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Abstract

This thesis comprises of a literature review, a research paper and a critical appraisal of the

research process.

In the literature review, a meta-synthesis methodology was used to identify and
synthesise 15 studies that explored the experiences of living with epilepsy. Three themes
emerged; ‘making sense of epilepsy: “it affects your perception of yourself””; ‘the cost of
epilepsy: “getting epilepsy has put me in poverty””; and ‘significance of others in coping with
epilepsy; “my family have always helped me™. Findings are discussed in terms of the impact
of epilepsy on identity and self, the losses that individuals have experienced as a consequence

of epilepsy, and the ways in which perceived support from others can be helpful or unhelpful.

The research paper utilised interpretative phenomenological analysis, whereby six
participants who had received a diagnosis of non-epileptic attack disorder (NEAD) were
interviewed, to explore how they had made sense of it. Three themes emerged; “NEAD is a
confusing diagnosis; “all it means is it’s not epilepsy™; ‘Legitimising the illness: feeling
“like a bit of a fraud™; and ‘NEAD as a challenge to identity: “I want to be more me again™.
Findings suggest that making sense of a diagnosis of NEAD is a challenging process, which

differs from person to person. The clinical implications of these findings are discussed.

The critical appraisal discusses the comparisons between the findings of the literature
review and research paper. Reflections about epistemology are offered, alongside reflections

on the research process as a whole.
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THE LIVED EXPERIENCE OF EPILEPSY
Abstract

Background: Epilepsy is a condition that has the potential to reduce quality of life, and has
been extensively researched with quantitative methods. A sizeable body of qualitative
literature now exists on the experience of living with epilepsy which can add to our

understanding of this condition.

Aims: The aim of this meta-synthesis was to bring together the qualitative literature on living

with epilepsy and offer an over-arching interpretation of current findings.

Method: A systematic search of qualitative articles was conducted using three databases,
which identified 15 studies that met the inclusion criteria. These were synthesised according

to Noblit and Hare’s (1988) guidance for meta-ethnography.

Results: Three themes emerged from the meta-synthesis; Making sense of epilepsy: “it
affects your perception of yourself”; The cost of epilepsy: “getting epilepsy has put me in
poverty”; and Significance of others in coping with epilepsy; “my family have always helped

me”.

Conclusions: Individuals with epilepsy face complex difficulties. Important clinical

implications are drawn from the findings, and suggestions for future research are made.

Declaration of Interests: None

Keywords: Quality of life, epilepsy, lived experience, qualitative, meta-synthesis
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A meta-synthesis of the experience of living with epilepsy

Epilepsy is a common long term neurological condition, with an estimated 600,000
people living with it in the United Kingdom [1], and 69 million worldwide [2]. Epilepsy is a
disease of the brain causing a predisposition to have epileptic seizures [3]. The causes are
understood to include birth injury, feverish conwulsions, and pre-birth developmental
disorders in childhood, and vascular disease, tumours and degenerative diseases in adulthood
[4]. However, up to 40% of individuals will have epileptic seizures with no known
neurological abnormalities [5]. Epileptic seizures can also take many forms, resulting in a
varied impact on the brain [4]. Therefore experiences of seizures are very varied [6] but for

many, epilepsy can often lead to psychological, cognitive and social sequelae [7][8].

Epilepsy carries an overall risk of premature death due to various factors such as
sudden unexpected death, accidents, injuries and suicide [7]. Individuals living with epilepsy
have to adopt management strategies in order to prevent seizures and manage their own
condition [9]. Such strategies may include recognising and managing seizure triggers (such
as flashing lights), implementing safeguards to avoid seizure related risks (e.g. reducing the
risk of being alone during a seizure), informing and educating others on what to do following
a seizure, and strategies to comply with multiple medications [1]. Individuals with epilepsy
frequently feel underequipped for dealing with the condition and this may be especially
important considering that for example up to 40% of individuals with epilepsy in the USA
will not gain seizure control and thus will need to manage their condition for the rest of their

lives [10].

An estimated four fifths of individuals with epilepsy live in non-western countries
[11], and up to 90% of these individuals do not get the medical treatment they require [12].

This has largely been attributed to the limited availability of medication and the subsequent
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reduced ability to gain seizure control [13]. While there may be differences to the medical
approaches to epilepsy in western and non-western countries, due in part at least to the
different economic, political and cultural contexts, epilepsy negatively affects the lives of

people in countries all around the world [14][15][16], although it is notably under-researched

outside of the western world [17].

Koutsogiannopoulos, Adelson, Lee and Adermann [18] highlight the necessity to
adapt life not only according to the epilepsy presentation itself, but also according to the
unpredictable difficulties that often arise from having a diagnosis of epilepsy. The burden of
epilepsy can manifest as social and psychological difficulties [19], and is not entirely
dependent on whether an individual achieves seizure control or not [20]. A meta-analysis of
the quality of life in epilepsy [21] has reported a consistent predictive effect of psychological
factors, with a reported 30-35% of the variance in health related quality of life being
explained by such factors, more than condition-related factors. In fact, anxiety and
depression are thought to be the most important factors impacting upon quality of life in

epilepsy [21][22][23].

Other psychological factors impacting upon quality of life in epilepsy include
loneliness, loss of independence, fear of seizures, isolation, adjustment, employment
difficulties and stigma perception [7][20][24][25][26][27][28]. Recovery time after seizures
[29], memory [30], and sleep disturbances [31] are also suggested to impact upon quality of
life but to a lesser degree. Taylor et al. [21] further suggests that the psychological factors
that reduce quality of life may have a more lasting impact than condition related factors.
There are, however, methodological issues reported within the Taylor et al. [21] meta-
analysis, with the impact of employment and educational status remaining unclear and
methodological quality judged to be poor. Since systematic reviews of other chronic illnesses

also report a reduced quality of life [32][33], it is therefore reasonable to propose that overall
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guantitative research supports the notion that epilepsy is a condition that is characterised by a

reduction in the quality of life [17].

While the meta-analysis [21] allows us to see the potential predictors of quality of
life, it does not increase understanding of how these factors play out in individual’s lives.
However, qualitative research focuses on making meaning in context [34] which can permit
the exploration of experience in depth and highlight the complex and sometimes individual
interplay of factors which are not accessible in quantitative research. There is now a growing
body of qualitative research into the experience of having epilepsy both in western and non-
western countries. Meta-synthesis is an interpretative analysis of qualitative studies which
creates a synthesis of those studies which is grounded in empirical data, with conclusions
made from the original studies included in the synthesis [35]. The aim of the synthesis is to
increase the usefulness and reliability of the findings of the individual studies reviewed and
the narratives included. Consequently, findings from meta-synthesis could help inform

practice, for example increasing the understanding of a specific phenomenon [35].

Since there is now a sizeable qualitative research base, it seems timely to perform a
systematic search of papers and draw them together to provide an in-depth exploration of
everyday lived experience of epilepsy, and how individuals cope. A review of qualitative
literature on the experience of living with epilepsy has been recently published [36].
However, this review concerns both children and adults and includes only studies from
western countries. Furthermore, the review focuses on concepts associated with the impact
of epilepsy aimed at informing future clinical trial outcomes, and does not report to follow a
specific method of meta-synthesis. As such, the findings in the Kerr and colleagues’ review
therefore offers breadth in relation to understanding these outcomes but it has not examined

the psychological impact and experience of living with epilepsy in depth.
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In contrast, this review utilises the meta-ethnographic method as described by Noblit
and Hare [37], which aims to provide a more interpretative literature review, involving a
systematic and critical comparison of research. This method is the most commonly cited
approach to meta-synthesis [38]. In addition, the current review will also take into
consideration several papers that have been published since the previous review in 2011, and
will importantly include populations from around the world, both western and non-western.

The aim was to create a synthesised understanding of the lived experience of epilepsy from

multiple studies.

Method

Researchdesign

The synthesis was conducted using the principles of meta-ethnography and followed
guidance published by Noblit and Hare [37]. Appendix 1B displays a visual representation of
the process of synthesis adapted by Moolcharm et al. [39]. This method was considered to
meet the aim of the review, which was to explore the contribution of the studies as a whole
and to produce higher order themes, while preserving the interpretations of participants’
original accounts and their meanings. The meta-ethnography process achieves this through
constant comparison of the findings of original studies, allowing similarities and differences
in findings to be extrapolated and explored, while preserving original participant experiences.
Meta-ethnography consists of six interconnecting and often parallel phases; finding relevant
studies, reading and re-reading the relevant studies, determining how studies are related,
translating the studies into one another, synthesising the translations and reporting

conclusions [37].
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Inclusion/exclusion criteria

Articles that met the following criteria were included in the meta-synthesis: published
in a peer-reviewed journal to ensure a minimum quality standard; published in English;
focused on an aspect of the lived experience of epilepsy; used adult participants and focused
on the experience of adults (those 18 years and over); used qualitative methods and reported
qualitative data; included data from individuals with epilepsy, and where data were included
from, for example, family or service providers, data and themes from those with epilepsy
were clearly distinguishable; provided first-hand experience of living with epilepsy with
participant quotations included in the article; were able to be classified within the typology of

qualitative findings proposed by Sandelowski & Barroso [40].

The decision was made to include articles using a range of qualitative methodologies
as long as they were interpretative and included participant quotations, in order to allow for
full representation of qualitative research in the area [40]. This is what Thomas and Harden
[41] refer to as ‘conceptual saturation’. Articles that involved the quantification of data (for

example content analysis that reported only frequencies) were excluded.
Search terms

Literature searches took place from August 2015 until 31% December 2015. The
search terms in Table 1 were generated from the EBSCO thesaurus, were combined using

Boolean operators and used to search the databases. A specialist librarian at the University

offered advice on the most appropriate database to search and search strategies to employ.

INSERT TABLE 1
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Three databases were searched with these terms; PsychINFO, Pubmed and Scopus. No date
restrictions were imposed. Search terms and strategies were adjusted to accommodate
database specific indexing systems. Both free text and subject mapping search variants were
used. Search terms and strategies can be found in Table 1. Reference lists for the articles
included in this review were also scrutinised for additional articles that may be relevant for

review, referred to as the ‘pearl growing technique’ [42]. Figure 1 shows a flowchart of

article selection.

INSERT FIGURE 1

Characteristics of studies

Fifteen studies met the inclusion/exclusion criteria; a summary of their characteristics
is available in Table 2. Four studies took place in Sweden, three in the UK, three in the USA,
and one in each of Malaysia, Cameroon, Australia and Iran. Two papers used the same
sample but it was felt that they had very different foci and were therefore included but were
counted as one study (study 7). One article [59] was excluded as it appeared to be a re-
analysis of an already included published paper (paper 15) and there was repetition of themes
within.  To clarify, contact with the author was attempted but unsuccessful. There were 533

participants across the studies, with an age range of 18-69.

INSERT TABLE 2
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Evaluating Quality

The Critical Appraisal Skills Programme (CASP) qualitative checklist [60] provides a
framework to assess the quality of research across ten areas. This was used to evaluate the
methods, quality, ethical procedures and research context of the studies (see appendix 1C for
CASP scores). The CASP was used with a four point rating scale as adapted from that used
by Duggleby et al. [61] and Murray and Forshaw [62]. The first two questions are for
screening purposes, asking if a clear statement of aims for the research exists, and that a
qualitative approach is appropriate. All articles met this screening criterion. Using this scale,
zero points were awarded if a criterion was not reported on, one point if there was little
explanation about a criterion, two points if there was some explanation, and three if there was
a full explanation. CASP scores ranged from 18-26. A sample of articles and CASP scores
were peer audited to enhance the rigour and validity of the ratings. Where there were

disagreements, a consensus was reached.

No studies were excluded on the basis of the quality score, with aims of being as
inclusive as possible to ensure that relevant studies were not missed [63]. However, the
quality of studies guided the order in which they were read and reviewed, with Campbell et
al. [64] suggesting that the order in which articles are read gives weight to the overall

synthesis as concepts are produced inductively.

Analysis and Synthesis

The method followed Noblit and Hare [37], who suggest some overlap between the
phases of the meta-synthesis. The first two have been described above; identifying a research
question and carrying out a literature search. The following phases are described below; first

reading of the articles, deciding how they are related to each other, translating them into one
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another, and synthesising themes into higher order themes that preserve and represent the

meaning of the individual studies.

Acrticles were read and contextual information such as setting and sample was
extracted into atable (Table 2). The articles were analysed by order of CASP score, and
those with the same score were analysed by order of publication. According to Noblit and
Hare [37] the process of synthesising creates “interpretations of interpretations of
interpretations” (p.35), and therefore themes are ‘third order constructs’ [65]. These are
created from ‘second order constructs’, i.e. the original author’s interpretations of
participants’ interpretations (first order constructs). These second order constructs, or
themes, were identified, along with any theme components identified through the reading.
Themes, subthemes and quotations illuminating themes were taken from each article and
initial judgements were made about how these were related to those in other articles. Themes
and concepts from the original articles were constantly compared to the themes generated
during this synthesis. Appendix 1D was created to allow tracking of theme development and
to check that themes represented the original authors’ themes. Interpretations within and
between articles were made; “translating the interpretations of one study into the
interpretations of another” [37] (p.32). Appendix 1E shows which papers contributed to

themes derived from this meta-synthesis.

Findings

Synthesising the findings of the fifteen studies resulted in three themes, each with
subthemes. Participant quotations from the original papers are provided to illuminate the

findings. Papers are referred to by their allocated number (see Table 2).
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Making sense of epilepsy: “It affects your perception of yourself” (paper 4)

Participants experienced considerable challenges when trying to make sense of
epilepsy. Participants described challenges to their sense of self and identity, as well as the

different ways they were able to appraise epilepsy in order to be able to live with it.

Identity. The psychological impact of epilepsy left some participants feeling that
they weren’t quite ‘normal’ in comparison to others; “that’s the thing about epilepsy. It’s not
the seizures, it’s the effect of feeling different. It’s not the physical reality, it’s that
psychological effect that just doesn’t go away” (paper 8, p.283). This participant was left
questioning their sense of self as a result of having epilepsy and there was a very real sense of
being different to other people and feeling it in their day to day life. For one participant the
difference was evident in terms of ability and speed of working; “I work slower, not clever
compare to others” (paper 5, p.23). Feeling different to others left some participants unable
to discuss their experiences for fear of how this would be perceived; “I had feelings of deja-
vu at a crossroads and | didn’t dare tell my husband in case he’d think 1 was an idiot” (paper
7a, p.753). Some participants described experiences where it was the reactions of others that
made them feel different or abnormal; “The staff looked down on me, as though | was ET
[alien]” (paper 5, p.26). This was more direct for a participant in Cameroon; “The people |
worked with said |1 am becoming more and more disturbed, so they send me away” (paper 14,

p43s).

For many participants, the negative impact of epilepsy and resulting difference to
others was evident with descriptions of epilepsy as a label representing disability; “I have still
got that tag on me. Disabled. You know it is life changing” (paper 4, p.61). This view was
echoed in other papers, with participants referring to themselves as “disabled”, “chronically

il and “always unwell” (paper 14, p.438). The negativity associated with this was described
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by another participant in terms of accessing social welfare as a result of their condition; “The
job went and everything else and I ended up for the first time on the Dole (unemployment
benefit)...gutted...still hurts now you know” (paper 4, p.62). For this participant there was a
sense of shame at having to access this welfare, suggesting not just the painful comparison to

others in terms of ability and disability, but also a difficult change to accept in how they saw

themselves.

Other participants also discussed the impact of epileptic seizures in changing how
they viewed themselves; “You don’t feel so confident with yourself, it affects your perception
of yourself...I got very depressed...it was always on my mind” (paper 4, p. 62). This
participant describes losing confidence as a result of the unpredictability of seizures, resulting
in being preoccupied with them and spending a lot of time thinking about when a seizure
might happen. Some participants experienced significant others in their lives losing
confidence in them as a result of epilepsy, resulting in roles being limited; “I was side
stepped. My role in the family was affected by epilepsy...Daddy was not always to be
trusted” (paper 7B, p.1295). One participant described how epilepsy challenged their role as
a parent and subsequently made them feel like a child; “I feel like 1 am not really grown up, |
can-not even walk with the stroller. Itis like 1 am underage...it hurts that I cannot and should
not, take the full responsibility” (paper 7b, p.1295). This further led to feelings of
inadequacy as a parent; “l feel 1 am the worst Mum. What will happen if | have a seizure, if it
is just me and my children? How will they react...l have a guilty conscience about this”
(paper 7b, p.1296). The feelings of being infantilised were evident in other aspects of life,
with one participant describing negative feelings in relation to their contact with
professionals; “I often feel insignificant” (paper 6, p.393). For another participant, epilepsy
challenged their personality and sense of self in a way that made it feel like epilepsy was a

battle; “lI wasn’t able to accept that | had epilepsy either. 1 was my own worst enemy...|
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fought it constantly. My personality was always coming up against epilepsy” (paper 3,
p.349). For this participant epilepsy did not match their perception of who they were and

thus was experienced to be a powerful challenge to identity.

