselves or have been written by family members or colleagues

or which relate to products or services in which the editor has an interest. Any
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such submission is subject to all of the journal's usual procedures, with peer
review handled independently of the relevant editor and their research

groups. More information on types of peer review.

REVISED SUBMISSIONS

Use of word processing software

Regardless of the file format of the original submission, at revision you must
provide us with an editable file of the entire article. Keep the layout of the text as
simple as possible. Most formatting codes will be removed and replaced on
processing the article. The electronic text should be prepared in a way very

similar to that of conventional manuscripts (see also the Guide to Publishing with

Elsevier). See also the section on Electronic artwork.
To avoid unnecessary errors you are strongly advised to use the 'spell-check'

and 'grammar-check’ functions of your word processor.

Article structure

Subdivision - unnumbered sections

Divide your article into clearly defined sections. Each subsection is given a brief

heading. Each heading should appear on its own separate line. Subsections
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should be used as much as possible when cross-referencing text: refer to the

subsection by heading as opposed to simply 'the text'.

Introduction

State the objectives of the work and provide an adequate background, avoiding

a detailed literature survey or a summary of the results.

Material and methods

Provide sufficient details to allow the work to be reproduced by an independent
researcher. Methods that are already published should be summarized, and
indicated by a reference. If quoting directly from a previously published method,
use quotation marks and also cite the source. Any modifications to existing

methods should also be described.

Theory/calculation

A Theory section should extend, not repeat, the background to the article
already dealt with in the Introduction and lay the foundation for further work. In
contrast, a Calculation section represents a practical development from a

theoretical basis.
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Results

Results should be clear and concise.

Results should usually be presented in graphic or tabular form, rather than
discursively. There should be no duplication in text, tables and figures.
Experimental conclusions should normally be based on adequate numbers of
observations with statistical analysis of variance and the significance of
differences. The number of individual values represented by a mean should be

indicated.

Discussion

This should explore the significance of the results of the work, not repeat them.
Avoid extensive citations and discussion of published literature. Speculative
discussion is not discouraged, but the speculation should be based on the data

presented and identified as such.

In most cases a discussion of the limitations is appropriate and should be

included in this section of the manuscript.

Conclusions
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The main conclusions of the study may be presented in a short Conclusions
section, which may stand alone or form a subsection of a Discussion or Results

and Discussion section.

Appendices

If there is more than one appendix, they should be identified as A, B, etc.
Formulae and equations in appendices should be given separate numbering:
Eg. (A.1), Eq. (A.2), etc.; in a subsequent appendix, Eg. (B.1) and so on.

Similarly for tables and figures: Table A.1; Fig. A.1, etc.

Reporting Guidelines and Checklists

To ensure a high and consistent quality of research reporting, Full Length
Articles, Short Communications and Clinical Letters, must contain sufficient
information to allow readers to understand how a study was designed and
conducted. For review articles, systematic or narrative, readers should be

informed of the rationale and details behind the literature search strategy.

In order to ensure that high and consistent reporting standards are achieved by
manuscripts published in Seizure, the journal requires that authors upload a
completed checklist for the appropriate reporting guideline during original

submission. Taking the time to ensure your manuscript addresses basic
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reporting prerequisites will greatly improve your manuscript, and enhance the
likelihood of publication. These checklists serve as a guide for the editors and

reviewers as they evaluate your paper.

The EQUATOR Network (https://www.eguator-network.org/) is an excellent

resource for key reporting guidelines, checklists, and flow diagrams. These

guidelines should be especially useful for Seizures' authors.

Click on the checklist that applies to your manuscript, download it to your
computer, fill it out electronically, "save as," and upload it with your manuscript
when you submit. Links to mandatory flow diagrams also are provided. Below
are the most commonly used checklists but please note that the Equator
Network provides many others (e.g. TRIPOD, SRQR, etc.) and it is up to the

authors to select the one most appropriate for their study.

Randomized Controlled Trials - CONSORT - Consolidated Standards of

Reporting Trials

Observational Studies - STROBE - Strengthening the Reporting of

Observational studies in Epidemiology

Systematic Review of Controlled Trials - PRISMA - Preferred Reporting Items for

Systematic Reviews and Meta-Analyses
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Study of Diagnostic accuracy/assessment scale - STARD - Standards for the

Reporting of Diagnostic Accuracy Studies

For psychometric studies the editors recommend either

the COSMIN or GRRAS guideline, though the final choice is up to the author.

During the submission process when you are prompted to state which checklist
Is used please type it into the provided text box for your manuscript or type Not
Applicable if your paper is an Editorial, Letter to the Editor, Book Review etc. For
the mandatory article types the system will ensure that you upload the file using
the "Supporting File" file type, you should upload the appropriate checklist and
flow diagram. IT IS PERMISSIBLE TO ADD A COLUMN OR SPACE TO THE
CHECKLIST THAT SPECIFIES WHERE IN THE MANUSCRIPT EACH
COMPONENT HAS BEEN FOLLOWED AND USE THAT FOR YOUR UPLOAD.
YOU MAY NEED TO DO THIS FOR STROBE AS WELL AS OTHERS. THE

LATEST STROBE FORM IS AVAILABLE HERE

Essential title page information

* Title. Concise and informative. Titles are often used in information-retrieval
systems. Avoid abbreviations and formulae where possible.

» Author names and affiliations. Please clearly indicate the given name(s) and
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family name(s) of each author and check that all names are accurately spelled.
You can add your name between parentheses in your own script behind the
English transliteration. Present the authors' affiliation addresses (where the
actual work was done) below the names. Indicate all affiliations with a lower-
case superscript letter immediately after the author's name and in front of the
appropriate address. Provide the full postal address of each affiliation, including
the country name and, if available, the e-mail address of each author.

» Corresponding author. Clearly indicate who will handle correspondence at all
stages of refereeing and publication, also post-publication. This responsibility
includes answering any future queries about Methodology and

Materials. Ensure that the e-mail address is given and that contact details
are kept up to date by the corresponding author.

* Present/permanent address. If an author has moved since the work
described in the article was done, or was visiting at the time, a 'Present address'
(or 'Permanent address') may be indicated as a footnote to that author's name.
The address at which the author actually did the work must be retained as the
main, affiliation address. Superscript Arabic numerals are used for such

footnotes.

Correct author name format

To prevent confusion please ensure that all author names are listed in the

following format; first (Christian) name first and the last name (Surname/Family)
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last. This is specified because Spain, China and some other countries often

write them differently and this causes confusion with databases like MEDLINE.

Highlights

Highlights are mandatory for this journal as they help increase the discoverability
of your article via search engines. They consist of a short collection of bullet
points that capture the novel results of your research as well as new methods

that were used during the study (if any). Please have a look at the example

Highlights.

Highlights should be submitted in a separate editable file in the online
submission system. Please use 'Highlights' in the file name and include 3to 5

bullet points (maximum 85 characters, including spaces, per bullet point).

Abstract

A concise and factual abstract is required. The abstract should state briefly the
purpose of the research, the principal results and major conclusions. An abstract
Is often presented separately from the article, so it must be able to stand alone.
For this reason, References should be avoided, but if essential, then cite the
author(s) and year(s). Also, non-standard or uncommon abbreviations should be

avoided, but if essential they must be defined at their first mention in the abstract
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itself.

Abstracts for regular articles and short communications should be structured,
using the subheadings purpose, methods, results, conclusion. For reviews, the
abstract does not need to follow this structure. They should be no longer than
250 words. Case reports (Clinical Letters) do not need to be preceded by an

abstract.

Graphical abstract

Although a graphical abstract is optional, its use is encouraged as it draws more
attention to the online article. The graphical abstract should summarize the
contents of the article in a concise, pictorial form designed to capture the
attention of a wide readership. Graphical abstracts should be submitted as a
separate file in the online submission system. Image size: Please provide an
image with a minimum of 531 x 1328 pixels (h x w) or proportionally more. The
image should be readable at a size of 5 x 13 cm using a regular screen
resolution of 96 dpi. Preferred file types: TIFF, EPS, PDF or MS Office files. You

can view Example Graphical Abstracts on our information site.

Please note that the Highlights section above only applies to Full Length

Articles and Reviews.
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Keywords

Immediately after the abstract, provide a maximum of 6 keywords, using British
spelling and avoiding general and plural terms and multiple concepts (avoid, for
example, 'and’, 'of'). Be sparing with abbreviations: only abbreviations firmly
established in the field may be eligible. These keywords will be used for indexing

purposes.

Abbreviations

Define abbreviations that are not standard in this field in a footnote to be placed
on the first page of the article. Such abbreviations that are unavoidable in the
abstract must be defined at their first mention there, as well as in the footnote.

Ensure consistency of abbreviations throughout the article.

Acknowledgements

Collate acknowledgements in a separate section at the end of the article before
the references and do not, therefore, include them on the title page, as a
footnote to the title or otherwise. List here those individuals who provided help
during the research (e.g., providing language help, writing assistance or proof

reading the article, etc.).
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Formatting of funding sources

List funding sources in this standard way to facilitate compliance to funder's

requirements:

Funding: This work was supported by the National Institutes of Health [grant
numbers xxxx, yyyy]; the Bill & Melinda Gates Foundation, Seattle, WA [grant

number zzzz]; and the United States Institutes of Peace [grant number aaaal.

It is not necessary to include detailed descriptions on the program or type of
grants and awards. When funding is from a block grant or other resources
available to a university, college, or other research institution, submit the name

of the institute or organization that provided the funding.

If no funding has been provided for the research, it is recommended to include

the following sentence:

This research did not receive any specific grant from funding agencies in the

public, commercial, or not-for-profit sectors.

Nomenclature and units

Follow internationally accepted rules and conventions: use the international
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system of units (SI). If other quantities are mentioned, give their equivalent in Sl.

You are urged to consult IUPAC: Nomenclature of Organic Chemistry for further

information.

Math formulae

Please submit math equations as editable text and not as images. Present
simple formulae in line with normal text where possible and use the solidus (/)
instead of a horizontal line for small fractional terms, e.g., X/Y. In principle,
variables are to be presented in italics. Powers of e are often more conveniently
denoted by exp. Number consecutively any equations that have to be displayed

separately from the text (if referred to explicitly in the text).

Footnotes

Footnotes should be used sparingly. Number them consecutively throughout the

article. Many word processors build footnotes into the text, and this feature may

be used. Should this not be the case, indicate the position of footnotes in the text

and present the footnotes themselves separately at the end of the article.

Artwork

Electronic artwork
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General points

» Make sure you use uniform lettering and sizing of your original artwork.

* Preferred fonts: Arial (or Helvetica), Times New Roman (or Times), Symbol,
Courier.

* Number the illustrations according to their sequence in the text.

» Use a logical naming convention for your artwork files.

* Indicate per figure if it is a single, 1.5 or 2-column fitting image.

* For Word submissions only, you may still provide figures and their captions,
and tables within a single file at the revision stage.

* Please note that individual figure files larger than 10 MB must be provided in

separate source files.

A detailed guide on electronic artwork is available.

You are urged to visit this site; some excerpts from the detailed
information are given here.

Formats

Regardless of the application used, when your electronic artwork is finalized,
please 'save as' or convert the images to one of the following formats (note the
resolution requirements for line drawings, halftones, and line/halftone
combinations given below):

EPS (or PDF): Vector drawings. Embed the font or save the text as 'graphics'.

TIFF (or JPG): Color or grayscale photographs (halftones): always use a
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minimum of 300 dpi.

TIFF (or JPG): Bitmapped line drawings: use a minimum of 1000 dpi.

TIFF (or JPG): Combinations bitmapped line/half-tone (color or grayscale): a
minimum of 500 dpi is required.

Please do not:

 Supply files that are optimized for screen use (e.g., GIF, BMP, PICT, WPG);
the resolution is too low.

* Supply files that are too low in resolution.

« Submit graphics that are disproportionately large for the content.

Color artwork

Please make sure that artwork files are in an acceptable format (TIFF (or JPEG),
EPS (or PDF), or MS Office files) and with the correct resolution. If, together with
your accepted article, you submit usable color figures then Elsevier will ensure,
at no additional charge, that these figures will appear in color online (e.g.,
ScienceDirect and other sites) regardless of whether or not these illustrations
are reproduced in color in the printed version. For color reproduction in print,
you will receive information regarding the costs from Elsevier after receipt

of your accepted article. Please indicate your preference for color: in print or

online only. Further information on the preparation of electronic artwork.

Figure captions
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Ensure that each illustration has a caption. A caption should comprise a brief
title (not on the figure itself) and a description of the illustration. Keep text in the
illustrations themselves to a minimum but explain all symbols and abbreviations

used.

Text graphics

Text graphics may be embedded in the text at the appropriate position. See

further under Electronic artwork.

Tables

Please submit tables as editable text and not as images. Tables can be placed
either next to the relevant text in the article, or on separate page(s) at the end.
Number tables consecutively in accordance with their appearance in the text and
place any table notes below the table body. Be sparing in the use of tables and
ensure that the data presented in them do not duplicate results described
elsewhere in the article. Please avoid using vertical rules and shading in table

cells.

References
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Citation in text

Please ensure that every reference cited in the text is also present in the
reference list (and vice versa). Any references cited in the abstract must be
given in full. Unpublished results and personal communications are not
recommended in the reference list, but may be mentioned in the text. If these
references are included in the reference list they should follow the standard
reference style of the journal and should include a substitution of the publication
date with either 'Unpublished results' or '‘Personal communication'. Citation of a

reference as 'in press' implies that the item has been accepted for publication.

Web references

As a minimum, the full URL should be given and the date when the reference
was last accessed. Any further information, if known (DOI, author names, dates,
reference to a source publication, etc.), should also be given. Web references
can be listed separately (e.g., after the reference list) under a different heading if

desired, or can be included in the reference list.

Data references

This journal encourages you to cite underlying or relevant datasets in your

manuscript by citing them in your text and including a data reference in your
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Reference List. Data references should include the following elements: author
name(s), dataset title, data repository, version (where available), year, and
global persistent identifier. Add [dataset] immediately before the reference so we
can properly identify it as a data reference. The [dataset] identifier will not

appear in your published article.

Preprint references

Where a preprint has subsequently become available as a peer-reviewed
publication, the formal publication should be used as the reference. If there are
preprints that are central to your work or that cover crucial developments in the
topic, but are not yet formally published, these may be referenced. Preprints
should be clearly marked as such, for example by including the word preprint, or
the name of the preprint server, as part of the reference. The preprint DOI

should also be provided.

References in a special issue

Please ensure that the words 'this issue' are added to any references in the list

(and any citations in the text) to other articles in the same Special Issue.