There were, however, examples where participants described how they found a way to
maintain their sense of self, or a way to integrate epilepsy into their identity. One participant
described “I have never felt like an “epileptic” and | see myself just as valuable as anyone
else” (paper 6, p.393). Feeling as valuable as others led to another participant describing no
difference between themselves and others; “I can work. [If] other people can do it, I can also
do it” (paper 5, p.25). Being able to accept epilepsy and live with it meant that, for one
participant, it didn’t have a negative impact on life; “I wouldn’t class it as a disability for me

because it doesn’t affect my everyday life atall” (paper 4, p.64).

Aside from these few examples of epilepsy not having such a negative impact on life,
there was a real sense that epilepsy left participants feeling as though they were not
themselves, with participants experiencing a change in their ability to do tasks, which
subsequently impacted on previously established roles. Participants also described a loss of
confidence in themselves, as well as the impact of others losing confidence in them. In
addition, the unpredictability of seizures led to further challenges to participants’ sense of

identity.

Appraising epilepsy. In addition to challenges to personal identity, participants also
experienced emotional reactions, reflecting a sense of powerlessness and lack of control
when trying to make sense of epilepsy; “Periods when I did not have seizures...then | was
living...1 thought well now the seizures have ceased...but then | had another...l went so
completely, yes really completely under...it was so depressing” (paper 2, p.1998). For this

participant the unpredictability of seizures challenged their ability to have and maintain faith



THE LIVED EXPERIENCE OF EPILEPSY e
in being able to ‘live’, constantly living in a place between building up hope and having those
hopes dashed. Other participants saw epilepsy as a punishment; “l will never get rid of this
crap, it makes me wonder why...what have | done to deserve this?” (Paper 6, p.392). For this
person, there was no sense of hope of improvement, suggesting that they felt powerless in the
face of their epilepsy. The feeling of powerlessness was reflected in other participants’
narratives, who saw epilepsy as a “curse” (paper 1, p.111), as “something that you can’t

control” (paper 13, p.227) and something which limited an individual’s strength; “this is my

weakness” (paper 5, p.27).

Some participants were able to accept their epilepsy diagnosis, with some seeing it as
“God’s will” (paper 15, p.466-471), and subsequently found a way to live with it; “l know
that | will always have epilepsy and it feels a bit harsh but one learns to live with it” (paper 6,
p.393). Being able to accept that epilepsy was not something that would be cured helped
some participants to be confident in themselves and their diagnosis; “well firstly you need to
get out and proud about it...it’s not going to go away” (paper 11, p.668). This acceptance
allowed some participants to embrace their diagnosis; “Yes people can say ‘You're epileptic’
and | say “Yes, yes’ because | don’t have it as something bad...all those feelings have gone”

(paper 11, p. 668).

Being able to come to terms with the presence of epilepsy was positive for some
participants who saw it as a “blessing in disguise” (paper 12, p. 260). Some participants
compared their diagnosis and circumstances to others and felt that having epilepsy was a bit
of a “reality check...no-one’s infallible” (paper 13, p.226). Making sense of epilepsy in this
way led to some participants experiencing growth as a result of their diagnosis in terms of
strength and humility; “I had a new attitude towards illness...epilepsy...made it possible for
me to imagine myself in other people’s misery...I became more humble and had more respect

for others...the epilepsy makes you soften up at the same time...not give up” (paper 2,
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p.1997). There was a sense that this acceptance came more easily for some participants than
others, with one participant describing “oh I accepted it quite quickly” (paper 11, p.667), and
another participant describing how they were determined not to let epilepsy control their life
from a young age; “Ever since my childhood | have thought that | must be the one ruling
things in life, not the epilepsy” (paper 2, p.1996). Other participants, however, described
how time was key in allowing them to take the control of their life back from epilepsy; “once
I got rid of the fear, my confidence came back and | was more normal again, | was me
again...l could get back to doing what | was doing before” (paper 4, p.63). Participants
described both positive and negative aspects of appraising epilepsy, from seeing it as a curse
to finding a way to accept it. The variance in these experiences suggest that it is not a linear

process, that it is not necessarily time that enables acceptance, but other factors may be

important in this.

The costof epilepsy: “getting epilepsy has put me in poverty” (paper 1)

The cost of epilepsy was significant for participants, who described loss as a result of

epilepsy within personal relationships, employment and meaningful activities.

Relationships. Relationships were a significant area of loss for participants, who
described loneliness and isolation as a consequence of this loss; “My husband left me many
years ago. I’m basically all alone now” (paper 1, p. 111). As a consequence of loss of
relationships, participants described lives of solitude; “Er, well 1 don’t go out much, I’'m like
a hermit” (paper 11, p.668). Some participants had chosen not to disclose their condition to
friends and worried that they would lose friendships should their epilepsy be discovered; “I
worry about that my friends...would...notice something regarding the epilepsy condition and
how that would affect my...relation to others” (paper 6, p.392). This was a reality for

another participant; “all of my friends disappeared, so yes, my circle of friends is very small”
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(paper 7a, p.755). The expectation that relationships would be lost as a consequence of
epilepsy was evident for a participant in Cameroon, who very much related the breakdown of
his marriage to the loss of income; “My wife is no longer with me. You should know that
with women, when one does not have money she cannot stay with you” (paper 14, p.439).

For this individual, the seemingly logical loss of relationships as a consequence of having

epilepsy left them accepting their loneliness and isolation.

Employment. Employment difficulties were evident throughout the narratives of
participants, with employment being a particular area of both loss and negative experiences.
Finding employment was difficult for some participants, with one participant describing the
need to negotiate various obstacles and manage personal risk; “trying to find employment as
a person with epilepsy is like running through a wheat field with a lighted torch” (paper 8,
p.281). Rejection at the time of application for jobs was common; “I didn’t get a job because
I had epilepsy and it was made very clear that was the reason” (paper 8, p.283). This led to
some participants deciding not to disclose their diagnosis of epilepsy to employers, with the
sometimes invisible nature of epilepsy aiding this; “You know, it’s not like you’re in a
wheelchair or something like that, it’s not visible. It means that people judge you as a person
before, you know, it’s not part of their first impression of you” (paper 11, p.668). The
consequence of when and if a seizure did occur at work and when colleagues discovered their
condition varied, but for one person was particularly severe; “And | had a seizure at work one

time, and 1 go back to work 2 days later, and | got fired” (paper 12, p.259).

Employment difficulties were caused not just by others’ responses to a diagnosis of
epilepsy, but by the physical impact of epilepsy on them; “l have no opportunity to advance
in the job because of this thing [epilepsy]” (paper 14, p.438). Some participants were
physically unable to work, despite a desire to do so; “I really want to work...but my body

couldn’t” (paper 5, p.25). The impact of epilepsy in terms of cognitive and memory
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difficulties also limited the ability to maintain employment due to increased fatigue and
reduced efficiency; “my superior told me that my work performance is decreasing” (paper 5,
p.23). Loss in other domains such as driving, had implications for employment and were
seen as a barrier to sustaining employment; “Even if they [employer] give you [me] a job,

how are you [am I] going to travel every day? You [I] cannot depend on your brother

[always]” (paper 5, p.24).

The implications of difficulties with employment for some participants was huge,
particularly for those in countries where social security and health care subsidies were
limited, such asthe US; “getting epilepsy has put me in poverty” (paper 1, p.110). It also led
some participants to work for little in order to maintain employment; “I’m still sitting there,
25, getting paid £100 to do so many hours, and that’s not even £1 or £2 an hour. But at the

end of the day you’ve got no choice” (paper 9, p. 171).

Therefore, in summary employment was an area that was difficult both in terms of the
interpersonal interactions with colleagues, and in terms of the ways in which epilepsy limited

life and abilities.

Meaningful activities. Participants described activities that were previously helpful
in maintaining quality of life being lost due to epilepsy; “I then got this list of things that I
couldn’t do...so I would say that a major, major part of my quality of life was stripped out
almost straight away” (paper 4, p.63). Loss of previously enjoyed activities made life less
enjoyable for some participants; “It’s a lot harder to live my life. Which has took away from
me, it’s taken away my enjoyment of just everyday life simplicity” (paper 4, p.62). This loss
of enjoyment in everyday life was also experienced as a consequence of necessary changes

within roles, with one participant describing not feeling at ease when caring for their child; “I
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bite my tongue all the time | am with my baby. If I will carry her or if | am walking with the

stroller, it is really frightening...l sense that this is something | must do” (paper 7b, p.1295).

One consequence of epilepsy was that many participants were no longer able to drive.
This had major implications for participants within various life domains, including
employment as mentioned previously. For some participants, transport represented freedom;
“If you can’t drive, well to me that was my independence” (paper 4, p.62). While not all
participants had held a driving licence, the loss of this was significant to many. This loss left
them relying on others for transport, limiting their engagement in other activities; *“I mostly
depend on my in-laws who live here to get me where | need to go...I can’t ask them all the
time...| do what I can do...going where | can go” (paper 1, p.111). Loss of transport also led
to increased worry for participants, leaving them feeling that daily activities were more
effortful and perhaps not worth doing; “concerns about transportation have been an issue
too...I lived 20 miles away from school and work and everything. It may not take long by the
freeway, but then if | had to take a bus, it could take a lot longer” (paper 12, p.259). For this
participant, not being able to drive and having to rely on public transport meant that time was

also lost.

The inability to engage in previously enjoyed activities also left participants feeling
that they had lost normality. For some participants, the loss of normality was evident through
what they could no longer do; “it’s just annoying, because all my friends take drugs and go
out and drink, and | really shouldn’t be doing that” (paper 13, p.226). The loss of normality
also meant participants found themselves constantly considering what would happen if they
had a seizure, and adopting strategies in case this were to happen: “people will change them
[babies] up there without thinking. It won’t occur to everyone ‘what’s going to happen if |

have a seizure’ because it’s not what you think about all the time” (paper 10, p.62).
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Significance of others in coping with epilepsy: “My family have always helped me”

(paper 15)

Participants described ways in which they were supported by others and the
importance of this in consequently being able to cope with epilepsy. One participant
described how others can be reassuring and how this was something that they particularly
valued; “I need to hear other people say that I’m normal, and treat me that way...even if |
have a difference in my brain- all people are different aren’t they?” (paper 6, p.393). For this
participant, having support from others was important in terms of reducing their sense of
being different (see theme 1). For another participant, the importance of others’ reactions
extended to the workplace, where one participant described a supportive environment; “in my
office, my colleague will help me. They will look after me because they knew about my
epileptic condition” (paper 5, p.27). Many participants referred to relationships and
emotional support as key factors in being able to cope; “my family...1 think without that all
my quality of life would suffer” (paper 4, p.61). The role of the family was a finding
represented across all the studies, with a participant in Iran stating; “My family have always
helped me...they give me such comfort that | feel better and the disease does not matter to
me anymore” (paper 15, p. 468). Significant others were also important in terms of
encouraging and empowering some participants; “I feel really safe with him [partner]. And he
pushes me to take risks...whereas | would say...I will stay in...he will say you have got to

get up and live, so let’s go” (paper 4, p.64).

The level of support from significant others and how this was interpreted varied, with
some describing how it could be frustrating and overbearing; “She told me that: “you go out
and then you fall down somewhere”...they are scared [that] anything will happen to me”
(paper 5, p.27). This was also experienced by another participant who felt that reactions of

family members were extreme and overprotective; “They worry all the time...for example if
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something falls down hitting the floor, at once they come running, asking me what is
happening, am | alright?” (paper 2, p.1997). For some participants, having to rely on others
could leave them feeling as though they were a burden at times; “I feel bad as | make a mess

for those around me, always being a bother to other people” (paper 6, p.393).

Other participants described how the significance of spirituality and feeling that they
were loved and cared for by a god were important in terms of coping with epilepsy. One
participant described that going through a difficult time with epilepsy benefitted them in
terms of bringing them closer to god; “apart from all the terrible effects that it leaves on me,
the disease has benefitted me, in that it gets me closer to God” (paper 15). Another
participant in the same paper described that “only prayers pacify” in their struggle with
epilepsy. A relationships with god also provided peace in life for some participants;
“whatever God plans, he’s the best of all plans” (paper 14). For these individuals, relying on

their spirituality or religion was important in being able to accept and live with epilepsy.

Overall, while it could be frustrating at times, the support of others was important to
the participants in terms of being able to cope and live with epilepsy day to day. This
included both practical and emotional support, and within a range of settings including social,

employment, and family.

Discussion

The aim of this meta-synthesis was to bring together the qualitative literature on living with
epilepsy, in order to offer an over-arching interpretation. The synthesis of the findings of the
15 papers resulted in three themes, which suggest that epilepsy is a condition with the
potential to impact on identity and one which can result in feelings of loss, with significant

others playing an important role in coping.
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Epilepsy has been written and spoken about for over 4000 years [66] with many
misconceptions being made within this time, ultimately making it a condition which carried
much stigma and prejudice. According to de Boer [66], while understanding has evolved,
epilepsy remains a label that is stigmatising throughout the world. Stigma has the potential to
reduce an individual “from a whole and usual person to a tainted, discounted one” [67](p.3),
resulting in feelings of being less important or valuable than others. Participants in the
current meta-synthesis described feelings of reduced confidence and self-esteem as a
consequence of experiences or perceptions of stigma which impacted on their identity.
Furthermore, feelings of inadequacy in comparison to others in society has been linked to
increased levels of anxiety and depression in the general population [68], and indeed anxiety
and depression are reported to be the greatest predictors of reduced quality of life in

individuals with epilepsy [21]. Participants in this meta-synthesis described feeling

‘depressed’, low in mood and anxious.

Stanton and Revenson [69] suggest that the course of chronic disease can move from
health to illness, or ability to disability. Disability is a construct which, like epilepsy, is
associated with prejudice and stigma from society [70]. The label of disability was important
in the current meta-synthesis, with participants interpreting others’ reduced confidence in
them as a consequence of being ‘disabled’. Imposing labels on individuals has the potential
to challenge their self-image, especially when they are viewed negatively by the remainder of
society [71]. Within the current meta-synthesis, the labels and stigma associated with
epilepsy and disability contributed to some participants isolating themselves. This adds to the
understanding of the link between epilepsy and loneliness/isolation that has been reported

within the quantitative literature [7][20][24][26][27].

Furthermore, Charmaz [72] suggests that a fundamental form of suffering within

chronic illness is the erosion of the pre-ill self through an accumulated loss of previously
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satisfying self-images. Participants within this meta-synthesis described changes in various
domains of their lives, including life-roles, employment and driving, resulting in reduced
independence and feelings of inadequacy. Many of the changes discussed within this meta-
synthesis were caused by others, such as when individuals lost their job or when relationships
were lost as a consequence of having epilepsy. The role of others within the erosion of the
self is important, since the self is developed and maintained through social interactions [72].
Within this meta-synthesis there were descriptions of positive social support (mainly from
family members but also from spirituality) which may suggest that the self can also be
maintained through such interactions. However, individuals also described negative

interpersonal experiences that added to the burden of their illness, and contributed to feelings

of loss and descriptions of isolation.

Wedlund et al. [20] reported that the burden of epilepsy is not necessarily dependent
on whether or not an individual achieves seizure control, yet the findings of this meta-
synthesis suggest that the unpredictability of seizures is an important factor in the experience
of epilepsy. The unpredictability of seizures left participants within this meta-synthesis
feeling powerless in relation to their seizures, which further impacted upon their identity.
One participant described how the unpredictability of seizures challenged their ability to
‘live’, with both social (in being able to go out) and personal (in thinking they were seizure
free) identity implications. These feelings are consistent with research on chronic illness,
with Anjoulat, Luminet and Deccache [73] describing that a sense of powerlessness can

threaten individual’s social and personal identities.

However, Anjoulat, Marcolongo, Bonadiman and Deccache [74] and Bury [75]
describe that individuals with chronic illness can be empowered and manage their illness, and
this is a double process. This process involves maintaining previous self-representations and

roles while learning to control the disease on the one hand (thus differentiating one’s self
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from illness), and on the other hand letting go and relinquishing control (thus integrating
illness to self) [74]. Within this meta-synthesis there are both descriptions of not feeling like
an ‘epileptic’, thus not integrating the illness with their sense of self, and of accepting the
practical limitations and consequences of epilepsy on their lives (this integrating illness to
self). These individuals subsequently described being more positive about having epilepsy
and better able to cope with it. However, the overall narrative was that of powerless,

suggesting that for the samples contained within this review managing the burden of their

iliness did not appear to be attained, or for some, attainable.

As previously highlighted with regards to stigma, others can play a negative role in
the experience of epilepsy. This exacerbated participants’ sense of powerlessness in relation
to seizures, resulting in them isolating themselves as a consequence of being afraid they
would have a seizure in public. However, participants described relationships and significant
others as key in reducing the negative consequences of epilepsy. According to Caplan [76]
social support consists of “continuing social aggregates that provide individuals with
opportunities for feedback about themselves and for validations of their expectations of
others” (p.4). The role of social support within the findings of this meta-synthesis were
complex. For some individuals, having supportive relationships helped them maintain their
sense of worth. For others, however, the support offered by others was too much, leaving
them feeling owverprotected and contributing to the feelings of lost independence discussed

previously.

Quantitative research has suggested that reduced social support is associated with
reduced quality of life in individuals with epilepsy [77][78]. Charyton et al. [78] further
emphasised that this is specifically related to perceived affectionate support, which they
define as feeling loved and wanted. The findings from this meta-synthesis support the

suggestion of Charyton et al. [78], but also suggest that there are further complexities to this
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relationship. Taylor [79] suggests that social support can, for some, come at a cost. Indeed,
as the current meta-synthesis supports, Shumaker and Hill [80] suggest that overly intrusive
social support networks can actually make things worse. Whether or not such support is
experienced as helpful can depend on several factors, including how large the social network
is, whether the support provided is appropriate to meet the individual’s needs at that time, and
whether the right support comes from the right person [78]. Indeed for some individuals

within this meta-synthesis, the level of support was appropriate to meet their needs and

helped them cope with living with epilepsy.

Clinical Implications

The findings of this review suggest that individuals continue to experience stigma and
lack of understanding from others in society. While understanding of epilepsy has progressed
in many countries, it still carries with it stigma and negative associations. These findings
highlight the need for more education for the public, increasing understanding of what
epilepsy is, and that epileptic seizures are not something to be “feared’. Clinical
psychologists are key in challenging the discrimination of individuals with disabilities in
society and can do this by researching issues that are relevant to these individuals [81].
Indeed, Rhodes [82] suggest that the role of psychologists extends beyond researching these
issues, but involves advocacy in order to implement the findings at the local and national
level. Ultimately, influencing policy is becoming part of the long term enterprise of this

profession [82].

The findings of this meta-synthesis further highlight the process individuals go
through in terms of questioning their sense of worth and identity. Understanding this impact
may mean that specific types of interventions could be useful, taking into consideration how

an individual’s identity is impacted. A Cochrane review of psychological treatments for
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epilepsy and their effects on seizure reduction and quality of life measures [83] suggest that
there is little conclusive evidence for any one psychological intervention. Bearing in mind
the findings of the current meta-synthesis, an intervention which would help an individual
accept the existence of epilepsy while focusing on their values and who they want to be, such
as Acceptance and Commitment Therapy (ACT, [84]), may be beneficial for some

individuals with epilepsy. Indeed significant improvements in seizure frequency and quality

of life for individuals with epilepsy who are treated with ACT have been reported [85][86].

Finally, this meta-synthesis highlights the value of social support and how some
individuals saw relationships as key in reducing the negative impact of epilepsy in their lives.
Elafros et al. [87] reported that attendance at epilepsy support groups reduced internalised
stigma, thus highlighting the potential value of such resources. These are important
considerations for all persons involved in the care of individuals with epilepsy, in order to
signpost them to local support. It would be worthwhile for services to consider providing
support groups as standard, considering their potential benefit. This has been found to be
beneficial even as an online resource [78]. These could help to normalise the existence and
experiences of epilepsy, in addition to offering advice and reassurance. Individuals within
the current review were worried about sounding ‘insane’, but being able to share experiences
in a group of individuals who truly understand could be vital. Furthermore, Walker etal. [9]
highlight that epilepsy plays a large role not just in shaping the life of the individual with
epilepsy, but also for those who support them. This is also something important for those

working with individuals with epilepsy.

Limitations and future research

There are limitations to the current meta-synthesis. While both western and non-

western populations were included in the meta-synthesis, these were not evenly weighted and
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indeed there were more western studies included. This is likely to have resulted in a western
finding bias in the results, again highlighting the lack of non western research [17]. More

research is needed in non-western countries in order to better understand their specific

experiences and needs.

The literature review by Kerr and colleagues [36] was completed with both adults and
children (although did draw more from the adult population than the child population), but it
would be interesting and useful to complete a meta-synthesis on children alone and see the
difference, if any, between that population and the adult population used in this meta-
synthesis. It would also be useful to look at the experiences of family members of

individuals with epilepsy.

The CASP tool used indicated that many studies could have been improved in terms
of reporting quality. It is important to consider that the contribution each study makes to a
meta-synthesis depends on its quality, in particular in the results section. In order to account
for any shortcomings in reporting quality the current meta-synthesis gives more weight to the
studies that were of higher reporting quality than those of poorer quality. One major area of
poor reporting quality was in relation to reflexivity, with none of the included studies directly
discussing their epistemological position. While it is also important to consider the
restrictions implemented when submitting to academic journals for publication, and not
assume that because it was not mentioned in the journal, that it was not considered. Studies
were therefore not excluded based on their CASP scores, but the tool was used to prompt

consideration of the strengths and weaknesses of each study.

Conclusion

This meta-synthesis has explored the experience of living with epilepsy and has

shown that there are complex difficulties that individuals face. The main themes identified
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included trying to make sense of the illness in the context of the individual, the costs of
epilepsy, and the importance and value of social support. There are clinical implications

drawn from this, and suggestions for future research made.
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Database Free Text- Free Text — Subject Mapping- Limiters
Epilepsy (S1) Methodology Epilepsy (S3)
(S2)
PsychINFO  “Epilepsy” OR “epileptic ~ “qualitative” OR DE “epilepsy” OR  Scholarly (Peer
seizures” OR “grand mal”  “phenomen*” OR DE “epileptic Reviewed)
OR “status epilepticus” “interview” OR seizures” ORDE  Journals
OR “epileptic” OR “experience” OR “experimental Language: English
“seizure” “thematic” OR epilepsy” OR DE
“interpretative” OR “lennox Gestaut
“discourse” OR syndrome” OR DE
“grounded theory” OR “epileptic seizures”
“focus group” OR ORDE
“survey” OR “narrative” “experimental
epilepsy”
PubMed As above As above As above (MESH  Language: English
major topic)
Scopus As above As above - Language: English

Document type:
Acrticle/article in
press

Exclude:
child/adolescent/
preschool/infant

Table 1: Details of Searches Relating to Database Specific Indexing Systems
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Total number of papers identified through < PsycINFO = 5157
database searching = 18029
PubMed = 5304
SCOPUS = 7568
Number of papers retained following PsycINFO = 151
screening of title & brief information
provided by database =389 PubMed = 132
SCOPUS = 106
PsycINFO = 16

Number of papers retained following
screening of abstract (& where necessary full

text article) (with duplicates remowved) = 16
) PubMed =15
papers, 15 studies

SCOPUS =14

Number of papers subjected to CASP appraisal =
16

R # Studies rejected following
“1 completion of CASP =0

A4

Number of papers selected for the final
sample =15 papers, 16 studies

Figure 1. Figure showing process used to identify relevant studies
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Paper Author Date Research Aim Sample Agerange  Country Data collectionand
size analysis
1[43] Paschal, Ablah, 2005 Exploringthe attitudesand 10 29-58 USA Unstructured
Wetta-Hall, behaviours of African- interviews
Molgaard, Liow American females with Grounded theory
epilepsy
2 [44] Raty, Wilde- 2011 To describe how patients 19 20-65 Sweden Semi-structured
Larsson with epilepsy perceiveliving interviews
with epilepsy Phenomenographic
approach
3 [45] Wedlund, 2013 To identify the issues 17 25-69 UK Focus group
Nilsson, experienced as essential in interviews
Tomson, Erdner the rehabilitation for Qualitative content
persons with epilepsy analysis
4 [46] Jacoby, Ring, 2014 Exploringthe utility of the 67 24-65 Sweden Structured
Whitehead, conceptof lossandloss interviews
Marson, Baker replacementas ameans of Thematicanalysis
gaining understanding of
the implications of epilepsy
on quality of life
5 [47] ChenMun Wo, 2015 Explore the positiveand 21 21-47 Malaysia Semi-structured
Lim, Yuen negative factors affecting interviews
Choo, Tin Tan the employability of IPA
patients with uncontrolled
seizures
6 [48] Raty, 2007 [lluminate the impact of 95 18-27 Sweden Openended survey
Soderfeldt, epilepsy ondailylifein guestions
Larsson youngadulthood Qualitative content

analysis
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7
[49][50]

8 [51]

9 [52]

10 [53]

11 [54]

12 [55]

13 [56]

Gauffin,
Flensner,
Landtblom

Bishop

Small, Ismail,
Rhodes, Wright

Thompson,
Thomas,
Solomon,
Nashef, Kendall

Kininc,
Campbell

Chung, Liu,
Ivey, Haung,
Chung, Guo,
Tseng, Ma
Velissaris,
Wilson, Saling,
Newton,
Berkovic

2011,
2015

2002

2005

2008

2009

2012

2007

A. Explore the experience of
living with epilepsy and
subjective cognitive decline
B. Describe aspects of what
it meansbeingaparent
who has epilepsy

Explore employment-
related challenges and
successes

Examine how Bradford’s
Pakistani Muslim
community experience
living with epilepsy

Explore whatitis like for
women who have epilepsy,
with afocuson
reproductive health

Explore the concept of felt
stigmaintoday’ssociety

Evaluate quality of lifein
people with epilepsyin the
San Franscisco Bay Area,
USA

Explore the psychosocial
adjustmentfollowinga
newly diagnosed seizure

14

14

20

15

52

36

90

18-35

20-50

18-68

20-40

24-65+

18-65

Sweden

USA

UK

UK

UK

USA

Australia

Focus groups
Contentanalysis

Focus groups
Contentanalysis
Focus groups
Qualitative analysis

Semi-structured
interviews
Framework
analysis

Semi-structured
interviews
Grounded theory

Semi-structured
interviews
Phenomenological
approach

Focus groups
Content
interpretative
anaylsis
Semi-structured
interviews

IPA
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14 [57] Allotey, 2007 Explore the relationship 42 25-35 Cameroon Structured and
Reidpath between the social, cultural semi-structured
and environmental context interviews
and the experience of living Groundedtheory
with epilepsyin Cameroon
15 [58] Hosseini, Sharif, 2010 Identifying coping strategies 21 18-65 Iran Semi structured
Ahmadi, Zare employed by Iranian adults interviews
with epilepsy Qualitative content
analysis

Table 2. Summary of studies that were included in the review



1-45
THE LIVED EXPERIENCE OF EPILEPSY
Appendix 1A

Author guidelines for Seizure- European Journal of Epilepsy

? \ SEIZURE - EUROPEANJOURNAL OF EPILEPSY

TABLE OF CONTENTS —mn

- Description p.1

- Audience

- Impact Factor p.1

- Abstracting and Indexing

- Editorial Board p-1

- Guide for Authors p.2
p.2
p.4

ISSN: 1059-1311




THE LIVED EXPERIENCE OF EPILEPSY

Chapter 2 DESCRIPTION

1-46

Seizure - European Journal of Epilepsy is an international journal owned by Epilepsy Action (the largest
member led epilepsy organisation in the UK). It provides a forum for papers on all topics related to

epilepsy and seizure disorders.

Seizure focuses especially on clinical and psychosocial aspects, but will publish papers on the basic
sciences related to the condition itself, the differential diagnosis, natural history and epidemiology of
seizures, as well as the investigation and practical management of seizure disorders (including drug

treatment, neurosurgery and non-medical or behavioural treatments).

The journal reflects the social and psychological burden and impact of the condition on people with
epilepsy, their families and society at large, and the methods and ideas that may help to alleviate
the disability and stigma, which the condition may cause. The journal aims to share and disseminate

knowledge between all disciplines that work in the field of epilepsy.
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We now differentiate between the requirements for new and revised submissions. You may choose to
submit your manuscript as a single Word or PDF file to be used in the refereeing process. Only when
your paper is at the revision stage, will you be requested to put your paper in to a ‘correct format'
for acceptance and provide the items required for the publication of your article.

To find out more, please visit the Preparation section below.

INTRODUCTION

Seizure - European Journal of Epilepsy publishes the following types of article:

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 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 limited to 1,000 words. 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
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.
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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 ideas. Special editions of Seizure would be expected to contain the same kind of
manuscripts which are published in normal editions.

BEFORE YOU BEGIN

For information on Ethics in publishing and Ethical guidelines for journal publication see
https://www .elsevier.com/publishingethics and  https://www.elsevier.com/journal-authors/ethics.

All authors must disclose any financial and personal relationships with other people or organizations
that could inappropriately influence (bias) their work. Examples of potential conflicts of interest
include employment, consultancies, stock ownership, honoraria, paid expert testimony, patent
applications/registrations, and grants or other funding. If there are no conflicts of interest then
please state this: 'Conflicts of interest: none'. See also https://www.elsevier.com/conflictsofinterest.
Further information and an example of a Conflict of Interest form can be found at:
http://service.elsevier.com/app/answers/detail/a_id/286/supporthub/publishing.

Submission of an article implies that the work described has not been published previously
(except in the form of an abstract or as part of a published lecture or academic thesis or as an
electronic preprint, see https://www.elsevier.com/sharingpolicy), 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 originality, your article may be checked by the
originality detection service CrossCheck https://www.elsevier.com/editors/plagdetect.

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 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.

This journal is part of our Article Transfer Service. This means that if the Editor feels your article is more
suitable in one of our other participating journals, then you may be asked to consider transferring the
article to one of those. If you agree, your article will be transferred automatically on your behalf with
no need to reformat. Please note that your article will be reviewed again by the new journal. More
information about this can be found here: https://www.elsevier.com/authors/article-transfer-service.
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Upon acceptance of an article, authors will be asked to complete a 'Journal Publishing Agreement' (for
more information on this and copyright, see https://www.elsevier.com/copyright). 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
(please consult https://www.elsevier.com/permissions). 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: please consult
https://www.elsevier.com/permissions.
For open access articles: Upon acceptance of an article, authors will be asked to complete an 'Exclusive
License Agreement' (for more information see https://www.elsevier.com/OAauthoragreement).
Permitted third party reuse of open access articles is determined by the author's choice of user license
(see  https://www.elsevier.com/openaccesslicenses).

Author rights
As an author you (or your employer or institution) have certain rights to reuse your work. For more
information see https://www.elsevier.com/copyright.

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 then this should
be stated.

Elsevier has established a number of agreements with funding bodies which allow authors
to comply with their funder's open access policies. Some authors may also be reimbursed
for associated publication fees. To learn more about existing agreements please visit
https://www.elsevier.com/fundingbodies.

After acceptance, open access papers will be published under a noncommercial license. For authors
requiring a commercial CC BY license, you can apply after your manuscript is accepted for publication.

This journal offers authors a choice in publishing their research:

Open access
« Articles are freely available to both subscribers and the wider public with permitted reuse.
< An open access publication fee is payable by authors or on their behalf (e.g. by their research
funder or institution).

Subscription
» Articles are made available to subscribers as well as developing countries and patient groups through
our universal access programs (https://www.elsevier.com/access).
< No open access publication fee payable by authors.
Regardless of how you choose to publish your article, the journal will apply the same peer review
criteria and acceptance standards.
For open access articles, permitted third party (re)use is defined by the following Creative Commons
user licenses:

Creative Commons Attribution-NonCommercial-NoDerivs (CC BY-NC-ND)

For non-commercial purposes, lets others distribute and copy the article, and to include in a collective
work (such as an anthology), as long as they credit the author(s) and provided they do not alter or
modify the article.