Reference management software
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Most Elsevier journals have their reference template available in many of the
most popular reference management software products. These include all

products that support Citation Style Language styles, such as Mendeley. Using

citation plug-ins from these products, authors only need to select the appropriate
journal template when preparing their article, after which citations and
bibliographies will be automatically formatted in the journal's style. If no template
Is yet available for this journal, please follow the format of the sample references
and citations as shown in this Guide. If you use reference management
software, please ensure that you remove all field codes before submitting the

electronic manuscript. More information on how to remove field codes from

different reference management software.

Reference formatting

There are no strict requirements on reference formatting at submission.
References can be in any style or format as long as the style is consistent.
Where applicable, author(s) name(s), journal title/book title, chapter title/article
title, year of publication, volume number/book chapter and the article number or
pagination must be present. Use of DOI is highly encouraged. The reference
style used by the journal will be applied to the accepted article by Elsevier at the
proof stage. Note that missing data will be highlighted at proof stage for the
author to correct. If you do wish to format the references yourself they should be

arranged according to the following examples:
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Reference style

Text: Indicate references by number(s) in square brackets in line with the text.
The actual authors can be referred to, but the reference number(s) must always
be given.

List: Number the references (numbers in square brackets) in the list in the order
in which they appear in the text.

Examples:

Reference to a journal publication:

[1] Van der Geer J, Hanraads JAJ, Lupton RA. The art of writing a scientific
article. J Sci Commun 2010;163:51-9. https://doi.org/10.1016/j.S¢.2010.00372.
Reference to a journal publication with an article number:

[2] Van der Geer J, Hanraads JAJ, Lupton RA. The art of writing a scientific
article. Heliyon. 2018;19:e00205. https://doi.org/10.1016/j.heliyon.2018.e00205
Reference to a book:

[3] Strunk Jr W, White EB. The elements of style. 4th ed. New York: Longman;
2000.

Reference to a chapter in an edited book:

[4] Mettam GR, Adams LB. How to prepare an electronic version of your article.
In: Jones BS, Smith RZ, editors. Introduction to the electronic age, New York: E-
Publishing Inc; 2009, p. 281-304.

Reference to a website:
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[5] Cancer Research UK. Cancer statistics reports for the UK,
http://www.cancerresearchuk.org/aboutcancer/statistics/cancerstatsreport/; 2003
[accessed 13 March 2003].

Reference to a dataset:

[dataset] [6] Oguro M, Imahiro S, Saito S, Nakashizuka T. Mortality data for
Japanese oak wilt disease and surrounding forest compositions, Mendeley Data,
v1l; 2015. https://doi.org/10.17632/xwj98nb39r.1.

Note shortened form for last page number. e.g., 51-9, and that for more than 6
authors the first 6 should be listed followed by ‘et al.' For further details you are
referred to 'Uniform Requirements for Manuscripts submitted to Biomedical

Journals' (J Am Med Assoc 1997;277:927-34) (see also Samples of Formatted

References).

Journal abbreviations source

Journal names should be abbreviated according to the List of Title Word

Abbreviations.

Video

Elsevier accepts video material and animation sequences to support and
enhance your scientific research. Authors who have video or animation files that

they wish to submit with their article are strongly encouraged to include links to
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these within the body of the article. This can be done in the same way as a
figure or table by referring to the video or animation content and noting in the
body text where it should be placed. All submitted files should be properly
labeled so that they directly relate to the video file's content. In order to ensure
that your video or animation material is directly usable, please provide the file in
one of our recommended file formats with a preferred maximum size of 150 MB
per file, 1 GB in total. Video and animation files supplied will be published online
in the electronic version of your article in Elsevier Web products,

including ScienceDirect. Please supply 'stills’ with your files: you can choose any

frame from the video or animation or make a separate image. These will be used
instead of standard icons and will personalize the link to your video data. For

more detailed instructions please visit our video instruction pages. Note: since

video and animation cannot be embedded in the print version of the journal,
please provide text for both the electronic and the print version for the portions of

the article that refer to this content.

Data visualization

Include interactive data visualizations in your publication and let your readers
interact and engage more closely with your research. Follow the
instructions here to find out about available data visualization options and how to

include them with your article.
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Supplementary material

Supplementary material such as applications, images and sound clips, can be
published with your article to enhance it. Submitted supplementary items are
published exactly as they are received (Excel or PowerPoint files will appear as
such online). Please submit your material together with the article and supply a
concise, descriptive caption for each supplementary file. If you wish to make
changes to supplementary material during any stage of the process, please
make sure to provide an updated file. Do not annotate any corrections on a
previous version. Please switch off the "Track Changes' option in Microsoft

Office files as these will appear in the published version.

Research data

This journal encourages and enables you to share data that supports your
research publication where appropriate, and enables you to interlink the data
with your published articles. Research data refers to the results of observations
or experimentation that validate research findings, which may also include
software, code, models, algorithms, protocols, methods and other useful

materials related to the project.

Below are a number of ways in which you can associate data with your article or

make a statement about the availability of your data when submitting your
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manuscript. If you are sharing data in one of these ways, you are encouraged to
cite the data in your manuscript and reference list. Please refer to the
"References" section for more information about data citation. For more
information on depositing, sharing and using research data and other relevant

research materials, visit the research data page.

Data linking

If you have made your research data available in a data repository, you can link
your article directly to the dataset. Elsevier collaborates with a number of
repositories to link articles on ScienceDirect with relevant repositories, giving
readers access to underlying data that gives them a better understanding of the

research described.

There are different ways to link your datasets to your article. When available,
you can directly link your dataset to your article by providing the relevant
information in the submission system. For more information, visit the database

linking page.

For supported data repositories a repository banner will automatically appear

next to your published article on ScienceDirect.

In addition, you can link to relevant data or entities through identifiers within the
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text of your manuscript, using the following format: Database: xxxx (e.g., TAIR:

AT1G01020; CCDC: 734053; PDB: 1XFN).

Data statement

To foster transparency, we encourage you to state the availability of your data in
your submission. This may be a requirement of your funding body or institution.
If your data is unavailable to access or unsuitable to post, you will have the
opportunity to indicate why during the submission process, for example by
stating that the research data is confidential. The statement will appear with your
published article on ScienceDirect. For more information, visit the Data

Statement page.

Interactive Case Insights

The journal encourages authors to complement their Clinical Letters with test
guestions that reinforce the key learning points. These author created questions
are submitted along with the article (new or revised) and will be made available
in ScienceDirect along with your paper. More information and examples are

available at https://www.elsevier.com/about/content-innovation/interactive-case-

insights. Test questions are created online at http://elsevier-

apps.sciverse.com/GadgetlICRWeb/verification. Create the test questions, save

them as a file to your desktop, and submit along with your (new or revised)
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manuscript through Editorial Manager. That's it! For questions, please

contact icihelp@elsevier.com.

Online proof correction

To ensure a fast publication process of the article, we kindly ask authors to
provide us with their proof corrections within two days. Corresponding authors
will receive an e-mail with a link to our online proofing system, allowing
annotation and correction of proofs online. The environment is similar to MS
Word: in addition to editing text, you can also comment on figures/tables and
answer questions from the Copy Editor. Web-based proofing provides a faster
and less error-prone process by allowing you to directly type your corrections,
eliminating the potential introduction of errors.

If preferred, you can still choose to annotate and upload your edits on the PDF
version. All instructions for proofing will be given in the e-mail we send to
authors, including alternative methods to the online version and PDF.

We will do everything possible to get your article published quickly and
accurately. Please use this proof only for checking the typesetting, editing,
completeness and correctness of the text, tables and figures. Significant

changes to the article as accepted for publication will only be considered at this
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stage with permission from the Editor. It is important to ensure that all
corrections are sent back to us in one communication. Please check carefully
before replying, as inclusion of any subsequent corrections cannot be

guaranteed. Proofreading is solely your responsibility.

Offprints

The corresponding author will, at no cost, receive 25 free paper offprints, or

alternatively a customized Share Link providing 50 days free access to the final

published version of the article on ScienceDirect. The Share Link can be used

for sharing the article via any communication channel, including email and social
media. For an extra charge, paper offprints can be ordered via the offprint order
form which is sent once the article is accepted for publication. Corresponding
authors who have published their article gold open access do not receive a
Share Link as their final published version of the article is available open access

on ScienceDirect and can be shared through the article DOI link.
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Appendix D: Guideline for authors for the empirical paper for submission to Journal of
Neuropsychology

NP AUTHOR GUIDELINES

Sections
1. Submission
2. Aims and Scope
3. Manuscript Categories and Requirements
4. Preparing the Submission
5. Editorial Policies and Ethical Considerations
6. Author Licensing
7. Publication Process After Acceptance
8. Post Publication
9. Editorial Office Contact Details

1. SUBMISSION

Authors should kindly note that submission implies that the content has not been published or
submitted for publication elsewhere except as a brief abstract in the proceedings of a scientific
meeting or symposium.

New submissions should be made via the Research Exchange submission portal. You may check
the status of your submission at any time by logging on to submission.wiley.com and clicking the
“My Submissions” button. For technical help with the submission system, please review our FAQs
or contact submissionhelp@wiley.com.

All papers published in the Journal of Neuropsychology are eligible for Panel A: Psychology,
Psychiatry and Neuroscience in the Research Excellence Framework (REF).

Data protection:

By submitting a manuscript to or reviewing for this publication, your name, email address, and
affiliation, and other contact details the publication might require, will be used for the regular
operations of the publication, including, when necessary, sharing with the publisher (Wiley) and
partners for production and publication. The publication and the publisher recognize the
importance of protecting the personal information collected from users in the operation of these
services, and have practices in place to ensure that steps are taken to maintain the security,
integrity, and privacy of the personal data collected and processed. You can learn more

at https://authorservices.wiley.com/statements/data-protection-policy.html.

Preprint policy:
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This journal will consider for review articles previously available as preprints. Authors may also
post the submitted version of a manuscript to a preprint server at any time. Authors are
requested to update any pre-publication versions with a link to the final published article.

2. AIMS AND SCOPE

The Journal of Neuropsychology publishes original contributions to scientific knowledge in
neuropsychology including:

e clinical and research studies with neurological, psychiatric and psychological patient
populations in all age groups

e behavioural or pharmacological treatment regimes

e cognitive experimentation and neuroimaging

e multidisciplinary approach embracing areas such as developmental psychology, neurology,
psychiatry, physiology, endocrinology, pharmacology and imaging science

The following types of paper are invited:

e papers reporting original empirical investigations

o theoretical papers; provided that these are sufficiently related to empirical data

e review articles, which need not be exhaustive, but which should give an interpretation of
the state of research in a given field and, where appropriate, identify its clinical implications

e brief reports and comments

e casereports

o fast-track papers (included in the issue following acceptation) reaction and rebuttals (short
reactions to publications in JNP followed by an invited rebuttal of the original authors)

e special issues.

3. MANUSCRIPT CATEGORIES AND REQUIREMENTS

e Research papers should be no more than 6000 words (excluding the abstract, reference
list, tables and figures). Multiple citations for a single point are usually duplicative and
authors are urged to cite the best reference. In exceptional cases the Editor retains
discretion to publish papers beyond this length where the clear and concise expression of
the scientific content requires greater length (e.g., explanation of a new theory or a
substantially new method). Authors must contact the Editor prior to submission in such a
case.

e Brief communications are short reports of original research or case reports. They are
limited to a maximum of 1500 words (excluding the abstract, reference list, tables and
figures) and have a total of up to three tables or figures, and no more than 10 references.

o Theoretical or review articles are full-length reviews of, or opinion statements regarding,
the literature in a specific scientific area. They should be no more than 4000 words
(excluding the abstract, reference list, tables and figures) and have no more than 45
references. Multiple citations for a single point are usually duplicative and authors are
urged to cite the best reference. In exceptional cases the Editor retains discretion to
publish papers beyond this length where the clear and concise expression of the scientific
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content requires greater length (e.g., explanation of a new theory or a substantially new
method). Authors must contact the Editor prior to submission in such a case.

e Please refer to the separate guidelines for Registered Reports.

o All systematic reviews must be pre-registered and an anonymous link to the pre-
registration must be provided in the main document, so that it is available to reviewers.
Systematic reviews without pre-registration details will be returned to the authors at
submission.

4. PREPARING THE SUBMISSION

Free Format Submission

Journal of Neuropsychology now offers free format submission for a simplified and streamlined
submission process.

Before you submit, you will need:

e Your manuscript: this can be a single file including text, figures, and tables, or separate files
- whichever you prefer. All required sections should be contained in your manuscript,
including abstract, introduction, methods, results, and conclusions. Figures and tables
should have legends. References may be submitted in any style or format, as long as it is
consistent throughout the manuscript. If the manuscript, figures or tables are difficult for
you to read, they will also be difficult for the editors and reviewers. If your manuscript is
difficult to read, the editorial office may send it back to you for revision.

e The title page of the manuscript, including a data availability statement and your co-author
details with affiliations. (Why is this important? We need to keep all co-authors
informed of the outcome of the peer review process.) You may like to use this

template for your title page.

Important: the journal operates a double-anonymous peer review policy. Please anonymise
your manuscript and prepare a separate title page containing author details. (Why is this
important? We need to uphold rigorous ethical standards for the research we consider for
publication.)

e An ORCID ID, freely available at https://orcid.org. (Why is this important? Your article, if
accepted and published, will be attached to your ORCID profile. Institutions and
funders are increasingly requiring authors to have ORCID IDs.)

To submit, login at https://wiley.atyponrex.com/journal/JNP and create a new submission.
Follow the submission steps as required and submit the manuscript.

If you are invited to revise your manuscript after peer review, the journal will also request the
revised manuscript to be formatted according to journal requirements as described below.

Revised Manuscript Submission

Contributions must be typed in double spacing. All sheets must be numbered.
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Cover letters are not mandatory; however, they may be supplied at the author’s discretion. They
should be pasted into the ‘Comments’ box in Editorial Manager.

Parts of the Manuscript

The manuscript should be submitted in separate files: title page; main text file; figures/tables;
supporting information.

Title Page

You may like to use this template for your title page. The title page should contain:

e Ashort informative title containing the major key words. The title should not contain
abbreviations (see Wiley's best practice SEQ tips);

e Ashort running title of less than 40 characters;

e The full names of the authors;

e The author's institutional affiliations where the work was conducted, with a footnote for
the author's present address if different from where the work was conducted;

e Abstract;

e Keywords;

o Data availability statement (see Data Sharing and Data Accessibility Policy);

e Acknowledgments.

Author Contributions

For all articles, the journal mandates the CRediT (Contribution Roles Taxonomy)—more
information is available on our Author Services site.

Abstract

Please provide an abstract which gives a concise statement of the intention, results or conclusions
of the article. The abstract should not include any sub-headings.

e Abstracts for Research Papers should not exceed 250 words.
e Abstracts for theoretical or review articles should not exceed 250 words.
e Abstracts for brief communications should not exceed 80 words.
Keywords
Please provide appropriate keywords.
Acknowledgments
Contributions from anyone who does not meet the criteria for authorship should be listed, with

permission from the contributor, in an Acknowledgments section. Financial and material support
should also be mentioned. Thanks to anonymous reviewers are not appropriate.
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Main Text File

As papers are double-anonymous peer reviewed, the main text file should not include any
information that might identify the authors.

Manuscripts can be uploaded either as a single document (containing the main text, tables and
figures), or with figures and tables provided as separate files. Should your manuscript reach
revision stage, figures and tables must be provided as separate files. The main manuscript file can
be submitted in Microsoft Word (.doc or .docx) or LaTex (.tex) format.

If submitting your manuscript file in LaTex format via Research Exchange, select the file
designation “Main Document - LaTeX .tex File” on upload. When submitting a LaTex Main
Document, you must also provide a PDF version of the manuscript for Peer Review. Please upload
this file as “Main Document - LaTeX PDF.” All supporting files that are referred to in the LaTex Main
Document should be uploaded as a “LaTeX Supplementary File.”

LaTex Guidelines for Post-Acceptance:
Please check that you have supplied the following files for typesetting post-acceptance:
e PDF of the finalized source manuscript files compiled without any errors.

o The LaTeX source code files (text, figure captions, and tables, preferably in a single file),
BibTex files (if used), any associated packages/files along with all other files needed for
compiling without any errors. This is particularly important if authors have used any LaTeX
style or class files, bibliography files (.bbl, .bst. .blg) or packages apart from those used in
the NJD LaTex Template class file.

e Electronic graphics files for the illustrations in Encapsulated PostScript (EPS), PDF or TIFF
format. Authors are requested not to create figures using LaTeX codes.

Your main document file should include:

e Ashort informative title containing the major key words. The title should not contain
abbreviations;

e Acknowledgments;

e Abstract without any subheadings;

e Up to seven keywords;

e Main body: formatted as introduction, materials & methods, results, discussion,
conclusion;

e References;

e Tables (each table complete with title and footnotes);

o Figure legends: Legends should be supplied as a complete list in the text. Figures should be
uploaded as separate files (see below)

o Statement of Contribution.
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Supporting information should be supplied as separate files. Tables and figures can be included at
the end of the main document or attached as separate files but they must be mentioned in the
text.

e As papers are double-anonymous peer reviewed, the main text file should not include any
information that might identify the authors. Please do not mention the authors’' names or
affiliations and always refer to any previous work in the third person.

e Thejournal uses British/US spelling; however, authors may submit using either option, as
spelling of accepted papers is converted during the production process.

References

This journal uses APA reference style; as the journal offers Free Format submission, however, this
is for information only and you do not need to format the references in your article. This will
instead be taken care of by the typesetter.

Tables

Tables should be self-contained and complement, not duplicate, information contained in the text.
They should be supplied as editable files, not pasted as images. Legends should be concise but
comprehensive - the table, legend, and footnotes must be understandable without reference to
the text. All abbreviations must be defined in footnotes. Footnote symbols: 1, 1, §, ¥, should be
used (in that order) and *, **, *** should be reserved for P-values. Statistical measures such as SD
or SEM should be identified in the headings.

Figures

Although authors are encouraged to send the highest-quality figures possible, for peer-review
purposes, a wide variety of formats, sizes, and resolutions are accepted.

Click here for the basic figure requirements for figures submitted with manuscripts for initial peer
review, as well as the more detailed post-acceptance figure requirements.

Legends should be concise but comprehensive - the figure and its legend must be understandable
without reference to the text. Include definitions of any symbols used and define/explain all
abbreviations and units of measurement.

Supporting Information

Supporting information is information that is not essential to the article, but provides greater
depth and background. It is hosted online and appears without editing or typesetting. It may
include tables, figures, videos, datasets, etc.

Click here for Wiley's FAQs on supporting information.

Note: if data, scripts, or other artefacts used to generate the analyses presented in the paper are
available via a publicly available data repository, authors should include a reference to the location
of the material within their paper.
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General Style Points

For guidelines on editorial style, please consult the APA Publication Manual published by the
American Psychological Association. The following points provide general advice on formatting
and style.

e Language: Authors must avoid the use of sexist or any other discriminatory language.

e Abbreviations: In general, terms should not be abbreviated unless they are used
repeatedly and the abbreviation is helpful to the reader. Initially, use the word in full,
followed by the abbreviation in parentheses. Thereafter use the abbreviation only.

e Units of measurement: Measurements should be given in Sl or SI-derived units. Visit
the Bureau International des Poids et Mesures (BIPM) website for more information about
Sl units.

o Effect size: In normal circumstances, effect size should be incorporated.

e Numbers: numbers under 10 are spelt out, except for: measurements with a unit
(8mmol/l); age (6 weeks old), or lists with other numbers (11 dogs, 9 cats, 4 gerbils).

Wiley Author Resources

Manuscript Preparation Tips: Wiley has a range of resources for authors preparing
manuscripts for submission available here. In particular, we encourage authors to consult Wiley's
best practice tips on Writing for Search Engine Optimization.

Article Preparation Support: Wiley Editing Services offers expert help with English Language
Editing, as well as translation, manuscript formatting, figure illustration, figure formatting, and
graphical abstract design - so you can submit your manuscript with confidence.

Also, check out our resources for Preparing Your Article for general guidance and the BPS
Publish with Impact infographic for advice on optimizing your article for search engines.

5. EDITORIAL POLICIES AND ETHICAL CONSIDERATIONS

Peer Review and Acceptance

Except where otherwise stated, the journal operates a policy of anonymous (double-anonymous)
peer review. Please ensure that any information which may reveal author identity is anonymized
in your submission, such as institutional affiliations, geographical location or references to
unpublished research. We also operate a triage process in which submissions that are out of
scope or otherwise inappropriate will be rejected by the editors without external peer

review. Before submitting, please read the terms and conditions of submission and

the declaration of competing interests.

The Journal receives a large volume of papers to review each year, and in order to make the
process as efficient as possible for authors and editors alike, all papers are initially examined by
the Editors to ascertain whether the article is suitable for full peer review. In order to qualify for
full review, papers must meet the following criteria:
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- the content of the paper falls within the scope of the Journal

- the methods and/or sample size are appropriate for the questions being addressed
- research with patient populations is appropriately defined

- the word count is within the stated limit for the Journal (i.e. 6000 words)

The Journal of Neuropsychology is committed to a fast and efficient turnaround of papers,
aiming to complete the review process in under two months.

Further information about the process of peer review and production can be found in ‘What
happens to my paper? Appeals are handled according to the procedure recommended by
COPE. Wiley's policy on the confidentiality of the review process is available here.

Research Reporting Guidelines

Accurate and complete reporting enables readers to fully appraise research, replicate it, and use it.
Authors are encouraged to adhere to recognised research reporting standards. The EQUATOR
Network collects more than 370 reporting guidelines for many study types, including for:

e Randomised trials: CONSORT
e Systematic reviews: PRISMA
e Interventions: TIDieR

e (linical case reports: CARE

We encourage authors to adhere to the APA Style Journal Article Reporting Standards for:

e Manuscripts that report primary qualitative research
e Manuscripts that report the collection and integration of gualitative and quantitative data
e Manuscripts that report new data collections regardless of research design

We also encourage authors to refer to and follow guidelines from the FAIRsharing website.

Conflict of Interest

The journal requires that all authors disclose any potential sources of conflict of interest. Any
interest or relationship, financial or otherwise that might be perceived as influencing an author's
objectivity is considered a potential source of conflict of interest. These must be disclosed when
directly relevant or directly related to the work that the authors describe in their manuscript.
Potential sources of conflict of interest include, but are not limited to: patent or stock ownership,
membership of a company board of directors, membership of an advisory board or committee for
a company, and consultancy for or receipt of speaker's fees from a company. The existence of a
conflict of interest does not preclude publication. If the authors have no conflict of interest to
declare, they must also state this at submission. It is the responsibility of the corresponding author
to review this policy with all authors and collectively to disclose with the submission ALL pertinent
commercial and other relationships.

Funding
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Authors should list all funding sources in the Acknowledgments section. Authors are responsible
for the accuracy of their funder designation. If in doubt, please check the Open Funder Registry for
the correct nomenclature: https://www.crossref.org/services/funder-registry/

Authorship

All listed authors should have contributed to the manuscript substantially and have agreed to the
final submitted version. Authorship is defined by the criteria set out in the APA Publication
Manual:

“Individuals should only take authorship credit for work they have actually performed or to
which they have substantially contributed (APA Ethics Code Standard 8.12a, Publication
Credit). Authorship encompasses, therefore, not only those who do the actual writing but
also those who have made substantial scientific contributions to a study. Substantial
professional contributions may include formulating the problem or hypothesis, structuring
the experimental design, organizing and conducting the statistical analysis, interpreting the
results, or writing a major portion of the paper. Those who so contribute are listed in the
byline.” (p.18)

Data Sharing and Data Accessibility Policy

The Journal of Neuropsychology recognizes the many benefits of archiving data for scientific
progress. Archived data provides an indispensable resource for the scientific community, making
possible future replications and secondary analyses, in addition to the importance of verifying the
dependability of published research findings.

The journal expects that where possible all data supporting the results in papers published are
archived in an appropriate public archive offering open access and guaranteed preservation. The
archived data must allow each result in the published paper to be recreated and the analyses
reported in the paper to be replicated in full to support the conclusions made. Authors are
welcome to archive more than this, but not less.

All papers need to be supported by a data archiving statement and the data set must be cited in
the Methods section. The paper must include a link to the repository in order that the statement
can be published.

It is not necessary to make data publicly available at the point of submission, but an active link
must be included in the final accepted manuscript. For authors who have pre-registered studies,
please use the Registered Report link in the Author Guidelines.

In some cases, despite the authors’ best efforts, some or all data or materials cannot be shared for
legal or ethical reasons, including issues of author consent, third party rights, institutional or
national regulations or laws, or the nature of data gathered. In such cases, authors must inform
the editors at the time of submission. It is understood that in some cases access will be provided
under restrictions to protect confidential or proprietary information. Editors may grant exceptions
to data access requirements provided authors explain the restrictions on the data set and how
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they preclude public access, and, if possible, describe the steps others should follow to gain access
to the data.

If the authors cannot or do not intend to make the data publicly available, a statement to this
effect, along with the reasons that the data is not shared, must be included in the manuscript.

Finally, if submitting authors have any questions about the data sharing policy, please access
the FAQs for additional detail.

Open Research initiatives.

Recognizing the importance of research transparency and data sharing to cumulative
research, Journal of Neuroposychology encourages the following Open Research practices.

Sharing of data, materials, research instruments and their accessibility. Journal of

Neuroposychology encourages authors to share the data, materials, research instruments, and
other artifacts supporting the results in their study by archiving them in an appropriate public
repository. Qualifying public, open-access repositories are committed to preserving data,
materials, and/or registered analysis plans and keeping them publicly accessible via the web into
perpetuity. Examples include the Open Science Framework (OSF) and the various Dataverse
networks. Hundreds of other qualifying data/materials repositories are listed at the Registry of
Research Data Repositories (http://www.re3data.org). Personal websites and most departmental
websites do not qualify as repositories.

Publication Ethics

Authors are reminded that the Journal of Neuropsychology adheres to the ethics of scientific
publication as detailed in the Ethical principles of psychologists and code of

conduct (American Psychological Association, 2010). The Journal generally conforms to the
Uniform Requirements for Manuscripts of the International Committee of Medical Journal Editors
(ICJME) and is also a member and subscribes to the principles of the Committee on Publication
Ethics (COPE). Authors must ensure that all research meets these ethical guidelines and affirm
that the research has received permission from a stated Research Ethics Committee (REC) or
Institutional Review Board (IRB), including adherence to the legal requirements of the study
county.

Note this journal uses iThenticate’s CrossCheck software to detect instances of overlapping and
similar text in submitted manuscripts. Read Wiley's Top 10 Publishing Ethics Tips for Authors here.
Wiley's Publication Ethics Guidelines can be found here.

ORCID
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As part of the journal's commitment to supporting authors at every step of the publishing process,
the journal requires the submitting author (only) to provide an ORCID iD when submitting a
manuscript. This takes around 2 minutes to complete. Find more information here.

6. AUTHOR LICENSING

WALS + standard CTA/ELA and/or Open Access for hybrid titles

You may choose to publish under the terms of the journal's standard copyright agreement, or
Open Access under the terms of a Creative Commons License.

Standard re-use and licensing rights vary by journal. Note that certain funders mandate a
particular type of CC license be used. This journal uses the CC-BY/CC-BY-NC/CC-BY-NC-

ND Creative Commons License.

Self-Archiving Definitions and Policies: Note that the journal's standard copyright agreement
allows for self-archiving of different versions of the article under specific conditions.

BPS members and open access: if the corresponding author of an accepted article is a
Graduate or Chartered member of the BPS, the Society will cover will cover 100% of the APC
allowing the article to be published as open access and freely available.

7. PUBLICATION PROCESS AFTER ACCEPTANCE

Accepted Article Received in Production

When an accepted article is received by Wiley's production team, the corresponding author will
receive an email asking them to login or register with Wiley Author Services. The author will be
asked to sign a publication license at this point.

Proofs

Once the paper is typeset, the author will receive an email notification with full instructions on
how to provide proof corrections.

Please note that the author is responsible for all statements made in their work, including changes
made during the editorial process - authors should check proofs carefully. Note that proofs
should be returned within 48 hours from receipt of first proof.

Early View
The journal offers rapid publication via Wiley's Early View service. Early View (Online Version of
Record) articles are published on Wiley Online Library before inclusion in an issue. Before we can

publish an article, we require a signed license (authors should login or register with Wiley Author
Services). Once the article is published on Early View, no further changes to the article are
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possible. The Early View article is fully citable and carries an online publication date and DOI for
citations.

8. POST PUBLICATION

Access and Sharing

When the article is published online:

e The author receives an email alert (if requested).

o Thelink to the published article can be shared through social media.

e The author will have free access to the paper (after accepting the Terms & Conditions of
use, they can view the article).

e For non-open access articles, the corresponding author and co-authors can nominate up to
ten colleagues to receivea publication alert and free online access to the article.