The open access publication fee for this journal is USD 2200, excluding taxes. Learn more about
Elsevier's pricing policy: http://www.elsevier.com/openaccesspricing.

Authors can share their research in a variety of different ways and Elsevier has a number of green
open access options available. We recommend authors see our green open access page for further
information (http://elsevier.com/greenopenaccess). Authors can also self-archive their manuscripts
immediately and enable public access from their institution's repository after an embargo period. This
is the version that has been accepted for publication and which typically includes author-incorporated
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changes suggested during submission, peer review and in editor-author communications. Embargo
period: For subscription articles, an appropriate amount of time is needed for journals to deliver
value to subscribing customers before an article becomes freely available to the public. This is the
embargo period and it begins from the date the article is formally published online in its final and
fully citable form.

This journal has an embargo period of 12 months.

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 conform to correct scientific
English may wish to use the English Language Editing service available from Elsevier's
WebShop (http://webshop.elsevier.com/languageediting/) or visit our customer support site
(http://support.elsevier.com) for more information.

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 and
copies of the consents or evidence that such consents have been obtained must be provided to Elsevier
on request. For more information, please review the Elsevier Policy on the Use of Images or Personal
Information of Patients or other Individuals, https://www.elsevier.com/patient-consent-policy. 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.

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 http://ees.elsevier.com/seizure/

Please submit the names and institutional e-mail addresses of several potential referees. For more
details, visit our Support site. Note that the editor retains the sole right to decide whether or not the
suggested reviewers are used.

PREPARATION

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.

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.

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 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.

There are no strict formatting requirements but all manuscripts must contain the essential elements
needed to convey your manuscript, for example Abstract, Keywords, Introduction, Materials and
Methods, Results, Conclusions, Artwork and Tables with Captions.
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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.

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:
https://www.elsevier.com/guidepublication). 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.

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 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 detail to allow the work to be reproduced. Methods already published should be
indicated by a reference: only relevant modifications should 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.

Results

Results should be clear and concise.

Only in case of short communications, the results and discussion sections may be combined. 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. A combined Results
and Discussion section is often appropriate. 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

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.
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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: Eq. (A.1), Eq. (A.2), etc.; in a subsequent appendix,
Eqg. (B.1) and so on. Similarly for tables and figures: Table A.1; Fig. A.1, etc.

e 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 family name(s)
of each author and check that all names are accurately spelled. 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. 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) last. This is specified because Spain, China
and some other countries often write them differently and this causes confusion with databases like
MEDLINE.

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 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.

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 < w) or proportionally more. The image should be readable at a size of 5 %
13 cm using a regular screen resolution of 96 dpi. Preferred file types: TIFF, EPS, PDF or MS Office
files. See https://www.elsevier.com/graphicalabstracts for examples.

Authors can make use of Elsevier's lllustration and Enhancement service to ensure the best
presentation of their images and in accordance with all technical requirements: lllustration Service.

Highlights are mandatory for this journal. They consist of a short collection of bullet points that
convey the core findings of the article and should be submitted in a separate editable file in the online
submission system. Please use 'Highlights' in the file name and include 3 to 5 bullet points (maximum
85 characters, including spaces, per bullet point). See https://www.elsevier.com/highlights for
examples.

Please note that the Highlights section above only applies to Full Length Articles and Reviews.

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



http://www.elsevier.com/graphicalabstracts
http://www.elsevier.com/graphicalabstracts
http://webshop.elsevier.com/illustrationservices/ImagePolishing/gap/requestForm.cfm
http://www.elsevier.com/highlights
http://www.elsevier.com/highlights

1-53
THE LIVED EXPERIENCE OF EPILEPSY

be used for indexing purposes.

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.

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.).

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 xxxXx, yyyy];
the Bill & Melinda Gates Foundation, Seattle, WA [grant number zzzz]; and the United States Institutes
of Peace [grant number aaaa].

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, please include the following sentence:

This research did not receive any specific grant from funding agencies in the public, commercial, or
not-for-profit sectors.

Follow internationally accepted rules and conventions: use the international system of units (SI).
If other quantities are mentioned, give their equivalent in Sl. You are urged to consult IUPAC:
Nomenclature of Organic Chemistry: http://www.iupac.org/ for further information.

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 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.

Electronic artwork
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 on our website:

https://www.elsevier.com/artworkinstructions.
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'.
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TIFF (or JPG): Color or grayscale photographs (halftones): always use a 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. For further information on the preparation
of electronic artwork, please see https://www.elsevier.com/artworkinstructions.

Figure captions

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.

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.

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.

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

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 (http://citationstyles.org), such as Mendeley
(http://www.mendeley.com/features/reference-manager) and Zotero (https://www.zotero.org/), as
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well as EndNote (http://endnote.com/downloads/styles). Using the word processor 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.

Users of Mendeley Desktop can easily install the reference style for this journal by clicking the following
link:

http://open.mendeley.com/use-citation-style/seizure-european-journal-of-epilepsy

When preparing your manuscript, you will then be able to select this style using the Mendeley plug-
ins for Microsoft Word or LibreOffice.

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 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:

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.

Reference to a book:

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

Reference to a chapter in an edited book:

[3] 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.

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
http://www.nlm.nih.gov/bsd/uniform_require ments.html).

Reference to a website:

[4] Cancer Research UK. Cancer statistics reports for the UK, http://www.cancerresearchuk.org/
aboutcancer/statistics/cancerstatsreport/; 2003 [accessed 13.03.03].

Journal abbreviations source

Journal names should be abbreviated according to the List of Title Word Abbreviations:
http://www.issn.org/services/online-services/access-to-the-ltwa/.

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 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 files in one of our recommended file formats with a preferred maximum
size of 150 MB. Video and animation files supplied will be published online in the electronic version
of your article in Elsevier Web products, including ScienceDirect: http://www.sciencedirect.com.
Please supply ‘stills' with your files: you can choose any frame from the video or animation or
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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 at
https://www.elsevier.com/artworkinstructions. 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.

Supplementary material can support and enhance your scientific research. Supplementary files
offer the author additional possibilities to publish supporting applications, high-resolution images,
background datasets, sound clips and more. Please note that such items are published online exactly
as they are submitted; there is no typesetting involved (supplementary data supplied as an Excel
file or as a PowerPoint slide will appear as such online). Please submit the material together with the
article and supply a concise and descriptive caption for each file. If you wish to make any changes to
supplementary data during any stage of the process, then please make sure to provide an updated
file, and do not annotate any corrections on a previous version. Please also make sure to switch
off the 'Track Changes' option in any Microsoft Office files as these will appear in the published
supplementary file(s). For more detailed instructions please visit our artwork instruction pages at
https://www.elsevier.com/artworkinstructions.

Elsevier encourages authors to connect articles with external databases, giving readers access to
relevant databases that help to build a better understanding of the described research. Please refer
to relevant database identifiers using the following format in your article: Database: xxxx (e.g., TAIR:
AT1G01020; CCDC: 734053; PDB: 1XFN). See https://www.elsevier.com/databaselinking for more
information and a full list of supported databases.

The journal encourages authors to create an AudioSlides presentation with their published article.
AudioSlides are brief, webinar-style presentations that are shown next to the online article on
ScienceDirect. This gives authors the opportunity to summarize their research in their own words and
to help readers understand what the paper is about. More information and examples are available at
https://www.elsevier.com/audioslides. Authors of this journal will automatically receive an invitation
e-mail to create an AudioSlides presentation after acceptance of their paper.

You can enrich your online articles by providing 3D neuroimaging data in NIfTI format. This will
be visualized for readers using the interactive viewer embedded within your article, and will enable
them to: browse through available neuroimaging datasets; zoom, rotate and pan the 3D brain
reconstruction; cut through the volume; change opacity and color mapping; switch between 3D and
2D projected views; and download the data. The viewer supports both single (.nii) and dual (.hdr
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Appendix 1B

Figure showing stages of meta-synthesis in accordance to guidance provided by Noblit and Hare (1988).

Getting Started: Identifying an area of
interest and aims of research

v
Deciding what is relevant to the area
f interest . . -
of Interes Setting inclusion criteria
> Searching for, and retrieving,
studies
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Reading the studies

Quality appraisal

\ 4

Extracting relevant contextual
>| information (including themes)

Determining how the studies are

related Noting and comparing key
> metaphors /themes in each
study
72
Translating the studies into one
another
Grouping of key metaphors /
> themes according to
similarities and differences
N
Synthesising the translation
Development of over-arching
themes which represent the
V original studies

Expressing the synthesis
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Appendix 1C

CASP scores for the included studies

Study Clear Qualitative Research  Sampling  Data Reflexivity  Ethical Data Findings  Value of Total
statement  methodology  Design collection issues analysis research
of aims appropriate
1 3 3 3 3 3 0 2 2 3 2 24
2 3 3 3 3 3 0 3 3 3 3 27
3 3 3 2 3 2 1 2 3 3 3 26
4 3 3 1 2 3 0 2 2 3 2 21
5 3 3 3 3 2 0 2 3 3 3 25
6 3 3 3 1 1 0 1 2 2 2 18
7a 3 3 2 1 2 0 2 3 3 2 21
7b 3 3 3 2 2 0 3 3 1 2 22
2 3 2 2 3 0 1 2 3 3 21
3 3 2 3 2 0 2 2 2 3 22
10 3 3 1 1 2 0 2 2 2 2 18
11 3 3 3 3 2 0 1 3 3 3 24
12 3 2 3 3 3 0 1 3 2 2 22
13 3 3 2 3 2 1 2 1 2 3 22
14 3 3 2 3 2 1 3 3 3 2 25
15 3 3 3 3 3 1 3 3 3 2 26
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Appendix 1D

Table demonstrating how the themes and quotations from each study contribute to Theme One: Making Sense of Epilepsy

Paper Original Themes Supporting quotations
1 Knowledge about epilepsy “unlike me, he has those...terrible seizures”
2 Living with epilepsy means living a
normal life- gaining and maintaining
control — “l thought | must be the one ruling things in life, not epilepsy”
Taking on the challenge
Accepting the person with epilepsy
Giving up hope of recovery, accepting “l gave up...what is the point in living”
loss of control
3 Life t}N'th epilepsy: experiences through | wasn’t able to accept that | had epilepsy either. | was my own worst enemy”
emotions
4 Explaining QOL impacts- the linkage “you don’t feel so confident with yourself. It affects your perception of
between psychological and social losses  yoyrself”
Restoring ‘normality’ and regaining “my confidence came back and | was more normal again, | was me again”
good QOL
Factors exacerbating loss “I wouldn’t class it as a disability for me because it doesn’t affect my everyday
life”
5 Ability to work: self-perceived ability to

work

Support and stigma at the workplace: a
reflection on epilepsy disclosure

Disclosure of epilepsy

“l can work. [if] other people can do it, | can also do it”

“The staff looked down on me, as though | was an ET [alien]”

“Cannot let people know | have this disease...this is my weakness”
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Basic emotions: hope

Negative basic emotions related to
experiences in daily life: despair

Self-evaluating emotions: being
valuable; being insignificant

Difficulties with personal development
and fulfilment of dreams

Feelings of alienation
Meeting ignorance in society

A Feeling of inadequacy- of not being
able to take full responsibility for one’s
child

A feeling of guilt: of not being able to
fulfil one’s expectations of being the
parent one would like to be

Epilepsy in the application process

Maintaining employment with epilepsy
Making sense of illness- words used to
describe epilepsy

Making sense of illness- perceptions of
cause

Negotiating meaning and significance-
managing stigma

“l find it important to keep up hope that [epilepsy] could grow away”

“I will never get rid of this crap...what have | done to deserve this?”

“I have never felt like an epileptic and I see myself just as valuable as anyone
else”

“l often feel insignificant”

“It feels like everyone else is pass you by, everyone else can get ahead...l can’t
do that”

“I have never met anyone with this, so you feel that, no, I’m the only one”

“people are so incredibly ignorant and they know nothing about epilepsy”

“I was side stepped...Daddy was not always to be trusted”

“l feel 1 am the worst Mum”

“That’s the thing about epilepsy. It’s not the seizures, it’s that effect of feeling
different”

“And there really is nothing that I cannot accomplish or that I can not do”
“Your brain just stops functioning and then just starts again”

“It’s written for you, there’s nothing you could do about it...it’s in God’s hands”

“they think it’s jinn”
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10

11

12

13

14

Misconceptions versus ownership of
epilepsy

Avoiding versus sharing epilepsy

Embarrassment versus normalising
epilepsy

Difficulties living with epilepsy: barriers
to obtaining and sustaining employment

Difficulties living with epilepsy:
invisibility of epilepsy/need to prove
existence of condition

Difficulties living with epilepsy: stigma
toward PWE

Difficulties living with epilepsy:
psychological burden
Grappling with uncertainty
Sense of vulnerability

Diminished self of self

Understanding epilepsy- the epileptic
identity

Impact of epilepsy on daily activities
Impact of epilepsy on relationships with
others

“There’s astigma about it. That there’s some sort of em connection with mental
iliness and that epileptics are slow people”

“I’ve got quite good at hiding it”
“l don’t feel as confident as | used to”
“You experience a lot of discrimination”

“Epilepsy is not something that you can see...they’re [other people] like well
you're relatively articulate, so you’re just making this up”

“A lot of times, us that have epilepsy, they don’t look at us as normal”

“It’s hard to keep your head up high”

“For me to sit here today and not know that in half an hour I might have a
seizure...is difficult”

“no-one’s infallible”

“it makes me feel like a second rate person”

“l hardly go out, and when 1 do I can only go as far as the cock crows”

“This illness has greatly paralysed me”
“The neighbours treated me like a mad person”
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15 Accepting the disease as God’s will “Whatever happens to me, | consider it God’s will”
Fighting the disease “l did everything | could, but I did not get any better”
Defending oneself against the disease “l always say to myself that | am quite healthy and there is no difference

between others and me”
Concealing the disease “I will not tell them | am suffering from epilepsy because | feel ashamed”
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Appendix 1E

Contribution of each study to the meta-synthesis themes
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Study
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MAKING SENSE OF NEAD
Abstract

Background: Non-epileptic attack disorder (NEAD) is a condition that presents difficulty in
terms of diagnosis both for the professional and the individual. How an individual makes

sense of a diagnosis is important in terms of how they cope and engage in treatment.

Aims: The aim of this research was to explore what it is like to make sense of a diagnosis of

NEAD.

Method: Six participants took part in semi-structured interviews which were audio recorded.

Interpretative phenomenological analysis (IPA) was utilised for analysis of the interviews.

Results: Three themes emerged from the analysis: NEAD is a confusing diagnosis: “all it
means is it’s not epilepsy”; Legitimising the illness: feeling “like a bit of a fraud”; and NEAD

as a challenge to identity: “lI want to be more me again”.

Conclusions: Sense making in NEAD is a complex process and one which varies from
individual to individual. Clinical implications are drawn from the findings, and suggestions

for future research are made.

Declaration of Interests: None

Keywords: Interpretative phenomenological analysis, non-epileptic attack disorder
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How do individuals understand a diagnosis of non-epileptic attack disorder?

Non-epileptic attack disorder (NEAD) is a condition in which individuals experience
events that resemble epileptic seizures but these have no electrophysiological correlate or
clinical evidence to support a diagnosis of epilepsy [1]. For a diagnosis of NEAD to be
given, there must be no obvious alternative physical explanations for the seizures and thus,
the diagnosis of NEAD currently relies on the exclusion of other conditions rather than it
being a positive diagnosis in its own right [2]. Estimates of NEAD within the general
population have been suggested to be in the range of 2-33 per 100,000 people [3], and it has
been most commonly reported in females with a peak reported in the age range of 15-24
years [1]. Individuals with NEAD make up 12-18% of those newly presenting specifically
with seizures in neurology clinics [4], making it the most common functional (or medically

unexplained) condition within neurology clinics [5].

The underlying mechanisms giving rise to NEAD are still not well understood [6].
Proposed models suggest a plethora of psychological, social and neurobiological factors may
be involved in the causation, development and maintenance of NEAD [7][8]. Such factors
include previous trauma, difficult familial experiences and emotional difficulties, as well as
organic factors and poor cognitive functioning, coupled with particular personality styles,
iliness perceptions, emotional regulation and coping styles [1][8]. The interplay of these
factors may be complex and vary between individuals with a differential impact in the

causation, development, and maintenance of NEAD [1].