Promoting the Article
To find out how to best promote an article, click here.
Wiley Editing Services offers professional video, design, and writing services to create shareable

video abstracts, infographics, conference posters, lay summaries, and research news stories for
your research - so you can help your research get the attention it deserves.

Measuring the Impact of an Article

Wiley also helps authors measure the impact of their research through specialist partnerships
with Kudos and Altmetric.

9. EDITORIAL OFFICE CONTACT DETAILS

For help with submissions, please contact: Hannah Wakley, Associate Managing Editor
(jnp@wiley.com) or phone +44 (0) 116 252 9504.
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Appendix E: Data extraction form

Study Characteristics

Author(s):

Year:

Title:

Design:

AIm:

Participant characteristics

Country of residence:

Mean age:

Gender:

How diagnosed:

Length of time since onset:
(changed from diagnosis following several
papers reporting this not diagnosis)

Sample size:

Current mental health difficulties:

Comorbidities:

Intervention characteristics

Type of intervention:

Duration:

Mode of delivery:

Deliverer:

Trial characteristics

Inclusion/ exclusion criteria;

Study recruitment process:

Randomisation?:

Control/comparison group?:

Setting:

Outcome characteristics

Mental health outcome measure:

When measured:

Analyses:

Main findings:
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Appendix F: Quality checklist

Table 5.

The Effective Public Health Practice Project quality assessment tool [52].

A) Selection
Bias

(Q1) Are the
individuals selected
to participate in the
study likely to be
representative of
the target
population?

1 Very likely

2 Somewhat likely

3 Not likely

4 Can’t tell

(Q2) What
percentage of
selected individuals
agreed to
participate?

1 80-
100%

2 60-79%

60%

3 Less than

4 Not applicable

5 can’t tell

Rate this section:

1 Strong

2 Moderate

3 Weak

B) Study
Design

Indicate the study
design:

1 2 Controlled
RCT | Clinical Trial

3 Cohort
Analytic

4 Case-
Control

5
Cohort

6 7
Interrupted | Other
time series

8 Can’t
tell

Was the study
described as
randomised? If no,
go to component C

No

Yes

If Yes, was the
method of
randomisation
described?

No

Yes

If yes, was the
method
appropriate?

No

Yes

Rate this section:

1 Strong

2 Moderate

3 Weak

C) Confounders

Q1) Were there
important
differences
between groups
prior the
intervention?

1Yes

2 No

3 Can't tell
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The 1
following are | Race
examples of
confounders:

2 Sex

3 Marital

status/family

4 Age

5 SES

6
Education

7 Health
Status

8 Pre-
intervention
score on
outcome
measure

If yes, indicate the
percentage of
relevant
confounders that
were controlled
(either by
stratification,
matching or in the
analysis)

1 80-100%

2 60-79%

<60%

4 Can't tell

Rate this section

1 Strong

2 Moderate

3 Weak

D) Blinding

(Q1) Was (were) the
outcome assessor(s)
aware of the
intervention or exposure
status of participants?

1Yes

2 No

3 Can't tell

(Q2) Were the study
participants aware of
the research question?

1Yes

2 No

3 Can't tell

Rate this section

1 Strong

2 Moderate

3 Weak

Data Collection Methods

(Q1) Were data
collection tools shown
to be valid?

1 Yes

2 No

3 Can’t tell

(Q2) Were data
collection tools shown
to be reliable?

1Yes

2 No

3 Can't tell

Rate this section

1 Strong

2 Moderate

3 Weak

Withdrawals and Drop-Outs

Were withdrawals
and drop-outs
reported in terms
of numbers and/or
reasons per group?

1yes

2 no

3 Can't tell

4 Not applicable

Indicate the
percentage of
participants
completing the
study

1 80-100%

2 60-79%

3 <60%

4 Can’t tell

5 Not
applicable

Rate this section

1 Strong

2 Moderate

3 Weak

Not applicable

Intervention Integrity
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(Q1) What
percentage of
participants
received the
allocated
intervention or
exposure of
interest?

1 80-100%

2 60-79%

3 Less than 60%

4 Can’t tell

(Q2) Was the
consistency of the
intervention measured?

1Yes

2 No

3 Can’t tell

(Q3) Is it likely that
subjects received an
unintended intervention
(contamination or co-
intervention) that may
influence the results?

1Yes

2 No

3 Can’t tell

Analyses

(Q1) Indicate the
unit of allocation

Community

Organisation/institution

Practice/office

individual

(Q2) Indicate the
unit of analysis

Community

Organisation/institution

Practice/office

individual

(Q3) Are the statistical
methods appropriate for
the study design?

1 Yes

2 No

3 Can't tell

(Q4) Is the analysis
performed by
intervention allocation
status (i.e.- intention to
treat) rather than
intervention received?

1 Yes

2 No

3 Can't tell

LXX




Appendix G: Ethical and Health Research Authority approval

i
T@Eden ~pr il
UNIVERSITY gt

To i (0] Sl il | B & anlkerdradioc st

OF HULL i

PRIATE AND COMFIDENTIAL
Rtz sy LKk i

Fcu:url:lll-:l'Hu! SonsTioEs
IJni'l.'er'.:itT of Hull

Wio =il

Tuudayi‘.ﬂ-"‘ June BOX2

Dear Amy

REF FH5438 - Investigating the Role of Compassion in the Prychologicsl Impact of Non-Epileptic Seizures
Thank you for your respanses to the: poinks raised by the Facufty of Heaith Scences Ressarch Ethics Committee.
iven the information you hiwe provided | confirm approvel by Chair's actian.

Plesse refer to the Resennch ERhics Comimites web pase fior r=|:|-:-r|:|'rE rnquiﬁrﬂ'rl: in the eyt of Ay
umzm:l‘nu‘rlst-:l'r'qu st'_ldlr.

Should an Adwverse Bvent niesd i be reported, pb:iu: n:!mpl:tl: e Agvmrss Eyvent Form snd sand it o the
Res=anch Ethics Commities FES-=thiceeyomissionss Fall s, uk within 13 days of the Chiaf Irr.lHEEu'tnr b-Ei:-:-'ﬂi'E
mwAre of the svent

1wz YU ey SCESS with o study.
Y Ours s'n:zrellll

o

Profeszor Liz Walker
Chair, FHS Ressarch Ethics Committes

Liz Walker | Professor of Hesith snd Sooisl Wiork Ressandh |

TE@Edn Facufty of Heafth Science:
UNIVERSITY Hull, HUS TRY, LK

wenrar hull g Lk

DF HULL = mivull. s uk | 01487 453338
0 sunicrin B fUniemitgoian B riyersipehul

LXXI



@ @ ——

UNIVERSITY P A s

s v Pl e ki

PRANATE AND COMFIDENTIAL
5 .

FacRy o Hestn Sciences
IJni'l.H:i't'r' of Hull

Wi ol

Tuesday 2 Ausust 2022

Dear Amy

REF FHSL3E - invectigating the Aol of Compascion In the Poyohologiaal Impast of Hon-Epllspiio 3slnume

Thamk you fior your Rotios of amencment. (Given the informetion you heve provided | confiom approval by Oheir's
S il

Plesse refer to the Besearch Ethice Commities web page for reporting requinsments in the event of any further
sMEnGdmERts to your study.

Snouid am Adverse Event niesd T De renoried, FlEH..'Dt |:|:Il'11|:I-II!'|:E e Acyerse Eyvant Form and send it o the
Rezearch Ethics Commities FES-sthiceoyomissions i bull mc uk withom 19 days of the D'ierlmuﬁ.ﬁ'utl:r blE'DD"ﬂi'E
Famre of the syent

| vwiish you every sccess with your study.

Yours s'ncurellll

Professor hauresn Twisdy
Chair, FHS Rasearch Ebfics Commithes

Mizuresn Twiddy | Senior Lecharer in Applied Hesih

s fEJ- ks '.'III!'L. mm|mt'fﬂfmﬁiﬂ'h3
il ik . University of Hul
UNIVERSITY el HUE TR K
{_}F HU L].r Fizuresn. taiddyiyms.ac uk | G482 453335

o S UniCHul a fUnibeersiteCHul S uniersityoThul

LXXII



UNIVERSITY s g
OF HULL m———

PRIVATE AND CONFIDENTIAL
mmnm SCienoes
E‘nﬂnﬂ off Hull

Manday 3 Dctober 2022

Die=r Amy,

REF FH5 422 - Investigating the Rode of Compassion in the Prpchological Impct of Mon-Epileptic Seizares

Thamk you for your Rotice of amendment. Given the informetion you heve provided | confiom approvel by Oheir's
. m il

Hzmr:fsmutﬂ:gmmmin:;“bpuﬁerurmpﬁrﬁrqiﬁﬁrﬁinﬂn:mﬂdﬂm
um:nﬂ'rm'lstu'rn-Lrshud'r'.

Snould am Adverse Beent niesd T be reported, Flﬂ.‘ie |:-:|'11|:HEtE e Adverse Byt Form and send it o the
Res=anch Ethics Commiti=e FRE-=thicryomissions & bl moulk withon 19 days of the ﬂierlmuﬁﬁ'ﬂt:-r b-emmi'E
ramre of the syent

I'aish pou ewery sCcEss with your study.

Yours sincersly

Profeszor I'.-h'J"l!i!nTi.'l-I:ld'r'
Chair, FHE Fessarch Ebfcs Committes

Maureen Twiddy | Senior Lectures in Applied Healh

hj-@gﬂ;rb.‘_ mm'““mﬁ:ﬁ
UNIVERSITY Hul, HUS TR, LK
OF HULL M Tty g k| B4 4c

o i@ LUniDfHull [F] SUnpemrsine O Hul urirersieodhul

LXXI1I



TE A g s

UNIVERSITY ey
OF HULL m——

PRIVATE AND CONFIDENTIAL

" -

M"r;ymr of i.l-lml:h SChETICES

Univarsity of Hull

Wia ermail

Thursday 20" Dciober BOZ22

Dvaar ATy,

REF FH5 438 - Investigating the Rode of Compession in the Psychological Impect of Bon-Epileptic Seinares

'I'hml:llluuf:r-,n.rmﬁm of AmErarent. Ghmﬂ'reirfumuﬁm]whm pm'.'il:la:l I-:n-rﬁ'mupp'n-l.rull:rlllmu"'s
wChion.

H:u:n:fu't:-l:hl:Wﬂﬂbpﬂﬂthrmpﬂf@rqiﬁrﬂﬂ:inﬂnﬁuﬂdwm
EMENGmEnts to your study.

Should am Adverse Boent nissd b ke renarted, pbﬁu: |:l:|l"l1|:l'|I!‘|:I! e Agvmres Eyent Form meed sand i S0 the
Rez=anch Ethics Commities Frs-athiceeyomissions i moll me uk within 13 oays of the Chiar In'.luh.E'u'u:-r I:-ec-:-"nl'E;
ramre of the event

1 'wish YL Eary SCCEEs with o study.

¥ OUrsS 5'l1-:=r-=|'|l

Profeszor I'.-h'ni:nTn'l'l:l-:I'r'
Chair, FHS Resaarch Ethacs Commitbes

Mzuresn Twiddy | Senior Lechurer in Applied HeaRh

o G d o b mm|mmmﬁ
UNIVERSITY WU TR UK
OF HULL P, T oot ¥ s Be Lk mﬁ

ﬂr_:ler'.:lﬂ-ul n FUnpesrsibeCHul unreer bl

LXXIV



Appendix H: Information sheet

INFORMATION SHEET FOR PARTICIPANTS

Title of study: Investigating the Role of Compassion in the Psychological Impact of Non-

Epileptic Seizures/ Functional Seizures

We would like to invite you to participate in a research project which looks into the role
compassion plays in the mental health impact of living with, and being diagnosed with,
functional seizures/ non-epileptic seizures (NES).

This study is a research project forming part of my Clinical Psychology Doctorate research
at the University of Hull.

Before you decide whether you want to take part, it is important for you to understand why
the research is being done and what your participation will involve. Please take time to
read the following information carefully and discuss it with others if you wish. Please ask
me if there is anything that is not clear or if you would like more information by sending an
email to a.l.utting-2017@hull.ac.uk

What is the purpose of the study?

The purpose of this study is to further understand the relationship between functional
seizure/ NES severity and its impact on mental health. Research suggests the mental
health impact of functional seizure/ NES may be unique, as individuals have increased
levels of self-criticism, shame and self-blame, which in turn may further worsen their
condition.

Within psychology research, compassion (accepting compassion from others, providing
compassion to others and having self-compassion) has shown to decrease these feelings
of self-criticism, self-blame and shame, therefore improving mental health. However, this
has not yet been explored within functional seizures/NES.

It is therefore the aim of this study to investigate the role compassion plays on the impact
functional seizures/ NES severity has on mental health.

Why have | been invited to take part?

We have looking for adults aged over 18, who have received a diagnosis of non-epileptic
seizures/ functional seizures/ non-epileptic attack disorder (NEAD)/ dissociative seizures/
psychogenic non-epileptic seizures.

Am | eligible to take part?

You are eligible to participate in this study if:
e You are an adult over 18 who has received a diagnosis of functional seizures, non-
epileptic seizures (NES) or similar
e You are able to read and understand the English language
e You do not have a co-morbid diagnosis of epilepsy
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e You are not taking anti-epileptic medication (AEDS)
As important as it is that every person who experiences functional seizures/ NES has the
right to have their voice heard, unfortunately all of these factors have the potential to
impact the study’s results.

What will happen if | take part?

The study has been advertised as a link on various organisation’s websites or social media
pages such as Facebook, Instagram and Twitter. Once you have read through the
following information, you will be presented with a consent form on the following page.
Here you will be able to decide whether you would like to participate in the research.

If you decide to take part, you will be presented with:

e A demographic questionnaire (questions about your age, gender and length of time
since functional seizure/ NES diagnosis)

e a survey about the severity of your seizures. Here, you will be asked to respond to a
series of questions on a maximum scale of 0-5 about the most severe seizure you
have experienced in the past four weeks. If you have not experienced a seizure in
the past four weeks, respond with your most recent seizure.

e Two compassion questionnaires: one asking about your overall experience with
compassion on a scale of 0-10 and another asking about your overall experience on
a scale of 0-4.

e A questionnaire asking about your experiences with mental health from the past
week on a scale of 0-3.

e A survey asking several questions about your general health, and your health within
the past four weeks, on a series of scales.

e A short questionnaire asking about your wellbeing over the past two weeks on a
scale of 0-5.