Many terms exist for describing NEAD within the literature, including psychogenic
non-epileptic seizures, pseudo-seizures, psychogenic seizures, somatoform disorder, and
historically, hysteroepilepsy, with no international consensus on which term to be used [9].

The numerous terms used may indeed add to the complexity of this relatively poorly
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understood condition. Throughout this research paper, the term NEAD will be used, as it is
the term most frequently used within the reviewed literature and also within some clinical

services [10]. However, the term is not without criticism [11].

Although the differential diagnosis of epilepsy and NEAD has improved in the past
30 years [1], NEAD is still frequently diagnosed at specialist epilepsy clinics, even though
the vast majority of individuals will not have concurrent epilepsy [12]. This suggests that
there continues to be a lack of diagnostic clarity, and indeed that misdiagnosis of the
condition is still common [13]. Indeed, Reuber, Fernandez, Bauber, Helmstaedter and Edger
[14] propose that the average time for the correct diagnosis of NEAD is over 7 years, often
due to a misdiagnosis of epilepsy. Furthermore, it often means that individuals will be
treated with antiepileptic medication (AEM) [14], with research indicating that up to 80% of
people with NEAD are treated with AEMs [15]. This is concerning as AEMs produce
changes in the central nervous system, having both positive and negative effects on mood
[16]. They also have cognitive and behavioural consequences, impacting on all aspects of
how an individual interacts with the world around them [17] and thus negatively influencing
quality of life. In addition to the physical and emotional harm they cause, treatment with
antiepileptic medication could also further strengthen a person’s belief that they have a

condition other than NEAD.

A positive diagnosis delivery (i.e., a conclusive diagnosis where functional diagnoses
are given rather than other diagnoses being excluded) is key for individuals with functional
disorders, including NEAD [18][19]. In fact, the neurologist delivering the diagnosis can be
all the treatment that an individual may require, helping them see the signs of their condition,
reassuring them that there are no other causes of their presentation, that nothing has been

missed in the medical examinations, and offering some ways for an individual to alter the
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way they respond to their condition [19][20][21]. For those individuals who do require
further psychological or therapeutic input, if the diagnosis has been delivered in a clear and
positive way, success in further treatment is more likely and the diagnosis can act as a first
step in the therapeutic journey [19][22]. Indeed, Quinn, Scofield & Middleton [23] explored
therapists’ experiences of successfully treating individuals with NEAD and reported that
those whose clients did not have significant trauma were successfully treated for NEAD with

sensitive delivery of the diagnosis and brief cognitive therapy.

Despite there being little reliable evidence to support any particular treatment
approach [22][24][25], in practice some form of psychotherapy is usually recommended.
However, to engage and remain engaged in psychological therapy, individuals have to
perceive some potential benefit and be willing to explore the possibility of a psychological
explanation [26]. Engagement barriers are also compounded by the fact that reducing seizure
frequency in NEAD requires considerable levels of motivation and effort [27]. It is therefore
vital to understand the needs and expectations of individuals with NEAD in order to help
them adjust to living with a different diagnosis than perhaps they anticipated, and to enable
them to be in an informed position to choose whether to engage in psychological treatment.
Wyatt, Laraway and Weatherhead [28] found that individuals with NEAD who engaged in
psychological therapy found therapy powerful, but also immensely difficult and this was

compounded by a continued sense of uncertainty over the diagnosis.

Indeed, illness perceptions are of potential importance in relation to accessing
treatment, coping and clinical outcomes [29]. Green, Payne and Barnitt [30] successfully
applied an adapted version of Leventhal’s self-regulation model to individuals with NEAD,
and found acceptance and understanding of the illness, from both the perspective of the

individual and by others, are important in the illness representations of NEAD, alongside
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previously identified domains of illness identity, cause, consequence, timeline and
cure/controllability of the illness. Interestingly, Stone, Binzer and Sharpe [31] found that
individuals with NEAD thought that psychological factors were less important in their illness
than those with epilepsy did. They also found that individuals with NEAD were more likely
to deny the existence of stressful life events, and reported that those with NEAD had a greater
external locus of control when compared to individuals with epilepsy. Furthermore,
Dickinson et al. [2] reported that individuals with NEAD who adopted epilepsy as an illness
prototype had less effective treatment expectations in comparison to individuals who
incorporated other illness prototypes, such as anxiety attacks. Conversely, those individuals
who explored a psychosocial basis for their illness were more open to, or even demanding of
psychotherapeutic interventions [2]. Stone and colleagues [31] suggest that illness beliefs are
of importance with regards to treatment, as if an individual holds beliefs that a condition is
uncontrollable or permanent it is likely that these beliefs will hamper rehabilitation and

psychological treatment.

Moreover, a small study exploring the experiences of receiving a diagnosis of NEAD
suggested that the meaning an individual makes of the diagnosis and the subsequent impact
of this upon engagement in treatment is of importance [32]. However, meaning making
emerged as one theme in this study, and consequently was not explored in great depth.
Furthermore, the research study sample was solely female and was completed within one
specialist neurosciences service, where neurologists had specialist interests in seizure
disorders. It might therefore not be representative of the experience of being given a
diagnosis by neurologists who are not specialists in seizure disorders, and arguably this could
impact on how people view their condition. A further study exploring what it is like for

individuals to have a diagnosis of epilepsy changed to NEAD supported the findings of
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Thompson et al. [32] further suggesting that that communication of the diagnosis is key in

treatment motivation and ability to cope [33].

Another small qualitative study [2] also explored how individuals make sense of
illness experiences with NEAD, through the use of a standardised semi-structured interview
schedule (McGill lliness Narrative Interview Schedule [34]), and specifically explored three
distinct forms of reasoning with regards to illness experiences in a deductive manner. The
findings suggest the potential impact of illness prototypes and perceived explanatory models

on individuals’ illness experiences, including treatment expectations and quality of life.

Dickinson and Looper [6] suggest that more qualitative research into the topic of
NEAD is needed, highlighting that a goal of qualitative research is to make sense of a
phenomenon in terms of the meanings individuals bring to it. Thus, the current research
aimed to explore what it is like to make sense of a diagnosis of NEAD. However rather than
a deductive approach exploring particular types of reasoning such as Dickinson etal. [2], it
took a phenomenologically informed approach [35], exploring inductively the sense making
process in the context of individuals’ lives. It focused on individuals who had not started
psychological therapy, and thus had minimal psychoeducation or other therapy, and also
aimed to include male participants, whose voices are seldom heard in NEAD research

[36][37].

Method

Design

This study utilised a qualitative design using semi-structured interviews to explore
participants’ sense making of a diagnosis of NEAD. IPA was used to analyse the data as this

methodology is dedicated to the examination of how people make sense of major life
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experiences [38]. It is a phenomenological approach which “aims to clarify situations lived
through by persons in everyday life” ([35], p.26), and allows the researcher to analyse what
people have said from a psychological perspective, revealing meaning that may not have
otherwise been evident [35]. Hermeneutics are of particular importance to IPA, due to its
interpretative nature [38]. Smith and Osborn [39] suggest that IPA involves a double
hermeneutic in that the researcher is making sense of the participant’s account, and the
participant is in turn making sense of the phenomenon being studied within their own life, in
this case NEAD. Given the complexity of most human phenomena, IPA studies usually

benefit from a concentrated focus on a smaller sample of cases [38] and thus a minimum of

six participants was sought.

Interviews were based on a semi-structured interview schedule, (see ethics section,
p4-45), informed by previous research (for example [30][32][40]), which was flexible and
allowed the interview to be shaped by the experience of the participant. The schedule was
designed in consultation both with the field supervisor and an expert patient, who was
engaged in psychological therapy at the service and who agreed to give comments and
feedback on all documents included in the research (interview schedule, participant
information sheets, opt in sheets, consent forms and debrief forms). They completed a
feedback sheet about each individual form and this was considered and additions made before

submission to ethics.

Research approvals

The research was reviewed and approved by the National Research Ethics Service
(see ethics section for approval letter [p. 4-50] and other documents), before being approved
by the relevant Research and Development Departments (R&D), (see ethics section for

approval letters [p. 4-54] and other documents). Ethical protocols were established to
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provide guidance should participants become distressed (with contact details provided for
support organisations) and if a participant had a seizure during the interview (see ethics

section 4-48).

Participants

Potential participants were individuals who were on the waiting lists for psychological
therapy at one of two neuropsychology departments at hospitals in the North West of
England. All participants took part before official therapeutic input started, although some
had received a screening appointment from the service to assess their eligibility and
determine urgency of treatment required. Individuals were invited to participate if they had a
diagnosis of NEAD that had been given by a neurologist, self-identified as struggling to make
sense of this diagnosis, did not also have epilepsy, and were not currently in psychological

therapy for NEAD.

Potential participants received participant packs either through the post, or in their
screening/assessment appointment. These packs contained a participant information sheet,
opt in sheet and return envelope (see ethics section, p.4-39, 4-42). Participants were asked to

opt in via these packs.

A total of eight participants opted to be contacted by the researcher. The researcher
then called them to ensure they met the inclusion criteria and to answer any questions about
the research. Six participants then agreed to arrange interviews. One participant changed
their mind about participating due to feeling that it was too much of a commitment and the
researcher was unable to contact the eighth person. A total of three men and three women
took part in the research, all of whom were White British and all of whom were working age

adults. Length of time since symptom onset ranged from two years to more than 20 years.
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All participants came from the same research site and no participants opted in to the research

from the second site.

Data collection

Interviews were completed between November 2015 and February 2016 and were
conducted either on University premises or within the neuropsychology department. The
participant and researcher went through the participant information sheet, with the researcher
answering any questions. Both the researcher and the participant then considered and signed
the informed consent form (see ethics section, p. 4-43). Each interview was audio recorded

and later transcribed verbatim. Interviews lasted between 25 and 45 minutes.

Data analysis

IPA guidelines devised by Smith and colleagues [38] were followed. The process of
data analysis was done on a case by case basis, with each transcript being looked at in detail
before moving onto the next, starting with the interview that the researcher found the most

detailed [38].

Step 1. Reading and re-reading. The interview transcript was read and re-read in order for
the researcher to become immersed in the data. The first reading of the transcript was done
alongside listening to the interview in order to ensure that the participant became the focus of
the analysis. A reflective journal was kept during the initial reading of and listening to

transcripts (see appendix 2B for an extract of this).

Step 2. Initial noting. Exploratory comments were made in the margins of transcripts, with
descriptive, linguistic and conceptual comments being highlighted by colour coding (see

appendix 2C for a transcript extract with exploratory comments in the right margin).
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Step 3. Developing emergent themes. The exploratory notes were read again in order for them
to be turned into themes. Themes not only included original participant’s quotes, but also the

researcher’s interpretations (see appendix 2C for a transcript with emergent themes in the left

margin).

Step 4. Searching for connections across emergent themes. The emergent themes were
written on post-it notes and spread across a large table, in order for them to be easily moved
around. Patterns and connections were searched for, with similar themes being grouped
(abstraction [38]) together while opposite themes were placed far away from each other
(polarisation [38]). This led to the identification of superordinate themes (subsumption [38]).
Appendix 2D displays an example of identification of a superordinate theme for an individual

participant.

Step 5. Moving to the next case. After the first transcript was read, noted upon, and
superordinate themes identified, the researcher moved onto the subsequent transcripts one at
atime. Itwas key for the researcher to treat each case in its own right, allowing new themes

to emerge with the new cases. Steps 1-4 were repeated for each subsequent transcript.

Step 6. Looking for patterns across cases. The superordinate themes identified from each
participant’s transcript were written on post-it notes and these were laid out on a large
surface. This enabled the researcher to look through and compare the cases, identifying
connections and creating final superordinate themes (see appendix 2E for cross-participant
super-ordinate themes relating to the entire dataset). An example of this was in drawing the
superordinate themes of ‘NEAD makes me nuts’, “NEAD is hard to understand” and ‘It could

have been worse’ together to created theme one, “NEAD is a confusing diagnosis’.
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Validity and Reliability

While the idea of judging quality of qualitative research is contested [41], Elliott,
Fischer and Rennie [42], and Yardley [43] have proposed guidelines in order to enhance
quality in qualitative analyses. These were consulted in order to improve the validity and

reliability of the current research.

The first interview transcript was read by one supervisor in order to offer feedback
regarding the content and direction of questioning. The analysis of themes was done in
consultation with supervisors experienced in both IPA and in neurological conditions,
including NEAD [43]. A transcript was also read by one supervisor when forming emergent
themes to ensure the process of theme development was both transparent and grounded in the
data [42][43]. A second supervisor with experience and knowledge in the area of NEAD also
offered advice and insight into theme development. Further, in order to enhance transparency
of the analytic procedure, the report also includes verbatim extracts from the transcripts [42].
Furthermore, contextual information is provided in that the recruitment method is reported

[43].

Findings

The aim of the research was to explore sense making following a diagnosis of NEAD.
Three themes were created using IPA, which were relevant to the research question. The first
theme considers what it meant for participants to try to understand the diagnosis (NEAD is a
confusing diagnosis). The second theme considers the rationale and processes that
participants went through in order to legitimise the diagnosis (Legitimising the illness). The
final theme considers the participants’ interpretation of the many changes in their lives as a

consequence of NEAD (NEAD as impairing life and impacting on identity).
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NEAD is a confusing diagnosis: “all it means is it’s not epilepsy”

While all participants did acknowledge that NEAD was a diagnosis that fitted the
experience of their symptoms, they also discussed the difficulty in understanding the
diagnosis of NEAD and what sense they made of it in terms of the comparisons and
conclusions they drew, as well as their experience of the diagnostic process. The comparison
between epilepsy and NEAD was a strong narrative throughout, particularly when previously
misdiagnosed with epilepsy, and the (potential) degree of control of the condition was

important.

All participants expressed the view that NEAD was a diagnosis that was poorly
understood, by themselves, the public, and at times the medical profession. The terminology
used for the condition was one source of confusion, both for the participant’s own
understanding and in communicating it to others. One term led one participant to feel that
other people would interpret their illness as being factitious: “they’ve been called pseudo-
seizures...[which] basically means putting it on” (P2). While this was not the participant’s
own interpretation of the term, they feared others would misinterpret NEAD based on this
terminology and they would be viewed as malingering. Other terminology (e.g., non-
epileptic) also did not add clarity when trying to work out what the diagnosis meant, or
explain it to others; “the word epilepsy is in there, so they go, ‘so you’ve got epilepsy’ and

you say, ‘no’... all it means is it’s not epilepsy isn’t it?” (P6).

In fact, five of the six participants had had a diagnosis of epilepsy at least suggested
before they were diagnosed with NEAD, with three participants (P1, P2 & P6) being treated
for epilepsy for some time before being told it was actually NEAD that they had. There were
acknowledgements that NEAD was far from a “black and white” diagnosis (P1, P2, & P3),

and it was not always easy for medical professionals to distinguish it from epilepsy. The
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comparison between epilepsy and NEAD was discussed by all participants as they tried to
explain their condition; “with epilepsy you feel like umm just blame my brain, it’s tangible,

blame your brain, whereas with NEAD...it’s not tangible” (P1).

Another participant concluded that the difference between epilepsy and NEAD was
related to the level of symptom control; “if it’s non-epileptic they [medical professionals] say
then you’ve probably got more control over it” (P4). It was apparent that this participant felt
some aspect of culpability regarding the condition in that following his diagnosis he
perceived that others thought he was in control of his symptoms to some degree. Indeed, the
concept of control and culpability was evident in all participants’ narratives, though in
different ways. One participant described being questioned about their level of control over
seizures from social contacts; “even people say ‘well can’t you stop them?’” (P6), even
though from this person’s perspective the seizures were uncontrollable. However, believing
that the seizures could be controlled (at least in the future) was comforting and empowering
to some participants who felt that control was given back to them through their diagnosis;
“you have the power to stop all of this...it’s something | can actually make a difference to by
myself” (P5). For others, however, seizure control was not something they could easily
envisage and trying to exert a level of control over their seizures resulted in worsening
symptoms; “if you fight them you find they come on worse and they last longer” (P6). While
most participants hoped for seizure control in the future, one participant perceived seizures to
be completely unstoppable and viewed NEAD as a fight that they were losing, which resulted
in them feeling like a burden to those around them; “well you can’t stop it, so you just have to
try and get on with it...the less fuss you make about it the better” (P4). This led to feelings of

helplessness and resignation that the seizures were out of his control.
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In addition to seeing seizures as uncontrollable, being diagnosed with NEAD could be
frightening for the participant themselves as it often represented a move from a physical
explanation to a psychological explanation; “to be told ‘no you’re actually going to see a
psychologist’...was a bit scary to be honest” (P3). Both the idea of seeing a psychologist and
the understanding that NEAD had a psychological explanation meant that participants
equated NEAD with being ‘mad’; “I’m a nut job now, officially a nutter”, (P3); “nuts is a

much better word”, (P4); “Oh I’m mad, | must be mad” (P1).