An example from the wellbeing questionnaire is “/I've been feeling optimistic about the
future”. The requirements of each questionnaire will be further explained when you
commence the study. You will be asked to respond to every question as honestly and
accurately as possible. Questionnaires may be over a number of pages, so once all
guestions on that page have been answered, you will be able to move onto the next page.
When you have finished the last question, you will be prompted to click a submit button
which will submit you answers and contribute your data to the overall research database to
be analysed. There will be a save button so you can save your progress, meaning all
guestionnaires do not have to responded to in one go. You will be able to withdraw from
the study at any point while taking part. Taking part will take no more than 30-40 minutes
of your time.

Do | have to take part?

Participation is completely voluntary. You should only take part if you want to and choosing
not to take part will not disadvantage you in any way. Once you have read the information
sheet, please contact us if you have any questions that will help you make a decision
about taking part. If you decide to take part, we will ask you to sign a consent form, which
will ask you to confirm you have understood this information and had the opportunity to
ask any questions. You will be unable to participate in the study until you have consented.
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During taking part, you will be able to withdraw from the study at any point, without
providing a reason. However, as your information will be completely anonymous, you will
be unable to withdraw your data from the research once you have submitted your
responses to the surveys.

What are the possible risks of taking part?

The nature of the questions asked in this study has the potential to cause distress as they
ask details about your most severe, recent seizure. For some people, this may trigger a
seizure. If you are aware this could be a trigger for a seizure, please do not take part in
this study. You will also be asked potentially distressing questions about your mental
health, wellbeing, health and compassion.

Contact details of sources of support will be provided at the end of the study should taking
part cause distress. It is suggested you take a picture or a screenshot of the sources of
support, as they will not be able to download from the survey website.

What are the possible benefits of taking part?

We are unable to promise any direct benefits of taking part in this study. However, the
information you provide will be beneficial in helping us further understand the relationship
between functional seizures/ NES and its impact on mental health. This may have further
potential benefits on the research into future treatment options for those with functional
seizures/ NES.

How will we use information about you?

Your data will be processed in accordance with General Protection Regulation Act, 2016
(GDPRY):

e The survey will not ask for any personally identifiable information- all participants’
data will remain anonymous throughout the entirety of the research.

e All data gathered will be stored and retained for 10 years as consistent with
University of Hull policy.

e Data will be shared with the primary researcher’s supervisors, as well as
organisations used for recruitment who request a summary of research findings.

e Anonymised data may be used in conference presentations upon the completion of
the study

e Data may also be used by future research and so may also be shared anonymously
with other researchers.

e Once you have completed the study, your data will be stored safely on the
researcher’s secure and encrypted laptop meaning the study is also completely
confidential.

e The information you provide will help contribute to the results of the study, which will
be summarised in a written thesis as part of the researcher’s Doctorate in Clinical
Psychology. The thesis will be available on the University of Hull’s on-line repository
https://hydra.hull.ac.uk. The research may also be published in academic journals or
presented at conferences.

What are your choices about how your information is used?
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While taking part in the study, you can withdraw at any point, and the information you
provide will not be saved. However, once you have submitted your responses, your data
will not be able to be removed due to the anonymous nature of the research.

Data Protection Statement

The data controller for this project will be the University of Hull. The University will process
your personal data for the purpose of the research outlined above. The legal basis for
processing your personal data for research purposes under GDPR is a ‘task in the public
interest’.

If you are not happy with the sponsor’s response or believe the sponsor processing your
data in a way that is not right or lawful, you can complain to the Information
Commissioner’s Office (ICO) (www.ico.org.uk or 0303 123 1113).

What will happen to the results of the study?

The results of the study will be summarised in a written thesis as part of a Doctorate in
Clinical Psychology. The thesis will be available on the University of Hull’s on-line
repository https://hydra.hull.ac.uk. The research may also be published in academic
journals or presented at conferences and be provided to the organisations who have aided
with recruitment. If you want to hear about the results of the study then do contact the
researcher, Amy Utting, who will be happy to provide you with a written summary of the
research.

How is the project being funded?

This study is being funded by the University of Hull, Cottingham Road, Hull, HU6 7RX.

Who has reviewed this study?

Research studies are reviewed by an independent group of people, called a Research
Ethics Committee, to protect your interests. This study has been reviewed and been given
a favourable opinion by the Faculty of Health Sciences Ethics Committee, University of
Hull.

Who should | contact for further information?

If you have any questions or require more information about this study, please contact the
researcher using the following contact details.

Amy Utting
E-mail: a.l.utting-2017@hull.ac.uk

What if | have further questions, or if something goes wrong?
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If you wish to make a complaint about the conduct of the study, you can contact the
University of Hull using the research supervisor’s details below for further advice and
information, due to COVID-19 restriction contact via email is preferred:

Dr Philip Molyneux

Clinical Psychology

Aire Building

The University of Hull

Cottingham Road

Hull

HU6 7RX

Tel: +44 (0) 1482 464008

Email address: p.molyneux@hull.ac.uk

Sources of support

e Samaritans UK Helpline (24/7) https://www.samaritans.org/how-we-can-
help/contact-samaritan/

e MIND (signposting and information service) https://www.mind.org.uk/information-
support/helplines/

e FND Hope UK (helpline) https://www.fndhope.org.uk/about-fnd-hope/fnd-hope-uk/uk-telephone-

helpline/
e FND Action (UK online support groups) https://www.fndaction.org.uk/facebook-

support-groups/

Thank you for reading this information sheet and for considering taking part in this
research.
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Appendix I: Participant consent form
CONSENT FORM
Title of study: Investigating the Role of Compassion in the Psychological Impact of Non-Epileptic

Seizures
Name of Researcher: Amy Utting

Name of Supervisor: Dr Philip Molyneux, Dr Tim Alexander

1.1 confirm that | have read the information sheet dated 09.06.22 for the
above study. | have had the opportunity to consider the information, ask questions and have

had these answered satisfactorily.
2. | understand that my participation is voluntary and that | am free to withdraw at any time until

the survey is submitted, without giving any reason, without my legal rights being affected.

3. I understand that the information collected about me will be used to support

other research in the future and may be shared anonymously with other researchers.

4.1 give permission for the collection and use of my data to answer the research question in this study.

5.1 have read the information sheet and am of the risk that the study may trigger a seizure. | confirm | do
not anticipate this risk

6.1 agree to take part in the above study.
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Participant J: Participant debrief

Thankyou for taking part in the study. Please take a screenshot or picture of
this page for future reference, as this will not be accessible following exiting the
study.

Questions

If you have any further questions or wish to find out more, please get in touch via
the email below:

a.l.utting-2017@hull.ac.uk

Support
If you require any additional support, please see the links below:

e Samaritans UK Helpline (24/7) https://www.samaritans.org/how-we-can-
help/contact-samaritan/

e MIND (signposting and information service) https://www.mind.org.uk/information-
support/helplines/

e FND Hope UK (helpline) https://www.fndhope.org.uk/about-fnd-hope/fnd-hope-
uk/uk-telephone-helpline/

e FND Action (UK online support groups) https://www.fndaction.org.uk/facebook-
support-groups/
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Appendix K: Study advert

Do you experience functional/
non-epileptic seizures?

I I Would you like to help to understand more about their impact?

Yes? ThenI need your help for my research

| am looking for people with a diagnosis of non-epileptic seizures
to take part in my study exploring the psychologicalimpact of the
condition (also referred to as functional seizures, NEAD, PNES or
dissociative seizures).

| am particularly interested in whether compassionplays a role in
how people cope with this diagnosis.

Can | take part?

You can take part if:

¢ You are over18;

* Do not also have a diagnosis of epilepsy;
« Do not take AEDs (anti-epileptic drugs)

* Are able to complete a survey in English that takes between
35-45 minutes of your time.

If you are interested, please click on this link:

https://hull.onlinesurveys.ac.uk/investigating-the-role-of-
compassion-in-the-psychological

Or please feel free to ask any questions by getting in touch at:
a.l.utting-2017@hull.ac.uk

LXXXI1



Appendix L: Study survey

p. 1 Information Sheet for Participants (v7 10/11/22)

Edit page

Page actions
Add item

INFORMATION SHEET FOR PARTICIPANTS

Title of study: Investigating the Role of Compassion in the Psychological Impact of Non-
Epileptic Seizures/ Functional Seizures

We would like to invite you to participate in a research project which looks into the role
compassion plays in the mental health impact of living with, and being diagnosed with, functional
seizures/ non-epileptic seizures (NES).

This study is a research project forming part of my Clinical Psychology Doctorate research
at the University of Hull.

Before you decide whether you want to take part, it is important for you to understand
why the research is being done and what your participation will involve. Please take time to read
the following information carefully and discuss it with others if you wish. Please ask me if there is
anything that is not clear or if you would like more information by sending an email to a.l.utting-
2017 @hull.ac.uk

What is the purpose of the study?

The purpose of this study is to further understand the relationship between functional
seizure/ NES severity and its impact on mental health. Research suggests the mental health
impact of functional seizure/ NES may be unique, as individuals have increased levels of self-
criticism, shame and self-blame, which in turn may further worsen their condition.

Within psychology research, compassion (accepting compassion from others, providing
compassion to others and having self-compassion) has shown to decrease these feelings of self-
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criticism, self-blame and shame, therefore improving mental health. However, this has not yet
been explored within functional seizures/NES.

It is therefore the aim of this study to investigate the role compassion plays on the impact
functional seizures/ NES severity has on mental health.

Why have I been invited to take part?

We have looking for adults aged over 18, who have received a diagnosis of non-epileptic
seizures/ functional seizures/ non-epileptic attack disorder (NEAD)/ dissociative seizures/
psychogenic non-epileptic seizures.

Am I eligible to take part?

You are eligible to participate in this study if:

You are an adult over 18 who has received a diagnosis of functional seizures, non-epileptic
seizures (NES) or similar

You are able to read and understand the English language

You do not have a co-morbid diagnosis of epilepsy

You are not taking anti-epileptic medication (AEDs)

As important as it is that every person who experiences functional seizures/ NES has the
right to have their voice heard, unfortunately all of these factors have the potential to impact the
study’s results.

What will happen if I take part?

The study has been advertised as a link on various organisation’s websites or social media
pages such as Facebook, Instagram and Twitter. Once you have read through the following
information, you will be presented with a consent form on the following page. Here you will be
able to decide whether you would like to participate in the research.

If you decide to take part, you will be presented with:
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A demographic questionnaire (questions about your age, gender and length of time since
functional seizure/ NES diagnosis)

a survey about the severity of your seizures. Here, you will be asked to respond to a series
of questions on a maximum scale of 0-5 about the most severe seizure you have
experienced in the past four weeks. If you have not experienced a seizure in the past four
weeks, respond with your most recent seizure.

Two compassion questionnaires: one asking about your overall experience with
compassion on a scale of 0-10 and another asking about your overall experience on a
scale of 0-4.

A questionnaire asking about your experiences with mental health from the past week on a
scale of 0-3.

A survey asking several questions about your general health, and your health within the
past four weeks, on a series of scales.

A short questionnaire asking about your wellbeing over the past two weeks on a scale of 0-
5.

An example from the wellbeing questionnaire is “I've been feeling optimistic about the
future”. The requirements of each questionnaire will be further explained when you commence
the study. You will be asked to respond to every question as honestly and accurately as possible.
Questionnaires may be over a number of pages, so once all questions on that page have been
answered, you will be able to move onto the next page. When you have finished the last question,
you will be prompted to click a submit button which will submit your answers and contribute
your data to the overall research database to be analysed. There will be a save button so you can
save your progress, meaning all questionnaires do not have to responded to in one go. You will be
able to withdraw from the study at any point while taking part. Taking part will take no more than
30-40 minutes of your time.

Do I have to take part?

Participation is completely voluntary. You should only take part if you want to and
choosing not to take part will not disadvantage you in any way. Once you have read the
information sheet, please contact us if you have any questions that will help you make a decision
about taking part. If you decide to take part, we will ask you to sign a consent form, which will ask
you to confirm you have understood this information and had the opportunity to ask any
questions. You will be unable to participate in the study until you have consented.

During taking part, you will be able to withdraw from the study at any point, without
providing a reason. However, as your information will be completely anonymous, you will be
unable to withdraw your data from the research once you have submitted your responses to the
surveys.
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What are the possible risks of taking part?

The nature of the questions asked in this study has the potential to cause distress as they
ask details about your most severe, recent seizure. For some people, this may trigger a seizure. If
you are aware this could be a trigger for a seizure, please do not take part in this study. You will
also be asked potentially distressing questions about your mental health, wellbeing, health and
compassion.

Contact details of sources of support will be provided at the end of the study should taking
part cause distress. It is suggested you take a picture or a screenshot of the sources of support, as
they will not be able to download from the survey website.

What are the possible benefits of taking part?

We are unable to promise any direct benefits of taking part in this study. However, the
information you provide will be beneficial in helping us further understand the relationship
between functional seizures/ NES and its impact on mental health. This may have further
potential benefits on the research into future treatment options for those with functional
seizures/ NES.

How will we use information about you?

Your data will be processed in accordance with General Protection Regulation Act, 2016
(GDPR):

The survey will not ask for any personally identifiable information- all participants’ data
will remain anonymous throughout the entirety of the research.

All data gathered will be stored and retained for 10 years as consistent with University of
Hull policy.

Data will be shared with the primary researcher’s supervisors, as well as organisations
used for recruitment who request a summary of research findings.

Anonymised data may be used in conference presentations upon the completion of the
study
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o Data may also be used by future research and so may also be shared anonymously with
other researchers.

e Once you have completed the study, your data will be stored safely on the researcher’s
secure and encrypted laptop meaning the study is also completely confidential.

e The information you provide will help contribute to the results of the study, which will be
summarised in a written thesis as part of the researcher’s Doctorate in Clinical
Psychology. The thesis will be available on the University of Hull’s on-line repository
https://hydra.hull.ac.uk. The research may also be published in academic journals or
presented at conferences.

What are your choices about how your information is used?

While taking part in the study, you can withdraw at any point, and the information you
provide will not be saved. However, once you have submitted your responses, your data will not
be able to be removed due to the anonymous nature of the research.

Data Protection Statement

The data controller for this project will be the University of Hull. The University will
process your personal data for the purpose of the research outlined above. The legal basis for
processing your personal data for research purposes under GDPR is a ‘task in the public interest’.

If you are not happy with the sponsor’s response or believe the sponsor processing your
data in a way that is not right or lawful, you can complain to the Information Commissioner’s
Office (ICO) (www.ico.org.uk or 0303 123 1113).

What will happen to the results of the study?