While being diagnosed with NEAD could be frightening for some, it was
simultaneously perceived as reassuring. Participants were relieved that they did not have
something perceived as more serious; “it meant that | wasn’t dying” (P5). Participant 5
explained; “if it’s not the obvious thing that causes seizures is it going to be something really
bad...like...a brain tumour or something” (P5). Another participant also referred to fears of a
brain tumour; “there’s a history in my family of tumours...so that was the big scare for me”
(P3). For this participant, however, it was of upmost importance that NEAD had a “cure’;
“the biggest thing I’ve clung to, yes I’ve got an illness, yes it can be cured” (P3), they were
unable to comprehend life where the prognosis was not a cure. This was echoed by another
participant who “very much refused to acknowledge” (P5) the possibility that seizures could
get worse or treatment would not work. For all of the participants having a diagnosis of
NEAD ruled out something more ‘serious’, and thus was of some degree of comfort. This
was particularly true for those who perceived the condition as treatable, even though it

remained a relatively confusing diagnosis.

Legitimising the illness: feeling “like a bit of a fraud”

This theme represents the processes that participants went through to try to legitimise

the diagnosis of NEAD for themselves. Participants found themselves feeling fraudulent
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when comparing their symptoms to others with the same condition, as well as questioning the
legitimacy of NEAD as an illness. Participants explored their understanding of the cause
associated with NEAD and how this impacted on whether or not they felt they were entitled

to have the illness.

Participants tried to legitimise their experience by comparing their symptoms and
even the causation of NEAD to others, and often drew conclusions that they were not as
entitled to have the diagnosis. All participants felt that their symptoms were not as bad as
others; “everyone | talk to seems to have worse symptoms than | do” (P3). Most of these
comparisons occurred through online support groups, with participants feeling “like a bit of a
fraud” (P3) as a result of the comparisons. For one participant this was in relation to aspects
of life that they had managed to keep hold of, such as driving, “I could still drive, and I
wasn’t going to face the risk of losing my job” (P5). Participants also felt that they were able
to cope better because their symptoms were less severe; “it’s not having as much impact on
my life” (P1), and they were able to appreciate that they were almost lucky in comparison to
others as they only had NEAD; “everybody | seem to talk to...not only have this non-
epileptic attack disorder but they also have...PTSD [post-traumatic stress disorder] or some

sort of schizophrenia or something as well” (P5).

Another aspect of feeling like a fraud was in relation to the cause of NEAD. This was
especially relevant for two participants, who thought that finding the exact cause would be of
utmost importance in being able to legitimise their diagnosis. For one participant, a comment
from a medical professional that “most people [with NEAD] have had sexual abuse” (P2) led
her to believe that NEAD may be because of a repressed distressing childhood experience.

For this participant, if she were not able to legitimise the diagnosis in this way during her

therapy, she thought she may “get the feelings of the diagnosis being less valid because it was
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not down to that” (P2). The importance of finding the cause was also important to another
participant who stated that NEAD would not be a tangible explanation for their symptoms;
“without more clarification...from a professional” (P1). Although they had been offered
some explanation from a neurologist, this participant hoped for an explanation of the root
cause of their NEAD during their psychological therapy. However, for another participant,
exploring the specific cause of NEAD was something to be avoided; “[finding a cause would]
just bring everything to the surface...l think that would be quite frightening” (P6). Instead

she wanted the treatment to focus on the here and now.

Further to the desire to find the cause of their NEAD, it was also important to
participants that NEAD was a ‘legitimate medical condition’. One participant expressed the
view that; “I’ve had it pointed out to me, it’s not a medical condition...it’s up to you to work
around it and plug your head back in” (P4). This participant believe NEAD was a “self-
inflicted illness” (P4), thus not deserving of the time and effort from professionals that a more
‘medical’ condition might attract. However, other participants appeared to legitimise NEAD
through seeing it just as any other medical condition; “there is something wrong with you but
it can be fixed with, it’s just a different kind of medicine” (P1). Another participant saw the
physical and psychological closely linked and legitimised the diagnosis in this way; “your
brain is ill just like any other part of your body” (P5). This sense of NEAD being similar to
any other medical condition was echoed in the language of other participants, with
participants talking about something that can be “fixed’ by appropriate treatment; “it’s this
and it’s curable...at some stage in the future 1 won’t have these seizures” (P3). Hearing more
about the diagnosis and what it meant in the screening appointment was legitimising for one

participant; “I felt like someone understood for the first time ever” (P6).
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NEAD as a challenge to identity: “I want to be more me again”

This theme presents participants’ perceptions of the impact of NEAD on their identity
and subsequently how this impaired their life. Participants saw NEAD as responsible for

changes in life roles, experiences of discrimination and infantilisation, and a changed sense of

self.

Participants felt that changes had occurred to their sense of self as a result of a
diagnosis of NEAD. For one participant this was in relation to no longer being able to drive
and instead he had to rely on his partner for transport, which made him question his role in

the relationship;

“I’m depending on my wife to do all the driving, and call me old fashioned in some
respects...if we are both in the car | would sooner be driving...l open the door for my

wife, | do all those sorts of things, | think it should be me that transports her around

and not the other way around” (P3).

For this participant, NEAD meant the loss of a key role and a negative change in his self-
concept, in which driving seemed of utmost importance. This participant was very focused
on there being a ‘cure’, as discussed previously, and his inability to consider a life without
being ‘cured” may reflect a fear of permanence of these changes to self-concept, which would
be difficult to come to terms with; “lI don’t want to say I’m never going to drive...if that’s not
going to happen then I need to seriously think about it and try to get my head around it and |

suspect that might be quite difficult” (P3).

Loss in terms of driving was also important to another participant in terms of their
role as a parent; “[Following treatment] I could get back to things like driving, which would

be really good, especially with my little boy...I’m finding those things really hard” (P2).
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NEAD left participants struggling to be independent, describing feelings of being infantilised;
“I’m here [at the interview] on my own, my Dad’s probably worried and so is my fiancé”
(P6). This sense of being chaperoned or supervised was also suggested by other participants

and created a sense that NEAD made it harder to live a life of independence;

“my wife won’t let me go out on my own, even though I’m out on my own today [at
the interview], she’s text[ed] me 6 or 7 times just to make sure I’'m alright... 1 just

want to be able to do things on my own” (P3).

Loss of independence also impacted on social roles, with one participant describing trying to
organise a social meeting with other individuals with NEAD; “because it’s [NEAD] so
unpredictable...trying to get people to turn up is another problem because usually they have
to bring someone” (P6). This participant alluded to the fact that individuals with NEAD
often have to fit their schedule and social arrangements around other ‘well’ people who have
to accompany them. For another participant however, they felt “vulnerable” (P6) when not
accompanied, and another explained; “I used to walk around on my own quite happily...ever
since I’ve felt a bit on edge...a little bit more vigilant” (P2). Again this links to the sense of a
loss of independence, with these vulnerabilities leading to other feelings of childlikeness and

a changed sense of self.

Participants also perceived that NEAD had led to loss in relationships, employment
and social support, which challenged their self-perceptions. Some participants experienced
loss of relationships as a result of NEAD and interpreted themselves as being difficult to be
around; “other friends who | used to share hotel rooms with...are like actually no we’re not
going to share hotel rooms with you anymore” (P5). The seizures meant that some
participants perceived they had become an object of discomfort or even fear to others.

Friends did not want to be around them as “they find it too distressing” (P5), or “people
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around you think ‘bloody hell what’s going on here?” (P1). For others, NEAD had led to a
loss of employment due to an inability to work, which also impacted on their role; “I used to

work...all that’s gone, all of it” (p6).

Other participants described that NEAD was something they had to manage on their
own, reflecting loss of support, in addition to a sense of isolation from others; “I’ve gotta
manage this, it’s the same with anything isn’t it. You got a cold you’ve gotta get your own
tissues and stuff” (P4). This led to perceptions of being alone with NEAD, in addition to a
loss of hope for the future; “I don’t like thinking about the future. | can’t see a future” (P4).
This participant did not see a time when he would not have seizures and had little hope for
improvement of the condition. This left him to perceive the future with NEAD as a

frightening and unpredictable place.
Discussion

The purpose of this research was to examine the experience of making sense of a
diagnosis of NEAD. The major findings suggest that NEAD is perceived as a confusing
diagnosis, both for participants themselves and for other people, and which participants tried
to legitimise. NEAD was viewed as significantly affecting ability to maintain life roles and
responsibilities which impacted on identity. However, in an attempt to make sense of their
diagnosis, all the participants in this study acknowledged that they felt NEAD was a
diagnosis that did fit with their symptoms, regardless of whether or not they found it hard to

understand.

Feeling that NEAD was a diagnosis that did fit with their symptoms when also feeling
that NEAD was a difficult diagnosis to understand highlights the complexity that individuals

experienced with regards to this diagnosis. Thus, in line with previous research, [2][28][32]
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an overarching finding from the current study is that NEAD was experienced as a confusing
and poorly understood diagnosis. The numerous labels in existence used for the condition
contributed to the lack of clarity and increased confusion surrounding the diagnosis for
participants. Indeed, the experiences of the participants represent the impact that a lack of
uniformity in the terminology adopted by medical and health professionals [9] has on
individuals diagnosed with NEAD. Interestingly, Stone et al. [18] explored the perceived
offensiveness of terminology used for NEAD and found that many of the terms adopted were
perceived to be offensive to varying degrees, even those which had been adapted to try to be
less stigmatising. Furthermore, Plug, Sharrack and Reuber [44] highlighted the importance
of paying attention to an individual’s choice of label, proposing ‘seizure’ as the preferred

label for the condition within their study.

The majority of participants had been previously treated for epilepsy, and given the
similarity of symptoms it was unsurprising that participants compared NEAD to epilepsy
most often in terms of iliness models. This was in line with previous research highlighting
the comparisons between NEAD and epilepsy in illness prototypes [2][28], and symptom
experiences [31]. Within the current research, participants continued to talk of their
diagnosis as a physical condition, and although most understood the potential psychological
basis, the language used both demonstrated and suggested more medical underpinnings. This
may suggest that whilst individuals often accept the psychological basis of NEAD, they also
use a medical prototype to frame their iliness. This further highlights the difficulty in the
process of sense making of a diagnosis that has been previously misdiagnosed as a medical
condition, which presents in a way that closely resembles the medical condition, and that is

delivered in a medical setting.
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However, atthe same time as discussing NEAD as a medical condition, participants
made references to ‘madness’. In addition, they were relieved, to some degree, that they had
NEAD and not something more ‘serious’ or life threatening, supporting the findings of
Thompson et al. [32]. This contrasts with the findings of Wyatt et al. [28] who suggested that
the understanding of a psychological basis of NEAD felt more distressing than an organic
cause. This interesting contrast may be attributable to differences in sample. Participants in
the Wyatt et al. [28] study were engaged in psychological therapy, thus the reality of this

implication may have been more prominent than those awaiting this input.

Within the current study the sense that the illness may have a psychological basis,
however, did bring into question the level of control participants had and this had
implications in terms of self-blame. Previous studies have suggested that individuals with
NEAD have a greater external locus of control than those with epilepsy do, indicating that
they may experience life events, including seizure experiences, as out of their control and
completely unpredictable [31][45]. The current study also identified control as an area of
importance but its meaning to participants was more complex and varied between
individuals. Five participants interpreted a diagnosis of NEAD as meaning that seizures
could, in theory, be controlled to some degree. While for one participant the idea of being
able to control their seizures was empowering, the other participants did not talk about
seizure control as something that they could easily envisage at the time of interview, although
all but one did hope for this in the future, perhaps suggesting a more internal locus of control

than Stone et al. [31] and Goldstein et al. [45] found.

However, an increased sense of control was not viewed as completely positive. The
possibility of controlling the seizures led to some participants feeling that their illness was

self-inflicted in some way and felt that others would judge them to be in control of them and
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using them for self-gain. This fits with Shaver’s [46] writings on blame and responsibility,
which suggest that when factors establishing personal control are increased (in this case the
acknowledgement that NEAD means that seizures are potentially controllable), self-blame
attributions are intensified. This was subsequently one reason that participants felt they
needed to try to legitimise their diagnosis of NEAD, in an attempt to reduce feelings of self-

blame.

Nettleton [47] suggests that an unsteady or uncertain clinical confirmation of a
condition can lead individuals to question whether or not they are fabricating their symptoms.
However, this was not found reported in the current research, with participants confident in
the authenticity of their symptoms regardless of whether or not they felt legitimised to have
them. Participants described further attempts to legitimise their diagnosis and increase
certainty, for example via social comparison (see for example Charmaz’s study of chronic
iliness [48]). As Charmaz [48] suggests, this did go some way to increase some participants’
sense of certainty in the diagnosis of NEAD as they read descriptions that they could relate
to. However, while increasing feelings of certainty in their condition, for some participants
these social comparisons also led to feelings of being a fraud and risked de-legitimising their

experiences of having NEAD, and led to questions about the cause of it.

Iliness perceptions have been suggested to be of importance in relation to coping with
an iliness and eventual outcomes [29]. Green et al., [30] explored illness beliefs in
individuals with NEAD and suggested that a clear illness identity and understanding of the
mechanisms that cause seizures may be fundamental to successful management of symptoms.
Greenberg et al. [49] suggest that prior to seeing a professional for diagnosis, individuals do
not always report an explicit cause with regards to illness, but do view cause as one of the

most important pieces of information for the professional to explain with regards to a
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diagnosis. Furthermore, Benyamini, Leventhal and Leventhal [50] suggest that symptoms
and diagnoses that are often unexpected may have threatening implications and thus stimulate
the search for a cause. In this study, participants were mixed in their desire to find the
specific cause of their illness. While some already had a clear hypothesis about the cause
(such as an ex-army serviceperson who had witnessed trauma in service), another
acknowledged the cause was likely to be psychological but was frightened to explore the past
and find the specific causal events, and another wanted evidence of a cause in order to
legitimise the diagnosis. Wyatt et al. [28] suggested that participants found it helpful and
rewarding to explore the cause within psychological therapy. The findings of the current
study suggest that such exploration may not be desired by all, or may need to be approached

very sensitively and carefully.

NEAD was experienced as a threat to participants within this study who felt that their
role and self-concept were challenged as a result of their condition. Bury [51] suggests that
iliness, and in particular chronic illness, can be a biographical disruption, something that
affects the structures of everyday life and the forms of knowledge that reinforce them. To
some extent, the current research would support Bury’s [51] writings on chronic illness,
where illness is seen as a disruption to self-concept. However, within the current research
many participants did not perceive their illness as chronic, despite some having lived with
symptoms for some time and therefore were hopeful that they could still return to their pre-
iliness state. These hopes manifested in the sense of NEAD being potentially ‘curable’,
which was important for some participants as it gave them hope that they could be their pre-

ill selves.

Charmaz [52] also writes on the “crumbling away” (p. 168) of the former self as a

consequence of chronic illness, resulting in restricted lives, social isolation, being discredited
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and being a burden onto others. This was supported by the current research, with one
participants almost resigning themselves to living in isolation with NEAD, consumed by
thoughts that they were ‘mad’ and that it was ‘self-inflicted’. However, both those who were
determined that they would be cured and those who felt resigned to living with NEAD were
willing and optimistic to engage in psychological therapy, indicating that there was a hope for
some level of improvement in symptoms. Again, this might suggest that individuals saw
their condition as a time-limited condition, while hoping for a cure and a return to their pre-ill
selves, thus did not lose their self-concept to the extent that those who identify with chronic

illnesses may do [51][52].

Clinical Implications

In this study, the process of sense making was complex and individualised. However,
all participants were trying to understand more about their condition, which supports recent
review findings suggesting psychoeducation is an important part of treatment [7][24][25][53].
This need not be delivered by a psychologist or therapist, for some individuals a concise and
explicit delivery of the diagnosis (for example by a neurologist) can be all the treatment that
is required [53][54]. This is important considering that only 65% of neurologists in the UK
are able to refer all their clients for psychological treatment [10]. However, the participants
in this study had not experienced a concise and explicit delivery of the diagnosis.

Participants may have struggled to take the information in, perhaps not surprising since 40-
80% of information provided in a consultation is immediately forgotten [55], and half of what
is remembered is incorrect [56]. Information may therefore need to be given slowly and over

several consultations [19][57][58].

However, Dworetzky [59] suggests that only 10% of epilepsy experts explain the

possibility of NEAD as a diagnosis when it is relevant, suggesting that even for professionals
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who should be familiar with this diagnosis it is still not perceived to be easy to discuss. In
addition, the perceived psychiatric nature of NEAD can lead neurologists to feeling
underequipped in managing the condition, making it a difficult topic for them [10][23]. The
need for continuing research and education in the area of communicating the diagnosis to an
individual with NEAD has been highlighted [59]. Research into delivering a diagnosis of
NEAD suggests that providing the diagnostic information alone is insufficient, but rather
standardised, structured feedback and psychoeducation can potentially reduce seizure
frequency and is perceived by individuals with NEAD to be satisfactory [60][61], and can
increase treatment motivation [33]. This appears to be in contrast to Stone’s [54] suggestion
that a clear diagnosis alone can be all the treatment required, although may continue to
highlight the variation in treatment needs for individuals with this condition. The findings of
this research paper do not suggest that a satisfactory communication method was experienced

by participants.

Furthermore, while some participants sought to explore the cause of their illness,
others did not. This supports the writing of Brown et al. [62] that a “one size fits all” model
of treatment does not work for individuals with NEAD. Psychological interventions remain
the treatment of choice [7][62], but the lack of conclusive recommendations for any particular
treatment approach [7][25][53] adds credence to the findings of this study that interventions
may need to be individualised to each person. Jimenez et al. [63] suggest that clinical
psychologists can be a key speciality within multidisciplinary teams in terms of offering
specialist advice and individualised formulation for NEAD. Such person centred
formulations can set up appropriate person centred interventions [64]. The individual’s own
sense making needs should be taken into account, bearing in mind that increasing a sense of

control over seizures can also lead to self-blame. Furthermore, individuals differ in their
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preference to explore cause of their illness in depth, which is an important consideration

when working therapeutically with someone.

Limitations and Future Research

There were, of course, limitations for the current research. The differences between
the current findings and previous similar studies may represent the type of participants that
opted into the current study. The participants were on a waiting list for psychological
screening or treatment, and thus were therefore likely to have been open to the possibility of a
psychological cause. It is likely that those who were not open to a psychological explanation
would make sense of their illness in different ways. The current sample also all came from
the same psychology service, however they had been referred to that service from various
different sources, including neurologists and GPs, in contrast to previous research where all
participants had seen specialist neurologists [32]. The sample was also limited in terms of
diversity. While recruitment took place in a culturally diverse area, all participants who
opted into the research were of white British origin. This raises questions on why other
ethnicities did not opt into the research, and would be something that future research could
try to address in terms of sampling. Furthermore, six participants may be seen to be a small
sample, which cannot be representative of the experience of everyone who receives a
diagnosis of NEAD. However IPA aims to provide an in-depth exploration of the
experiences of individuals, exploring commonalities and differences and the sample size is

commensurate with recommendations [38].

Dickinson and Looper [6] highlight the need for more qualitative research into the
topic of NEAD. Future research could explore the sense making processes for those who do
not feel that the diagnosis is one that they can accept. This could be interesting and beneficial

in supporting such individuals in getting whatever input they require, if any. It may also be
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useful to explore the various treatment interventions and add research to this area in terms of
understanding specifically what individuals want from treatment. Outcomes from treatment
are still variable [7][25][53], therefore there is much work to be done in finding what works
for whom. It would also be interesting to explore what it is like from a clinical psychologist’s
point of view, with regards to working with individuals who have a diagnosis of NEAD,
especially if the individual continues to struggle to make sense of it. A study of experiences
of therapists who ‘successfully treated’ individuals with NEAD has been completed [23], but
there is little other research including this population, and including experiences of those who
were not ‘successfully treated’. Finally, it is clear that the terminology used is difficult and

research could help identify an acceptable and useful name for the condition.

Conclusion

The findings of this research provide understanding of the impact that a diagnosis of
NEAD has on an individual, specifically in terms of how they make sense of it. This research
highlights the difficult and complex process of making sense of a diagnosis that is often
poorly understood, and highlights the importance of tailor made interventions for individuals

with NEAD.
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Chapter 2 DESCRIPTION

Seizure - European Journal of Epilepsy is an international journal owned by Epilepsy
Action (the largest member led epilepsy organisation in the UK). It provides a forum
for papers on all topics related to epilepsy and seizure disorders.

Seizure focuses especially on clinical and psychosocial aspects, but will publish papers on
the basic sciences related to the condition itself, the differential diagnosis, natural history
and epidemiology of seizures, as well as the investigation and practical management of
seizure disorders (including drug treatment, neurosurgery and non-medical or behavioural
treatments).

The journal reflects the social and psychological burden and impact of the condition on
people with epilepsy, their families and society at large, and the methods and ideas that
may help to alleviate the disability and stigma, which the condition may cause. The journal
aims to share and disseminate knowledge between all disciplines that work in the field of

epilepsy.

Chapter 3 AUDIENCE

Epileptologists, neurologists, epilepsy specialist nurses, clinical neurophysiologists,
pharmacologists, psychiatrists.

Chapter 4 IMPACT FACTOR

2014:1.822 © Thomson Reuters Journal Citation Reports 2015
Chapter 5 ABSTRACTING AND INDEXING
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MEDLINE®
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INFO, SciSearch,
MEDLARS
Psychology Abstracts

Chapter 6 GUIDE FOR AUTHORS

We now differentiate between the requirements for new and revised submissions. You may
choose to submit your manuscript as a single Word or PDF file to be used in the refereeing
process. Only when your paper is at the revision stage, will you be requested to put your
paper in to a 'correct format' for acceptance and provide the items required for the
publication of your article.

Tofind outmore, pleasevisitthe Preparation section below.

INTRODUCTION

Seizure - European Journal of Epilepsy publishes the following types of article:

1.1 Peer-reviewedarticles

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. Focusedreviews.

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 originalresearch 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 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. Shortcommunications.
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).
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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 limited to
1,000 words. 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 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 ideas. Special editions of Seizure would be expected to contain the same kind of
manuscripts which are published in normal editions.

BEFORE YOU BEGIN

For information on Ethics in publishing and Ethical guidelines for journal publication
see  https/Ammw.elseviercomvpublishingethics and https:/Amww.elseviercomvjournal-
authors/ethics.

All authors must disclose any financial and personal relationships with other people or
organizations that could inappropriately influence (bias) their work. Examples of
potential conflicts of interest include employment, consultancies, stock ownership,
honoraria, paid expert testimony, patent applications/registrations, and grants or other
funding. If there are no conflicts of interest then please state this: 'Conflicts of interest:
none'. See also https//mww.elsevier.com/conflictsofinterest. Further information and an
example of a Conflct of Interest form can be  found at:
http//service.elsevier.com/app/answers/detail/a_id/286/supporthub/publishing.

Submission of an article implies that the work described has not been published
previously (except in the form of an abstract or as part of a published lecture or
academic thesis or as an electronic preprint, see https//www.elsevier.com/sharingpolicy),
that it is not under consideration for publication elsewhere, that its publication is approved


http://www.elsevier.com/publishingethics
http://www.elsevier.com/publishingethics
http://www.elsevier.com/journal-authors/ethics
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http://www.elsevier.com/journal-authors/ethics
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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 originality, your article may be checked by the originality
detection service CrossCheck https://www.elsevier.com/editors/plagdetect.

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 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.

This journal is part of our Article Transfer Service. This means that if the Editor feels your
article is more suitable in one of our other participating journals, then you may be asked to
consider transferring the article to one of those. If you agree, your article will be transferred
automatically on your behalf with no need to reformat. Please note that your article will be
reviewed again by the new journal. More information about this can be found here:
https//www.elsevier.com/authors/article-transfer-service.

Upon acceptance of an article, authors will be asked to complete a 'Journal Publishing
Agreement’ (for more information on this and copyright, see
https:/Avww.elsevier.com/copyright). 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 (please consult https//mwww.elsevier.com/permissions).  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: please  consult
https//www.elsevier.com/permissions.

For open access articles: Upon acceptance of an article, authors will be asked to complete an
'Exclusive License Agreement’ (for more information see
https:/Amww.elsevier.com/O Aauthoragreement).  Permitted third party reuse of open access
articles is determined by the author's choice of user license  (see
https://www.elsevier.com/openaccesslicenses).

Authorrights

As an author you (or your employer or institution) have certain rights to reuse your work.
For more information see https//www.elsevier.com/copyright.

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)
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had no such involvement then this should be stated.

Elsevier has established a number of agreements with funding bodies which allow
authors to comply with their funder's open access policies. Some authors may also
be  reimbursed for associated publication fees. To learn more about existing
agreements please visit https//www.elseviercom/fundingbodies.

After acceptance, open access papers will be published under a noncommercial license. For
authors requiring a commercial CC BY license, you can apply after your manuscript is
accepted for publication.

This journal offers authors a choice in publishing their research:
Open access

- Articles are freely available to both subscribers and the wider public with permitted reuse.
- An open access publication fee is payable by authors or on their behalf (e.g. by their
research funder or institution).
Subscription

- Articles are made available to subscribers as well as developing countries and patient groups
through our universal access programs ﬁhttps://www.elsevie r.com/access).

= No open access publication fee payable by authors.

Regardless of how you choose to publish your article, the journal will apply the same
peer review criteria and acceptance standards.

For open access articles, permitted third party (re)use is defined by the following Creative
Commons user licenses:

Creative Commons Attribution-NonCommercial-NoDerivs (CC BY-NC-ND)

For non-commercial purposes, lets others distribute and copy the article, and to include in a
collective work (such as an anthology), as long as they credit the author(s) and provided
they do not alter or modify the article.

The open access publication fee for this journal is USD 2200, excluding taxes. Learn
more about Elsevier's pricing policy: http//Awww.elsevier.com/openaccesspricing.

Authors can share their research in a variety of different ways and Elsevier has a number
of green open access options available. We recommend authors see our green open access
page for further information (httpi//elsevier.com/greenopenaccess). Authors can also self-
archive their manuscripts immediately and enable public access from their institution's
repository after an embargo period. This is the version that has been accepted for publication
and which typically includes author-incorporated changes suggested during submission,
peer review and in editor-author communications. Embargo period: For subscription
articles, an appropriate amount of time is needed for journals to deliver value to
subscribing customers before an article becomes freely available to the public. This is the
embargo period and it begins from the date the article is formally published online in its
final and fully citable form.

This journal has an embargo period of 12 months.

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 conform to correct
scientific English may wish to wuse the English Language Editing service available
from Elsevier's WebShop (http//webshop.elsevier.convlanguageediting/) or visit our
customer support site (http//support.elsevier.com) for more information.

Studies on patients or wvolunteers require ethics committee approval and informed
consent, which should be documented in the paper. Appropriate consents, permissions and
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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 and copies of the consents or evidence that
such consents have been obtained must be provided to Elsevier on request. For more
information, please review the Elsevier Policy on the Use of Images or Personal
Information of Patients or other Individuals, https//www.elsevier.com/patient-consent-
policy. 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.

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 articl 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 http:/ees.elsevier.convseizure/

Please submit the names and institutional e-mail addresses of several potential referees.
For more details, visit our Support site. Note that the editor retains the sole right to decide
whether or not the suggested reviewers are used.

PREPARATION

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.

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.

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 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.

There are no strict formatting requirements but all manuscripts must contain the essential
elements needed to conwvey your manuscript, for example Abstract, 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.
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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: https//www.elsevier.com/guidepublication). 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.

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 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 detail to allow the work to be reproduced. Methods already published
should be indicated by areference: only relevant modifications should 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 atheoretical basis.

Results

Results should be clear and concise.

Only in case of short communications, the results and discussion sections may be combined.
Results should wusually 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. A combined

Results and Discussion section is often appropriate. 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

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
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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: Eq. (A.1), Eq. (A.2), etc.; ina
subsequent appendix, Eg. (B.1) and so on. Similarly for tables and figures: Table A.1; Fig.
A.l, etc.

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

- Author names and affiliations. Please clearly indicate the given name(s) and family
name(s) of each author and check that all names are accurately spelled. 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.

e Corresponding author. Clearly indicate who will handle correspondence at all stages
of refereeing and publication, also post-publication. 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) last. This is specified
because Spain, China and some other countries often write them differently and this causes
confusion with databases like MEDLINE.

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 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.

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. See
https://www.elsevier.com/graphicalabstracts for examples.

Authors can make use of Elsevier's lllustration and Enhancement service to ensure
the best presentation of their images and in accordance with all technical requirements:
lllustration Service.

Highlights are mandatory for this journal. They consist of a short collection of bullet
points that convey the core findings of the article and should be submitted in a separate
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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). See
https//www.elsevier.com/highlights for examples.

Please note that the Highlights section above only applies to Full Length Articles and
Reviews.

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.

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.

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.).

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 aaaa].

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, please include the following sentence:

This research did not receive any specific grant from funding agencies in the public,
commercial, or not-for-profit sectors.

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.

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.

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
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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.

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

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 (http//citationstyles.org), such as
Mendeley (http/Amww.mendeley.com/features/reference-manager) and Zotero
(https/mww.zotero.org/), as well as EndNote (http://endnote.com/downloads/styles).
Using the word processor 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.

Users of Mendeley Desktop can easily install the reference style for this journal by clicking the
following link:
http//open.mendeley.com/use-citation-style/seizure-european-journal-of-epilepsy

When preparing your manuscript, you will then be able to select this style using the
Mendeley plug- ins for Microsoft Word or LibreOffice.

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 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:

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 ajournal publication:

[1] Van der Geer J, Hanraads JAJ, Lupton RA. The art of writing a scientific article. J Sci
Commun 2010;163:51-9.

Reference to a book:

[2] Strunk Jr W, White EB. The elements of style. 4th ed. New York:
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Longman; 2000. Reference to a chapter in an edited book:

[3] 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.

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
http//Aww. nIm. nih.gov/bsd/uniform_requirements. html).

Reference to awebsite:

[4] Cancer Research UK.  Cancer  statistics reports for the UK,
http//Awww.cancerresearchuk.org/  aboutcancer/statistics/cancerstatsreport/; 2003 [accessed
13.03.03].

Journal abbreviations source

Journal names should be abbreviated according to the List of Titlle Word
Abbreviations: http/Aww.issn.org/services/online-services/access-to-the- ltwa/.

Supplementary  material can  support and enhance your scientific  research.
Supplementary  files offer the author additional possibilities to publish supporting
applications, high-resolution images, background datasets, sound clips and more. Please
note that such items are published online exactly as they are submitted; there is no
typesetting involved (supplementary data supplied as an Excel file or as a PowerPoint slide
will appear as such online). Please submit the material together with the article and supply a
concise and descriptive caption for each file. If you wish to make any changes to
supplementary data during any stage of the process, then please make sure to provide an
updated file, and do not annotate any corrections on a previous version. Please also
make sure to switch off the 'Track Changes' option in any Microsoft Office files as
these will appear in the published supplementary file(s). For more detailed instructions
please visit our artwork instruction pages at https//www.elsevier.com/artworkinstructions.

Elsevier encourages authors to connect articles with external databases, giving readers
access to relevant databases that help to build a better understanding of the described
research. Please refer to relevant database identifiers using the following format in your
article: Database: xxxx (e.g., TAIR: AT1G01020; CCDC: 734053; PDB: 1XFN). See
https://Amww.elsevier.convdatabaselinking for more information and a full list of supported
databases.

The following list will be useful during the final checking of an article prior to sending it to

the journal for review. Please consult this Guide for Authors for further details of any item.
Ensurethat 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, and contain:

- Keywords

- All figure captions

= All tables (including title,

description, footnotes) 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)
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Printed version of figures (if applicable) in color or black-and-white

- Indicate clearly whether or not color or black-and-white in print is required.