The results of the study will be summarised in a written thesis as part of a Doctorate in
Clinical Psychology. The thesis will be available on the University of Hull’s on-line repository
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https://hydra.hull.ac.uk. The research may also be published in academic journals or presented at
conferences and be provided to the organisations who have aided with recruitment. If you want to
hear about the results of the study then do contact the researcher, Amy Utting, who will be happy
to provide you with a written summary of the research.

How is the project being funded?

This study is being funded by the University of Hull, Cottingham Road, Hull, HU6 7RX.

Who has reviewed this study?

Research studies are reviewed by an independent group of people, called a Research Ethics
Committee, to protect your interests. This study has been reviewed and been given a favourable
opinion by the Faculty of Health Sciences Ethics Committee, University of Hull.

Who should I contact for further information?

If you have any questions or require more information about this study, please contact the
researcher using the following contact details.

Amy Utting

E-mail: a.l.utting-2017@hull.ac.uk

What if I have further questions, or if something goes wrong?
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If you wish to make a complaint about the conduct of the study, you can contact the
University of Hull using the research supervisor’s details below for further advice and
information, due to COVID-19 restriction contact via email is preferred:

Dr Philip Molyneux
Clinical Psychology
Aire Building

The University of Hull
Cottingham Road
Hull

HU6 7RX

Tel: +44 (0) 1482 464008
Email address: p.molyneux@hull.ac.uk

Sources of support

Samaritans UK Helpline (24/7) https://www.samaritans.org/how-we-can-help/contact-
samaritan/

MIND (signposting and information service) https://www.mind.org.uk/information-
support/helplines/

FND Hope UK (helpline) https://www.fndhope.org.uk/about-fnd-hope/fnd-hope-uk/uk-
telephone-helpline/

FND Action (UK online support groups) https://www.fndaction.org.uk/facebook-support-

groups/

Thank you for reading this information sheet and for considering taking part in this
research.
Edit note
Note actions
Add item

p. 2 Participant Consent From (v5 09/06/22)

1. I confirm that I have read the information sheet dated 09/06/22 for the above study. I
have had the opportunity to consider the information, ask questions and have
had these answered satisfactorily.
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2.l understand that my participation is voluntary and that [ am free to withdraw at any
time until the survey is submitted, without giving any reason and without my legal rights being
affected.

3. I understand that the information collected about me will be used to support
other research in the future and may be shared anonymously with other researchers.

4.1 give permission for the collection and use of my data to answer the research question
in this study.

5.1 have read the information sheet and am of the risk that the study may trigger a seizure.
[ confirm I do not anticipate this risk

[ agree to take part in the above study

e Yes

Are you over 18?
e Yes
e No

p. 4 Eligibility

3 Are you able to read and understand the English language?
o Yes
e No

p. 5 Eligibility

4 Do you have a formal diagnosis of non-epileptic seizures (NEAD (non-
epileptic attack disorder); PNES (psychogenic non-epileptic seizures; functional
seizures; dissociative seizures)?

e Yes
e No
p. 6 Eligibilit
5 Do you also have a diagnosis of epilepsy?
Edit question
Question actions
e Yes
e No
Add item
Add item

p. 7 Eligibility
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Edit page

Page actions

Add item
E Do you take anti-epileptic drugs (AEDS)?
Edit question
Question actions
e Yes
e No
Add item
Add item
p. 8 Demographics
s  Whatis your age?
o 18-2
e 26-39
e 40-60
Show all (4)
E What is your gender?
e Male
e Female
e Non-binary
Show all (4)
10 How many years has it been since you recieved your diagnosis?

6l  What is your country of residence?

p. 10 Liverpool Seizure Severity Scale

Liverpool Seizure Severity Scale 2.0

So we can better understand the severity of your seizures, please complete the following
questionnaire thinking about the most severe seizure you experienced during the past 4 weeks.
(This may be different for each individual, but is based on your most severe seizures over the past
4 weeks.) Your responses are a very important part of this study and will be kept strictly
CONFIDENTIAL. No one but the research staff will see your responses. If results of this study are
published, only aggregate data will be used; names and any other identifying information will not
be reported.

Have you experienced a seizure in the past 4 weeks?
e Yes
e No
! If yes, how many seizures have you experienced in the past 4 weeks?

p. 11 Liverpool Seizure Severity Scale- Revised (LSS-3; Scott-Lennox, Bryant-

Comstock, Lennox & Barker, 2001
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Please answer each question based on the most severe seizure you have experienced in

the past 4 weeks.
13 1.
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I feel
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0-1
never feel
confused

Check
box

3- Never

Checkbox

3-Never

Checkbox

3- Never

XCll



After
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p. 12 The Compassionate Engagement and Action Scales

Self-compassion

When things go wrong for us and we become distressed by setbacks, failures,
disappointments or losses, we may cope with these in different ways. We are interested in the
degree to which people can be compassionate with themselves. We define compassion as “a
sensitivity to suffering in self and others with a commitment to try to alleviate and prevent it.”
This means there are two aspects to compassion. The first is the ability to be motivated to engage
with things/feelings that are difficult as opposed to trying to avoid or supress them.
The second aspect of compassion is the ability to focus on what is helpful to us. Just like a doctor
with his/her patient. The first is to be motivated and able to pay attention to the pain and (learn
how to) make sense of it. The second is to be able to take the action that will be helpful. Below is a
series of questions that ask you about these two aspects of compassion. Therefore read each
statement carefully and think about how it applies to you if you become distressed.

Please rate the items using the following rating scale:

Never 12345678910 Always

Section 1 - These are questions that ask you about how motivated you are,
and able to engage with distress when you experience it. So:

25 When [ am distressed or upset by things...
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Section 2- These questions relate to how you actively cope in compassionate
ways with emotions, thoughts and situations that distress you. So:

When I'm distressed or upset by things...
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Compassion to others

When things go wrong for other people and they become distressed by setbacks, failures,
disappointments or losses, we may cope with their distress in different ways. We are interested in
the degree to which people can be compassionate to others. We define compassion as “a
sensitivity to suffering in self and others with a commitment to try to alleviate and prevent it.”
This means there are two aspects to compassion. The first is the ability to be motivated to engage
with things/feelings that are difficult as opposed to trying to avoid or supress them.
The second aspect of compassion is the ability to focus on what is helpful. Just like a doctor with
his/her patient. The first is to be motivated and able to pay attention to the pain and (learn how
to) make sense of it. The second is to be able to take the action that will be helpful. Below is a
series of questions that ask you about these two aspects of compassion. Therefore read each
statement carefully and think about how it applies to you when people in your life become
distressed.

Please rate the items using the following rating scale:

Never 12345678910 Always



Section 1 - These are questions that ask you about how motivated you are,
and able to engage with other people’s distress when they are experiencing it. So:

27, When others are distressed or upset by things...
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Section 2 - These questions relate to how you actively respond in
compassionate ways when other people are distressed. So:
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ever-

|
dire
ct
atte
ntio
n to
wha heck heck heck heck heck heck heck heck heck
tis box box box box box box box box box
likel
yto
be
help
ful
to

Clv

heck
box

lway
s-10

heck
box



othe
rs

thin

abo
ut
and
com
e up
with
help
ful
way
s for
the
m to
cope
with
their
distr
ess

don
kno

how

to
help
othe

peo
ple
whe

they

are
distr
esse

take
the
actio
ns
and
do
the
thin
gs

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

Ccv

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box

heck
box



that
will

help
ful
to
othe
rs

expr
ess
feeli
ngs
of
sup
port,

help heck heck heck heck heck heck heck heck heck heck

fuln box box box box box box box box box box
ess
and
enco
urag
eme
nt to
othe
rs

p. 13 Fears of Compassion Scale

Different people have different views of compassion and kindness. While some people
believe that it is important to show compassion and kindness in all situations and contexts, others
believe we should be more cautious and can worry about showing it too much to ourselves and to
others. We are interested in your thoughts and beliefs in regard to kindness and compassion in
responding to the expression of compassion from others.

Below are a series of statements that we would like you to think carefully about and then
circle the number that best describes how each statement fits you.

SCALE
Please use this scale to rate the extent that you agree with each statement

Don'tagreeatall 0 1 2 3 4 Completely agree

Responding to the expression of compassion from others
Don't 1 Some 3 Compl
agree atall- 0 what agree- 2 etely agree- 4
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p. 14 DASS-21

30 Please read each statement and circle a number 0,1,2 or 3 which
indicates how much the statement applied to you over the past week. There are no
right or wrong answers. Do not spend too much time on any statement.

1- 2 3-
0- Did Applied to me a Biaralfid] i e
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el some of the time O a good most of the time
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from getting
on with what I
was doing

15.1
felt I was close
to panic

16.1

was unable to
become
enthusiastic
about
anything

17.1

felt I wasn't
much as a
person

18.1
felt that [ was
rather touchy

19.1

was aware of
the action of
my heart in
the absence of
physical
exertion (e.g.-
sense of the
heart rate
increase, heart
missing a
beat)

20.1

felt scared
without any
reason

21.1

felt that life
was
meaningless

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

CXI

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox

Checkbox



Add item
Add item

p. 15 Quality of Life in Epilepsy Inventory (QOLIE-10-P)

PLEASE NOTE:

This questionnaire asks questions about epilepsy, please answer in the context of your
functional seizures/ non-epileptic seizures

This questionnaire also acts questions on the impact of antiepileptic medication. This
study requires you to not be prescribed antiepileptic medication. For these questions, please
respond with the lowest possible score

Part A

These questions are about how you have been FEELING during the past 4 weeks. For each
question, please give the one answer that comes closest to the way you have been feeling.

How much of the time during the past 4 weeks...
1- 2- 3. 4. 5. 6.
All of the Most of the A good bit Some of Alittle of None of
time time of the time the time the time the time
1
.Did
you Ch Ch Ch Ch Ch Ch
have a eckbox eckbox eckbox eckbox eckbox eckbox
lot of
energy?
2
. Have
gfxﬁilé Ch Ch Ch Ch Ch Ch
eckbox eckbox eckbox eckbox eckbox eckbox
arted
and
low?
The following questions ask about problems you may have with certain ACTIVITIES
How much of the time during the past 4 weeks your epilepsy or
antiepileptic drugs have caused trouble with...
1.A 2.A 3. 4, 5.
great deal lot Somewhat Only a little Not at all
Drivin (031: Chec Chec Chec Chec Chec
ogther kbox kbox kbox kbox kbox
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transportati
on)

Please score the lowest possible score for questions 7 & 8
During the past 4 weeks...

4.

How much
do your
work
limitations
bother
you?

5.

How much
do your
social
limitations
bother
you?

6.

How much
do your
memory
difficulties
bother
you?

7.

How much
do
physical
effects of
antiepilep
tic drugs
bother
you?

8.

How much
do
psychologi
cal effects
of
antiepilep
tic drugs
bother
you?

1. Not
at all

bothersome

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

5.
Extremely

bothersome

Check
box

Check
box

Check
box

Check
box

Check
box

How afraid are you of having a seizure during the next 4 weeks?



1- Very 2- 3- Very 4- Not
afraid Somewhat afraid afraid afraid at all

9. Checkbox Checkbox Checkbox Checkbox

10. How has your QUALITY OF LIFE been during the past 4 weeks (that is,
how have things been going for you)?

e 1-Very good: could hardly have been better
e 2- Pretty good
¢ 3- Good & bad about equal

Part B

Reviewing all the questions you have answered in Part A, consider the overall impact of
these problems on your quality of life in the past 4 weeks.

Please answer in the context of your non-epileptic seizures

11.

1- Not 2- 3- 4- A 5-
at all Somewhat Moderately lot Very much

H
ow much
does the
state of
your
epilepsy- Check Check Check Check Check
related box box box box box
quality of
life
distress
you
overall?

Part C

Considering ALL the questions you have answered, please indicate the areas related to
your epilepsy that are most IMPORTANT to you NOW

Number the following topics from ‘1’ to ‘7’ with ‘1’ corresponding to
the most important topic and ‘7’ to the least important one. Please use each number
only once.

1 2 3 4 5 6 7

= C C C C C C C

) heckbox heckbox heckbox heckbox heckbox heckbox heckbox
Energy
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(tiredn
ess)

B

&

BIEED heckbox

(mood)

C
. Daily
activiti
es
(work,
driving
, social)

heckbox

D

Mental

activity

(thinki C
ng, heckbox

concen

tration,

memor

y)
E

Medica
tion
effects
(Physic
al,
mental

)

C
heckbox

. Worry
about
fits
(impac
t of
fits)

C
heckbox

G

G

Overall heckbox

quality
of life

heckbox

heckbox

C
heckbox

C
heckbox

C
heckbox

C
heckbox

heckbox

heckbox

C
heckbox

C
heckbox

C
heckbox

C
heckbox

heckbox

heckbox

C
heckbox

C
heckbox

C
heckbox

C
heckbox

heckbox

heckbox

C
heckbox

C
heckbox

C
heckbox

C
heckbox

heckbox

heckbox

C
heckbox

C
heckbox

C
heckbox

C
heckbox

heckbox

heckbox

C
heckbox

C
heckbox

C
heckbox

C
heckbox

p. 16 Short Warwick-Edinburgh Mental Wellbeing Scale

38 Below are some statements about feelings and thoughts. Please tick
the box that best describes your experiences of each over the last 2 weeks.

CXV



I
ve been
feeling
optimisti
c about
the
future

I'

ve been
feeling
useful

I'

ve been
feeling
relaxed

I
ve been
dealing

with
problem
s well

I'

ve been
thinking
clearly

I
ve been
feeling
close to
other
people

I
ve been
able to
make up
my own
mind
about
things

None
of the time

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Rarel

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Some
of the time

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Often

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

All of
the time

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

Check
box

p. 17 Final page

Thankyou for taking part in the study. Please take a screenshot or picture of this
page for future reference, as this will not be accessible following exiting the study.
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Appendix M: Demographic questions

What is your age?
Edit question
Question actions
» 18-25
+ 26-39
= 40-50
Show all [4)
Add ttem
Add trem
! What is your gender?
Edit question
Question actions
+ Male
= Female
#» Non-binary
Show all (4]
Add ttem
Add rtem
How many years has it been since you recieved yvour diagnosis?
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Appendix N: Liverpool Seizure Severity Scale

[ I, Seoté-Laonnnx a al / Bpilepry Reworch 44 (BN 3747

Pleass answer sach question hasad on the most severe ssizune you have expenenced in the past 4 weeks.
Circle omly one answer for sach question.
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Appendix O: Compassionate Engagement and Action Scale

THE

':' ¥)  Compassionate Mind

U MOETION

THE COMPASSIONATE ENGAGEMENT AND ACTION SCALES

Self-compassion

When things go wmong for us and we become distressed by setbacks, faikeres,
disappointments or losses, we may cope with these in diffierent ways. We are interestad in
the degree to which people can be compassionate with themselves. We define

ion a3s "a itivity o ing in seff and others with a commitment to tny 1o
TWWMFMWMMMEmmmW' .Theﬁ’s!?ﬂ'e
abdity to be motivated to engage with thingsfeelings that are difficult as opposed to trying
b awoid or supress them. The second aspect of compassion is the ability to focus on what
is helpful to us. Just like a doctor with his'her patient. The first is to be motivated and able
to pay attenfion o the pain and (leam how to] make sense of it. The second is to be able
to take the action that will be helpful. Balow is a sedes of questions that ask you about
these two aspects of compassion. Thenefore read each statement carefully and think about
how it applies to you if you become distressed. Please rate the items usang the following
rating scale:

MNaver Blways
1 2 3 4 b 3] 7 B 2 10

Section 1 - These are questions that ask you about how mofivated you are, and able
to enpgape with distress when you expenence it. So:

When I'm distressad or upset by things...

1. | arm mofivaled to engage and work with rmy distress when it arises.

Always
1 2 3 2 ] ] Fi B 2 10
2. | mofice, and am sensitive to my distressed feslings when they arise inme.
Mever Alhwiays
1 2 3 2 ] [i] [ B 2 10
(rid | avoed thinking about my disiress and fry to distract myseff and pat it out of my rmind,
Mever Al ays
1 2 3 2 ] [i] [ B 2 10
4. | arm emofonaly moved by my disiressed feslings or situations.
Hever Al ays
1 2 3 2 4] ] Fi B 2 10
5. | folerale the vanous feelings that are part of my distness.
Hever Al ays

1 2 3 2 b i 7 B 2 10

2 Gilait ot al, 2045
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n! THE
v Compassionate Mind

"5—: PN OB T IR
. | reflect on and make sense of my feelings of distress.
Mever Always
1 2 3 2 4] [i] [ B 2 10
(ri7 | o miot folerate being distressad.
HNewver
1 2 3 2 4] [i] [ B 2 10

B. | am accepling, non-crfical and nonqjudgemenial of my feelings of distress.
Mever Always
1 2 3 4 4] i 7 B g 10

Section 2 - These questions relate to how you actively cope in compassionate
ways with emotions, thoughts and situations that distress you. So:

When I'm distressed or upset by things...
1. | direct my affenfion to what is likely o be helpfid o me.
Mever Always
1 2 3 4 4] i 7 B a 10
2. | fhink about and come up with hedpfu ways to cope with my distress.
1 2 3 2 4] & [ B 2 10
(rid. | don't knows howe bo help myself.
Mever
1 2 3 4 ] [i] 7 B 2 10
4. | take the schons and do the things that wil be helpful to me.

Mever Always
1 2 3 4 4] i [ B g 10

8. | create nner feelings of support, helpiuiness and encowrsgement.
MNever

Alw
1 2 . < 4] & [ B ) 10 o=

NOTE FOR USERS: REVERSE ITEMS (r ) ARE NOT INCLUDED IN THE SCORING

& Cilkart ot al, 2046
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Lompassionate Mind

Compassion to others

When things go wrong for other people and they become distressed by sethacks, failures,
disappointments or losses, we may cope with ther distress in different ways. We are
interested in the degree to which people can be compassionate to others. We define
coimpassion as "a sensitivity to suffering in seff and others with a commitment to fry to
abewiate and prevent it.” This means there are two aspects to compassion. The first is the
abdity to be motivated to engage with thingsfeelings that are difficult a5 opposad 1o frying
to awoid or supress them. The second aspect of ion is the ability to focus on what
is helpful. Just like a doctor with his'her patient. The first is to be motivated and able to pay
attention to the pain and (leam how to) make sense of it. The second is to be able to take
the action that waill be helpful. Below is a senes of questions that ask you about these two
aspects of compassion. Therefore read each statement carefully and think about how it
applies to you when people in your life become distressed. Please rate the items usng
the following rating scale:

MNever Always
1 2 3 4 4] 3] [ B g 10

Section 1 — These are questions that ask you about how motivated you are, and
able to engage with other people’s distress when they are expernencing it So:

When others are distressad or upset by things...

1. | am mofivaled to engage and work with other peoples’ distress when it anses.
MNever Ahways
1 2 3 4 4] 3] 7 B g 10

2. | modice and am sensithve to distress in others when it anses.
MNever Alweays
i 2 3 4 ] (] F) B b 10

[Hﬁl_;ﬂminkimmmﬁp&:ﬂﬁ' distress, try to disfract mysedf and put it out of
my mind.
MNever Always
1 2 3 2 4] [+] [ B 2 10

4. | arm emocdonaily moved by expressions of distress in ofhers.
MNever
1 2 3 4 4] [i] 7 B g 10
f. | folerate the vanous feslings that are part of ofher people’s distress.

MNever Alweays
1 2 3 4 b 3] 7 B 2 10

Always

(5T

2 Gikat ot al, 2046
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N,

Compassionate Mind

f. | reflecf on and make sense of other people’s distress.
Never Always
1 2 3 4 6 3] 7 B 2 10
(i7" | o miot folerate ofher peoples” distress.
Never
1 2 3 2 i 3] [ B 2 10

B. | am accepfing, non-cribcal and non-sudgementsl of others people’s distress.
Never Always
1 2 3 4 6 3] 7 B 2 10

Section 2 — These questions relate to how you actively respond in compassionate
ways when other people are distressed. So:
When others are distressad or upset by things...
1. | direct affenfion to what is ikely to be helpful to others.
Never Always
1 2 3 4 6 3] 7 B 2 10
2. | fhink abowt amd come up with helpful ways for them to cope with ther distress.

Never Always
1 2 3 4 6 3] 7 B 2 10

(rid. | don't know how to help ofher people when they are distressed.
1 2 3 2 5 i} 7 8 2 10

Always

4. | take the schons and do the things that will be helpful to others.
Never Always
1 2 3 4 6 3] 7 B 2 10

f. | express feelings of suppor, helpfuiness and encouagement to others.
Never
1 2 3 4 6 3] 7 B 2 10

Always

NOTE FOR USERS: REVERSE ITEMS (r ) ARE NOT INCLUDED IN THE SCORING

@ Gilbart ot &l, 2046
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Appendix P: Fears of Compassion Scale

v ompassionate Mind

= roUNDATION

Scale 2: Responding to the expression of compassion from others

1. Wanting others to be kind to cneseF is a2 wealness o 1
2. | fear that when | need people to be kind and understanding they 0 1
won't be

3. I'm fearful of becoming dependent on the care from cthers because 0 1 2
they might not always b= available or willing o give it

4. | often wonder whether displays of warmih and kindness fromothers 0 1 2

are genuine
8. Feelings of kimdness from others are somehow frightening o1 2
fi. When people are kind and compassionate towards me | fesd aneious 1 1
or embamassed

7. If people are friendly and kind | worry they will find out something 0 1 2
bad about me that waill change their mind

B. | wormy that people are only kind and compassionate if ey want 0 1 2

something from me

B, When people are kind and compassicnate iowards me | feslempty 0 1 2
and sad

10.  If people are kond | feel they are getting too dose o 1

11. Ewen thowgh cther people are kind to me, | have arely et warmth 0 1
from my relationships with others

12, |iryto keep my distance from others even i | know they are kind o 1

13. If | think someone is being kind and caring towards me, | 'pitupa 0 1
bamier’

S Gikerm et al, 2041
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Appendix Q: Depression, Anxiety and Stress Scale

DASS21 ..

Ciabe

time on any statement.
The rating scale is a5 fiollows:

Cid not apply 1o me at all
Applied to me to some degres, of some of the fme

Applied to me wery much or most of the time

0
1
2  Applied to me to a considerable degree or a good part of time
3

Flease read each stabement and circle a number 0, 1, 2 or 3 which indicates how much the stabement
applied to you over the past week. Thers are no right or weong answers. Do not spend oo much

10

11

1z

14

154

[ }]

=]

sl

13 i)

is]

18 id)

17 i)

19038

I found 1t hard to wind down
| was aware of dryness of my mouth
| couldn't seem i experienca any positive feciing at all

Iarpmﬁﬂﬁadueaﬁrgﬂmmt}'{egexmmeﬁ'muhrezﬂmg
breathiessness In the absence of physical exartion)

| found It BfMcut i work up the Inftiatve to do Tings
| tended to over-react to stuations

| enperienced rembling {e.g. In the hands)

| felt that | was using a lot of nenvous enerngy

| was worried about stuations In which | might panic and make a fool
Of myselr

| fiett that | had nofing to look forward to
| found mysel getting agitated

| found 1t cifficuit fo reiax

| felt down-hearted and bius

| was Infolerant of anything Tat kept me from geting on with what |
Was doing

| fesit | was close to panic
| was unadie o become enthusiastic about anything
| Tt | wasn't worth much 3s a person

| Tt that | was rather bouchy

| was aware of the action of my heart In the absence of
exertion (2.0. Gense of hear rate Increase, heart missing 3 beat)

| felt scared without any good reason
| feit that IFe was meaningiess

[ O o O O L] o O o o

o O o o

1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2
1 2

i LU U T ad LEUR TR U ]

LEUR ST R TU N 1]
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Appendix R: The Short Warwick-Edinburgh Mental Well-being Scale

Removed for digital archiving.
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Appendix S: Quality of Life in Epilepsy Inventory

[The folicwing quesions a5k abouk problems you may have wil ceriain ACTITIES]

“;H?ermm'tmim auring the past 4 wesks your spllspsy or antleplisptie drugs have casssd troubls

[ChTIE GNE NUmber)
& gt coml Al Sorewfml UnivymiBe Fdelel
3. Driving {or oiher Tansportaton) 1 2 3 4 5
During the past 4 wesks. .
Fecd i mll bxkmroy
s ] otmvana
4. HOW much 00 your work imitations bomer you? i 2 3 4 ]
5. How much do your social imitagions Dother you™ i 2 3 4 ]
€. How much do your memory dificuities bomer you? 1 2 3 4 5
7. How much do physical eMects of antiepliaptic drugs bother i 3 3 4 5
you?
E. How much o psychological effects of anteplaptc . 5 3 4 :
drugs bather you?
toreetm Hoiwry el ol

How afrald are you of having a satzure during the next £ wesks?

ey
e thm: i il
i

2 k| 4

P g (01 B UL R 10 Sepg T I O L el g TR b, Pl DO AcArTe P e DL ) SEpetgiT IS e L DRt
g

CALIE- TP (LS Evgalfaly
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#0. How has your @UALITY OF LIFE been during the past 4 waeks
[mat ks, how have things been going for you)?

B {Circie Gne number

iy posd-

mm&ﬂmm 1

Pratty good 2

Good & bad about squsl 3

e
= Pratty bad 4
Vany bad:
colld hardly have besn g
WoTrEs

Cognight 0 [Takiehi oof (AT Coigs

D A L e T AL e P OO O LS LD e el e L s DTN o b ephbl . PN ST P Tt LA L GOl T T T L e el D
H =T

CADLE TP (1S Sty
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Part B.

%ﬂnﬁ Questions you have answered i Parf A, consider the overal Impact of these problems on your
AN The DasT 4 Weeks.

{Circie one number)

ol o mll | by iy &, ol ‘fary mach
11. How Much does the state of your epliapey-riated
qualEy of I distrees you overali? ! z 3 . :
Part C.
mmﬂmmnﬁﬁ JErE

12 Number the falcwdng Iooics from 9750 7 with 7' comesponaing o e moes! IMpos® faoic and 77 i the
le3st imporiant ane. Flease Use egch numbar onfy ance.

Erengy (tiredness)

Emptions [mood)

Daly acivites (work, driving, social)

Menta aciivity (thinking, concemaing, mEmory)

Medication effects (physkcal, mental)

WWoIry about fis impact of fis)
G. Overall qually of e

mm e 0 o e

CCCDODCDCE

THANK YOU FOR COMPLETING THIS QUESTIONNAIRE
ABQUT LIVING WITH GPILEFSY.

FRE A O T B PO ] ST I T (L e (DT G LT o A PR, N ACRSTE PN e DO T I I e N e (T
H T
SO TP (LS Evgifaty)
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Appendix T: Statistical output
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Table T.1: Descriptive statistics and skew and kurtosis outputs for each variable
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Descriptive Statistics

N Range Minimum Maximum Mean Std. Deviation Skewness Kurtosis
Statistic Statistic Statistic Statistic Statistic Statistic Statistic Std. Error Statistic Std. Error
8. What is your age? 245 3 1 4 2.09 .808 -.110 .156 -1.352 .310
9. What is your gender? 245 3 1 4 2.00 434 1.514 .156 9.490 .310
SelfCompassion 245 87.00 13.00 100.00 57.8531 16.48083 -.034 .156 -.384 .310
CompassionToOthers 245 86.00 14.00 100.00 77.7184 16.64326 -1.168 .156 1.615 .310
CompassionFromOthers 245 52.00 .00 52.00 23.6449 12.18742 .062 .156 -.926 .310
Stess 245 42.00 .00 42.00 22.6857 10.78949 -.178 .156 -.735 .310
Anxiety 245 42.00 .00 42.00 21.2245 11.17239 .028 .156 -1.084 .310
Depression 245 42.00 .00 42.00 20.9224 12.73622 .082 .156 -1.185 .310
Wellbeing 245 26.00 7.00 33.00 19.2449 5.25548 -.112 .156 -.290 .310
SeizureSeverity 214 72.50 15.00 87.50 53.0607 15.55623 -.330 .166 -.582 .331
QolL2 245 41.00 13.00 54.00 36.1102 7.19803 -.303 .156 191 .310
Valid N (listwise) 214
Collinearity Statistics
Model Tolerance VIF
1 (Constant)

Stess .383 2.609

Anxiety .3%4 2.538

Depression .336 2.980

Wellbeing 407 2.458

Qol2 621 1.609

SelfCompassion .595 1.680

CompassionToOthers 726 1.377

CompassionFromOthers .575 1.739

Table T.2: Variance Inflation Factor (VIF) and Tolerance Statistics for each variable
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Scatterplot

Dependent Variable: Stess
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Figure T.1: Scatterplot used to determine Heteroscedasticity for Stress
Scatterplot
Dependent Variable: Anxiety
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Table T.2: Scatterplot used to determine Heteroscedasticity for Anxiety
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Scatterplot

Dependent Variable: Depression
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Table T.3: Scatterplot used to determine Heteroscedasticity for Depression

Scatterplot
Dependent Variable: Wellbeing
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Figure T.4: Scatterplot used to determine Heteroscedasticity for mental wellbeing.
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Regression Standardized Residual

Scatterplot
Dependent Variable: QoL2
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Figure T.5: Scatterplot used to determine Heteroscedasticity for QoL.
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Descriptives
Statistic Std. Error

Yr5DxSqrRt  Mean 1.8903 06513

95% Confidence Interval for Lower Bound 1.7620

Mean Upper Bound 2.0186

5% Trimmed Mean 1.7738

Median 1.7321

Variance 1.039

Std. Deviation 1.01945

Minimum 1.00

Maximum 6.40

Range 540

Interquartile Range 1.45

Skewness 1.541 156

Kurtosis 2.699 310
YrSDx Mean 1.0321 .06092

95% Confidence Interval for Lower Bound 9121

Mean Upper Bound 1.1521

5% Trimmed Mean 9716

Median 1.0986

Variance 909

Std. Deviation 95349

Minimum .00

Maximum 3.71

Range 3.71

Interquartile Range 1.79

Skewness 519 156

Kurtosis -655 310

Table T.3: Descriptive statistics and skewness and kurtosis for log and square root

transformed variable

ANOVA?
Sum of
Model Squares df Mean Square F Sig.
1 Regression 1777.164 3 592.388 5.467 001°
Residual 22756.537 210 108.364
Total 24533.701 213
2 Regression 8923.481 7 1274.783 16.823 <.001°
Residual 15610.220 206 75.778
Total 24533.701 213
3 Regression 9239.636 10 923.964 12.264 <.001¢
Residual 15294.065 203 75.340
Total 24533.701 213

a. Dependent Variable: Stess
b. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?

¢. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?,
SelfCompassion, SeizureSeverity, CompassionFromOthers, CompassionToOthers

d. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?,
SelfCompassion, SeizureSeverity, CompassionFromOthers, CompassionToOthers,
CFOxSS, SCxSS, C20xSS

Table T.4: Analysis of Variance used to measure the fit of the model for stress
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Bootstrap for Coefficients

Bootstrap®
95% Confidence Interval
Model B Bias Std. Error Sig. (2-tailed) Lower Upper
1 (Constant) 22.583 -.060 3.955 =.001 14.178 30.01
8. What is your age? -2.812 -.040 962 .008 -4.850 -1.01
9. What is your gender? 3232 047 1.346 013 808 6.12
YrSDx -.189 .052 795 813 -1.660 1.4%
2 (Constant) 7.810 -.021 5202 130 -2.444 19.31
8. What is your age? -.691 -.039 .848 401 -2.468 05
9. What is your gender? 1679 061 1.330 2 - 726 432
YrSDx - 778 051 729 287 -2.143 .81
SelfCompassion -.039 .0m .046 402 -125 .0€
Compassion ToOthers 025 -0 043 559 -.081 A
CompassionFromOthers 469 7.495E-5 054 =.001 357 57
SeizureSeverity .059 -.001 041 162 -.021 14
3 (Constant) 8.458 -1.132 12.025 448 -16.092 29.9¢
8. What is your age? -.661 -.055 865 424 -2.476 Lo
9. What is your gender? 1.458 108 1.417 302 -1.013 4 48
YrSDx -T41 .055 721 .308 -2.029 .84
SelfCompassion 181 -.015 172 263 -213 A€
Compassion ToOthers -.092 026 156 510 - 354 2€
CompassionFromOthers 291 -.002 186 110 -.048 .BE
SeizureSeverity .058 .017 211 T73 -.325 A<
SCxSS -.004 .000 .003 191 -.010 .0C
C20xSS .002 -.001 .003 427 -.004 .0C
CFOxSS .003 9.849E-5 .004 360 -.004 .01
a. Unless otherwise noted, bootstrap results are based on 1000 bootstrap samples
Table T.5: Bootstrap coefficients for stress linear regression
ANOVA®
Model Sum of Squares df Mean Square F Sig.
1 Regression 1452711 3 484 237 4.288 0060
Residual 23714 467 210 112.926
Total 25167.178 213
2 Regression §907.394 7 1272.485 16.121 <.001°
Residual 16259.783 206 78.931
Total 25167.178 213
3 Regression 9169.338 10 916.934 11.635 <.001¢
Residual 15997.840 203 78.807
Total 25167.178 213

a. Dependent Variable: Anxiety

b. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?

c. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?, SelfCompassion,
SeizureSeverity, CompassionFromOthers, CompassionToOthers

d. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?, SelfCompassion,
SeizureSeverity, CompassionFromOthers, CompassionToOthers, CFOxSS, SCxSS, C20x55

Table T.6: Analysis of Variance used to measure the fit of the model for anxiety
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Bootstrap for Coefficients

Bootstrap?
95% Confidence Interval
Model B Bias Std. Error Sig. (2-tailed) Lower Upper
1 (Constant) 25.055 217 4.361 <.001 16.959 34.313
8. What is your age? -3.151 .002 .952 <.001 -5.063 -1.338
9. What is your gender? 1.330 -.120 1.774 .438 -2.577 4.305
YrSDx .531 -.001 .753 486 -.987 1.949
2 (Constant) 8.490 .224 5.688 .137 -2.316 20.797
8. What isyour age? -.915 .002 .888 .301 -2.716 .800
9. What is your gender? -.338 -.040 1.470 .800 -3.424 2.355
YrSDx -.132 -.003 .733 .858 -1.675 1.247
SelfCompassion -.102 .000 .047 .028 -.188 -.009
CompassionToOthers .073 -.003 .041 .076 -.012 .152
CompassionFromOthers 419 .000 .050 <.001 .317 .516
SeizureSeverity .115 .001 .045 .012 .032 .200
3 (Constant) -1.303 -2.520 13.854 .909 -38.000 18.708
8. What is your age? -.819 -.027 .898 .361 -2.570 .920
9. What is your gender? -.317 .020 1.501 .824 -3.342 2.507
YrSDx -.166 .006 739 .812 -1.685 1.234
SelfCompassion .044 -.004 .157 .767 -.282 .357
CompassionToOthers 124 .029 .161 .406 -.143 .495
CompassionFromOthers .285 .017 177 .100 -.037 .674
SeizureSeverity .303 .045 .237 .155 -.046 .896
SCxSS -.003 .000 .003 .329 -.009 .004
C20xSS -.001 -.001 .003 724 -.008 .004
CFOXSS .002 .000 .003 .457 -.005 .009
a. Unless otherwise noted, bootstrap results are based on 1000 bootstrap samples
Table T.7: Bootstrap coefficients for anxiety linear regression
ANOVA?
Model Sum of Squares df Mean Square F Sig.
1 Regression 1896.152 3 632.051 4.280 .006°
Residual 31011.885 210 147.676
Total 32908.037 213
2 Regression 12692.786 7 1813.255 18.478 <.001°
Residual 20215.251 206 98.132
Total 32908.037 213
3 Regression 12952.419 10 1295.242 13.176 <.001¢
Residual 19955.618 203 98.304
Total 32908.037 213

a. Dependent Variable: Depression
b. Predictors: (Constant), YrSDx, 9. What is your gender?8. What is your age?

c. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?, SelfCompassion, SeizureSeverity,

CompassionFromOthers, CompassionToOthers

d. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your ag?, SelfCompassion, SeizureSeverity,

CompassionFromOthers, CompassionToOthers, CFOxSS, SCxSS, C20xSS

Table T.8: Analysis of Variance used to measure the fit of the model for depression
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Bootstrap for Coefficients

Bootstrap®

95% Confidence Interval

Model B Bias Std. Error  Sig. (2-tailed) Lower Upper
1 (Constant) 15.325 -.004 4.932 .002 5.408 25324
8. What is your age? -2.080 .013 1.170 077 -4.363 314
9. What is your gender? 5.243 -014 1.775 .003 1.357 8.653
YrSDx -.216 -.009 910 816 -1.959 1.660
2 (Constant) 3.233 -.062 5733 572 -8.231 13923
8. Whatis your age? 309 =015 947 .748 -1.565 2194
9. What is your gender? 3.197 .068 1.389 .021 566 6.091
YrSDx -.851 .010 .851 312 -2.458 .897
SelfCompassion -.188 .002 .059 .002 -.298 -.062
CompassionToOthers .091 -.001 .048 066 -.003 A9
CompassionFromOthers 491 -.001 065 <.001 354 612
SeizureSeverity .073 -.002 .052 160 -.031 169
3 (Constant) -7.735 -.919 16.698 .602 -43.664 24524
8. What is your age? .380 -.047 .938 .690 -1.470 2140
9. What is your gender? 3.221 .084 1.451 .023 439 6.190
YrSDx -.850 .036 .838 .300 -2.443 .896
SelfCompassion 061 -.018 .208 749 -.405 389
CompassionToOthers .001 .019 AT7 895 =310 397
CompassionFromOthers .647 .020 241 .009 A78 1.135
SeizureSeverity .297 .01 294 .254 -.264 .905
SCxSS -.005 .000 .004 167 -.012 .004
C20xSS .002 .000 .003 544 -.005 .007
CFOxSS -.003 .000 .004 452 -012 .005

a. Unless otherwise noted, bootstrap results are based on 1000 bootstrap samples

Table T.9: Bootstrap coefficients for depression linear regression

ANOVA?

Model Sum of Squares df Mean Square F Sig.

1 Regression 137.332 3 45.777 1.784 .151°
Residual 5387.977 210 25.657
Total 5525.308 213

2 Regression 2161.093 7 308.728 18.904 <.001°
Residual 3364.215 206 16.331
Total 5525.308 213

3 Regression 2264.908 10 226.491 14.102 <.001¢
Residual 3260.401 203 16.061
Total 5525.308 213

a. Dependent Variable: Wellbeing

b. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?

c. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?, SelfCompassion,
SeizureSeverity, CompassionFromOthers, CompassionToOthers

d. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?, SelfCompassion,
SeizureSeverity, CompassionFromOthers, CompassionToOthers, CFOxSS, SCxSS, C20xSS

Table T.10: Analysis of Variance used to measure the fit of the model for mental wellbeing
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Bootstrap for Coefficients

Bootstrap?®

95% Confidence Interval

Maodel B Bias Std. Error  Sig. (2-tailed) Lower Upper
1 (Constant) 21.37 -214 233 =.001 16.486 25652
8. Whatis your age? 337 -.003 442 448 -.584 1.136
9. What is your gender? -1.675 A07 830 066 -3.253 388
Yrshx AT70 011 ar2 647 -.536 9086
2 (Constant) 20.825 -188 270 =.001 14.803 26.007
8. What is your age? -526 -.002 386 187 -1.300 23
9. What is your gender? -.860 067 G677 1490 -1.965 698
YrSow 429 -.001 336 210 -.235 1.096
SelfCompassion 133 .000 021 =.001 030 72
CompassionToOthers -.027 001 022 232 -.070 016
CompassionFromOthers -.159 .0oo .030 =.001 =216 =102
SeizureSeverity -024 001 021 261 -.065 016
3 (Constant) 23.230 1.033 £.393 =.001 13.426 3B8.860
8. What is your age? -.553 -.002 .390 168 -1.341 20
9. What is your gender? -772 052 G677 .228 -1.887 735
YrSox 409 005 329 224 -.229 1.080
SelfCompassion -029 002 067 639 -.153 122
CompassionToOthers 0589 -.014 070 409 =107 A67
CompassionFromOthers -152 -.009 088 07 =37 016
SeizureSeverity -079 -019 17 453 -.353 107
SCx55 003 -6.064E-5 001 010 001 .0os
C20%58 -.002 000 001 186 -.004 .00
CFOxS5 -3.751E-5 .000 .00z 978 -.003 .004

a. Unless otherwise noted, bootstrap results are based on 1000 bootstrap samples

Table T.11: Bootstrap coefficients for wellbeing linear regression

ANOVA?

Model Sum of Squares df Mean Square F Sig.

1 Regression 290.230 3 96.743 2.136 .097°
Residual 9510.579 210 45.288
Total 9800.808 213

2 Regression 2669.451 7 381.350 11.016 <.001°¢
Residual 7131.358 206 34.618
Total 9800.808 213

3 Regression 2947.780 10 294.778 8.732 <.001¢
Residual 6853.029 203 33.759
Total 9800.808 213

a. Dependent Variable: QoL2

b. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?

c. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?, SelfCompassion,
SeizureSeverity, CompassionFromOthers, CompassionToOthers

d. Predictors: (Constant), YrSDx, 9. What is your gender?, 8. What is your age?, SelfCompassion,
SeizureSeverity, CompassionFromOthers, CompassionToOthers, CFOXSS, SCxSS, C20xSS

Table T.12: Analysis of Variance used to measure the fit of the model for QoL
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Bootstrap for Coefficients

Bootstrap?

95% Confidence Interval

Model B Bias Std. Error _ Sig. (2-tailed) Lower Upper
1 (Constant) 32.707 .178 2.781 <.001 27.628 38.45
8. What is your age? .393 .004 577 .496 -.760 1.54
9. What is your gender? 2.025 -.118 1.138 .057 -.518 3.91
YrSDx -.961 .022 .486 .054 -1.947 .04
2 (Constant) 20.614 .003 3.600 <.001 13.807 27.81
8. What is your age? 1.544 .023 .512 .003 .546 2.54
9. What is your gender? 1.115 -.058 .809 .148 -.567 2.53
YrSDx -1.314 .010 .465 .008 -2.216 -.37
SelfCompassion -.102 .000 .032 .003 -.164 -.03
CompassionToOthers .105 -.001 .028 <.001 .048 .15
CompassionFromOthers .144 .001 .039 <.001 .070 21
SeizureSeverity 116 .002 .027 <.001 .062 A7
3 (Constant) 40.014 -1.442 8.912 <.001 19.708 54.14
8. What is your age? 1.410 .017 .513 .006 437 2.42
9. What is your gender? .893 -.035 .845 .285 -.854 2.42
YrSDx -1.248 .017 461 .008 -2.120 -.30
SelfCompassion -.266 -.014 .109 .012 -.513 -.09
CompassionToOthers .018 .025 .101 .869 -.133 .25
CompassionFromOthers .033 .009 116 .763 -.193 .27
SeizureSeverity -.256 .027 .158 .086 -.504 .10
SCxSS .003 .000 .002 .103 -6.352E-5 .00
C20xSS .002 .000 .002 .374 -.003 .00
CFOxSS .002 .000 .002 .268 -.002 .00

a. Unless otherwise noted, bootstrap results are based on 1000 bootstrap samples

Table T.13: Bootstrap coefficients for QoL linear regression
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