For any further information please visit our customer support site at
http//support.elsevier.com.

AFTER ACCEPTANCE

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. Al
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 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.

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. Both corresponding and co-authors may order offprints at any time via
Elsevier's Webshop. Corresponding authors who have published their article 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.

AUTHOR INQUIRIES

You can track your submitted article at https//www.elsevier.com/track-submission. You
can track your accepted article at https//www.elsevier.comvtrackarticle. You are also
welcome to contact Customer Support via http//support.elsevier.com.
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Appendix 2B

Reflective journal extract
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Table showing examples of exploratory comments (developed in step two of analysis) and emergent themes (developed in step three of analysis)

for a section taken from the transcript of the interview with P3

Emergent Themes

Transcript

Exploratory Comments

Relationships as key

Not understanding/hard to

understand

Epilepsy versus NEAD

Feeling like a fraud

NEAD as a shock

P2: Umm, it’s hard to say really, it was only 2 weeks ago so I’m
still trying to get everything, you know, in away | can
understand it, umm like I say, we had a, | was open and frank
and we had a good discussion about what it wasn’t and he
actually explained to me about what he thought It was, my wife
was in with me as well, my wife has been a rock to be perfectly
frank, and she showed him some videos of me having these
episodes and that kind of confirmed really his thinking. Umm, it
was almost as if | was disembodied in some respects, | was sat
there, 1 know | was sat there, but | was looking at it from afar not
quite understanding what was going on, it took me some time
really to fitter down to where we were at and it was all a big
quick and a bit, I think 1 was in there about 35 minutes or
something like that but it didn’t seem that, it seemed like
minutes, umm and it was a bit, | was like rabbit in the headlights
kind of thing

I: And two week ago you didn’t know anything about non
epileptic attacks?

P2: No | mean up to seeing the consultant neurologist, 1’d been
treated for epilepsy so we weren’t sure what it was, I’d never
heard of non epileptic, in some respects it made me feel a fraud
when they said non epileptic, well hang on a minute if it’s not
epileptic what is it, is it the same thing or similar thing I should
say, its only since reading up about it that | now understand a

It’s hard to understand NEAD

Discussions help
His wife is key in coping
The proof is in the videos

Overwhelming process

Feeling in danger?

Treated for epilepsy
Not heard of non-epileptic
Fraudulent

A surprise, unexpected

Repetition of “I know”- almost as if
reassuring himself, still feeling fraudulent
Everyone is worse

shouldn’t be feeling this way-not as bad as
others- invalidating
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Validity linked to severity

Trying to make sense

Social comparisons

Epilepsy versus NEAD

Invalidating social comparisons

little more about it but at the time it came as a bit of a bolt out of
the blue

I: have those feelings of being a fraud gone now?

P2: not really cos I still feel there’s this, | know I’ve got this
problem I know | have, | know people out there and have talked
to people on facebook and on the internet as well, but everyone |
talk to out there seems to have worse symptoms than | have, so
I’m thinking hang on a minute why am I thinking I’m this bad
when I’m not, seeing other people out there, similar symptoms
but a little bit more frequent or they have other problems as well.
So I mean everybody | seem to talk to on facebook or online not
only have this non epileptic attack disorder but they also have
like umm PTSD or some sort of schizophrenia or something as
well, and I’'m like well hang on a minute that’s not me, not quite
sure what’s going on here, | don’t understand it but, so...

I: So that’s the part that makes you feel like a bit of a fraud?

P2: A bit yeah cos I’m, it’s almost as if 1’ve got a small amount
or whatever or what everyone else has got, umm, and that makes
me feel a fraud

I: And in terms of symptoms, is it because of the presentation of
the non epileptic attacks and their severity, or more in the
comorbid PTSD.

P2: Uh I think it’s in both ways, | mean | have absences where |
don’t know where | am, and shaking only down one side as well,
so | don’t quite know where I’'m at with it, it’s all quite new in
that respect, umm, but yeah like | say the absences I’m, 30
minutes afterwards | don’t know much of anything, | can’t
remember the immediately prior to the start of it so I don’t know
what triggers and then like 1 say 30 minutes after it I’m not quite
sure where | am. So talked to other people and them saying no
they’re wiped out for days afterwards, I’m tired and sore but I’'m
nowhere near that level and that makes me feel somewhat fraud.

Self-talk, don’t understand but trying to
make sense

Social comparisons aren’t helpful, still feels
like everyone is worse than him

Repetition of | don’t know, uncertainty,
NEAD causes him to be unsure/uncertain
Medical talk, absences

Invalidating, being tired for 30 minutes
makes him not as bad as others
Comparisons reinforce fraudulent feelings

Sounds like it makes him question what he
has, he thought it made sense but talking to
others makes him query this

Trying to justify it? Feeling like the
measures of anx and dep might prove that
he is justified to have it?
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I: So a bit of social comparisons there

P2: Yeah I’'m like, oh if I’ve got this what’s everyone else like
with this, when you talk to them then you’re like hang on a
minute I’m nowhere near as bad as they are. Whether that’s me
thinking I’m nowhere near as bad and comparing it, or whether
that is actually true, 1 don’t know but like 1 say I do have, when I
did the depression and anxiety scores for XXX, | came up as
moderate on both of those. Now whether that’s because I’'m
worried about what’s going on | don’t know
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Figure showing the development of a super-ordinate theme for participant 3 (step four of

analysis)

Psychological means
no quick fix

All'in your head-
there may be an
element of control

The psychological
explanation is
scary

“Nut job”-
psychological
means 1I’m crazy

Emergent themes relating to P3’s belief that the psychological means something scary

“NEAD makes things scary”

This theme was developed by considering the different ways
that things are scary as a consequence of NEAD, both in terms
of it being the unknown, and of it being psychological

Emergent themes relating to P3’s belief that the unknown is scary

Unanswered
questions

Shock

Being in limbo.
the unknown

Not understanding
what is going on,
lack of information
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Appendix 2E

Table demonstrating how individual super-ordinate themes for each transcript contribute to the development of the super-ordinate themes for the
entire dataset (step six of analysis)

Super-ordinate Themes for Entire  Participant Individual Super-ordinate Themes Supporting quotes from original
Dataset Contributing to Super-ordinate Themes transcripts
for the Entire Dataset

Theme One: NEAD is a confusing
P1 NEAD makes everything seem unclear “well this is the thing, it’s always been
diagnosis: “all it means is it’s not really sketchy...there’s never been a black
and white conclusive one [diagnosis]”
epilepsy”
P2 NEAD is confusing “l was in limbo...they might be they
might not be...some might be epileptic
some might not be”

P3 NEAD makes things scary: physical vs “to be told no you’re actually going to see
medical a psychologist...was a bit scary to be
honest”
P4 NEAD makes things seem complicated “If it’s not epilepsy...l assume it was

some nervous thing or whatever”

P5 The unknown is scary “it wasn’t epilepsy which in one sense
made it a bit scarier because | was like
well what can it be then”

P6 It’s not understood “as soon as you say you’ve got NEAD,
the word epilepsy is in there”
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Theme Two: Legitimising the illness:

feeling “like a bit of a fraud”

Theme Three: NEAD as impairing
life and impacting on identity: “I

want to be more me again”

P2

P3

P4

PS

P6

P1

P2

P3

P4

Seeking legitimacy in the illness

I’m not as bad as others

I’m a fraud in comparison to others

NEAD is not a legitimate medical illness

Brain as any other part of your body

Feeling like finally someone understood

NEAD is invisible and makes me invisible

NEAD leads to unpleasant experiences

It stops you being who you want to be

NEAD means that I’m a burden

“[I’d need] the delivery of a concrete
diagnosis, a really sound sort of
definition”

“he said that usually it’s someone with a
history of abuse or sexual abuse”

“the general feeling is that most people
think of you as a fraud”

“I’ve had it pointed out to me, it’s not a
medical condition”

“it’s not something that can be treated
with medication but it can be treated”

“l felt like someone actually understood
for the first time ever”

“it’s not tangible, you can’t see it you
can’t, you don’t know why”

“l had an experience on a bus where
someone cut off my hair”

“l want to be more me again”

“l don’t want to waste people’s time at the
end of the day, just get on with fit.
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P5 NEAD limits my life “what can I do I can’t force them to share
a hotel room with me”

P6 My independence is limited as aresult of  “I look back now at what | used to do...all
NEAD that’s gone, all of it”
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In this critical appraisal | will present a review of the research process. First | will
offer a summary of the findings of the literature review and research paper to orientate the
reader. | will then discuss the strengths and limitations of the research process, focusing on
the difficulties encountered with recruitment, while offering reflections on conducting
research within the NHS and particularly within the requirements of a Doctorate in Clinical
Psychology thesis. | will go on to highlight comparisons between the findings of the
empirical paper and of the literature review. | will expand further on the choice of using
interpretative phenomenological analysis (IPA), including a discussion of the epistemology.
Finally, I will then provide personal reflections on conducting the research.

Summary of findings

The literature review aimed to explore the lived experience of epilepsy. The findings
suggest that epilepsy is a condition that has the potential to change identity, while also
resulting in loss in various life domains. It is a condition where the right level of social
support can be helpful, while the wrong level can be detrimental. Three themes were
identified through the meta-synthesis of 15 studies; ‘making sense of epilepsy’, ‘the cost of
epilepsy’ and “significance of others in coping with epilepsy’.

Participants discussed how epilepsy had the potential to impact on their sense of self,
with discussions around being different to others and what this meant. There were
descriptions of powerlessness in relation to epilepsy, with various explanations being given
for having the illness, including it being a curse. Some participants saw epilepsy as a
blessing in disguise, although these were in the minority. Overall, it was see as a negative
challenge to participants’ identities.

Epilepsy was also described as a costly illness, with descriptions of loss in
relationships, employment and meaningful activities. Participants described how their lives

had changed as a result of epilepsy, and how this was difficult to come to terms with at times.



CRITICAL APPRAISAL 3-3

Driving was a further important loss for participants, which resulted in reduced
independence.

Participants did, however, describe how significant others could help them cope with
epilepsy. This was both in relation to social support and spirituality. There was a delicate
balance, however, between helpful support and unhelpful support, with descriptions provided
of both. Overall, epilepsy was described as a condition with the potential to change many
aspects of life and this resulted in some participants describing that it was difficult to cope
with.

The aim of the empirical research project was to explore the sense making process for
individuals with a diagnosis of non-epileptic attack disorder (NEAD). The findings suggest
that it is a difficult diagnosis for individuals to make sense of, and one that has implications
on feelings of legitimacy and identity. Three themes were identified through the
interpretative phenomenological analysis of the interview transcripts; ‘“NEAD is a confusing
diagnosis’; “‘Legitimising the illness’; and ‘NEAD as a challenge to identity’.

Participants described that NEAD was a poorly understood diagnosis from a variety
of perspectives, including from themselves, from professionals that they had come into
contact with, and indeed from society as a whole. Participants’ accounts reflected confusion
about the labels used to describe NEAD and the impact that these had on the understanding of
the condition, including the fact that the term “non-epileptic” includes the word “epilepsy’,
thus adding to the confusion. Indeed, epilepsy was a common illness model to which NEAD
was compared, and many participants were misdiagnosed with this in the first instance. The
psychological nature of NEAD was described as a relief to some, that they could have had a
life threatening diagnosis but they had instead received something that was potentially
‘curable’. This led to discussions about the perceived control of NEAD, and what this meant

to participants.
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Participants went to various lengths to legitimise NEAD as an illness. For some
participants, NEAD was not a ‘medical’ condition and thus was not a legitimate illness.
Some participants struggled with the idea that NEAD, a psychological illness, was legitimate
for them. This was especially relevant when participants engaged in social comparisons,
most commonly through online interactions. Here, participants felt like a fraud in
comparison to others whose lives were severely limited, whose seizures were interpreted to
be much worse, and who were perceived to have more of a justification for their illness. This
led on to discussions about the cause of NEAD. Again some participants felt that in
comparison to individuals who had experienced traumatic life events, seen as possible causes
of developing NEAD, they did not have an obvious attributable cause for their condition.
Other participants thought they may have suppressed the real cause and hoped to explore this
in therapy, while one participant saw the idea of finding a cause as frightening.

The impact of NEAD upon participants’ lives varied but all participants described that
the impact of NEAD on their life challenged their identity and sense of self. Participants
described a change in their self-perception, both through changing of roles and through
feelings of not being able to be who they wanted to be or not being able to be who they
previously were. For some, the idea that these changes could be permanent was difficult to
come to terms with. In addition, participants described the other ways that NEAD had
impacted on their life, and how this resulted in a change in identity. Loss was described in
various life domains, including driving, independence, employment and relationships.

In summary, the findings of this research paper have highlighted that individuals find
NEAD a diagnosis that is difficult to comprehend and one that impacts on various aspects of

life.
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Strengths and limitations of the research process

A major limitation of this research was that the participants all came from the same
research site. While this was not the original intention, and indeed ethical approval was
gained for two research sites, it proved very difficult to access participants at the second site.
This was due to staffing problems within the neuropsychology department, which meant that
relatively few individuals with NEAD were being seen by clinicians. Consequently, only a
small number (less than five) of research packs were distributed at this site.

Thomas, Turpin & Meyer [1] suggest that clinical research within the profession of
clinical psychology is under threat, and as such, the profession risks losing its research
credentials as a result. One suggested explanation for this is cuts to NHS clinical psychology
posts resulting in an increased burden on other staff in post [2]. A recent policy document,
outlining the vision for research in the NHS, describes that each and every patient within the
NHS should be offered the opportunity to take part in research [3]. While at one research site
all eligible participants were offered the opportunity to participate in this research, this did
not happen for the second research site and more eligible participants are likely to have been
identified had resources been available within the service. The paper further suggests that the
NHS should be open to research, and while the department within the second research site
was open to the research, the aforementioned limitations acted as a barrier to this. This could
have been compensated for with the inclusion of another research site, however difficulties
within the ethical approval process and time constraints meant this was not feasible.

Thompson and France [4] suggest that the ethical approval process within the NHS
needs to be streamlined, highlighting the need for staff training and clarity in guidance. This
was also highlighted by the BPS [5] who suggested that the NHS research and ethics
governance pose problems for research by clinical psychologists, which subsequently has the

potential to limit the development of the knowledge base underpinning psychological
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healthcare in the United Kingdom. Indeed, the ethical process for this research project was
difficult, with advice being inconsistent in the planning stages. The project was submitted for
proportionate review in the first instance, which was upon the advice of the appropriate
research and development (R&D) committee. Subsequently this was deemed not appropriate
and as a result the project went to the next available research ethics committee (REC)
meeting, which was some distance away. This impacted upon the researcher’s ability to
attend the REC meeting in person, and subsequently delayed the ethical approval process.

Furthermore, while at the main research site participation packs were distributed to all
eligible participants, only six of a possible 23 participants opted in the research. It could be
that those individuals who did not wish to take part in the research felt more overwhelmed by
their diagnosis, or were less open to psychological treatment. Moreover, there is a population
that was missed within the current research; those that are diagnosed with NEAD but refuse a
referral to psychology. Future research could recruit participants through neurology clinics,
capturing the experiences of individuals who are unsure or even opposed to psychological
therapy. Thought would have to be given to recruitment as these individuals are likely to be
‘hard to reach’. However, understanding more about their experience of making sense of a
diagnosis of NEAD would be valuable, especially since NEAD is a heterogeneous experience
[6].

However, the research has also filled a previous gap in the literature in that it included
male participants, whose voices are seldom heard within research on NEAD [7][8]. The very
varied sense-making experiences of participants highlight the need for individualised care,
and should individuals wish to engage in psychological therapy, tailor-made approaches.
Comparisons between the literature review and research paper findings

It is interesting to compare the findings of the literature review with those of the

research paper. While epilepsy and NEAD are different conditions in terms of their
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underlying mechanisms, there were many similarities between how they were experienced by
participants.

Research into the quality of life in epilepsy has highlighted that there are high levels
of anxiety and depression in individuals with epilepsy, which negatively impacts upon their
quality of life [9][10][11][12]. Similarities within the experiences portrayed in the literature
review and those in the research paper may suggest that individuals with NEAD are also
likely to experience anxiety and depression, in addition to a reduction of quality of life.
Indeed, Szaflarski et al. [13] reports that the quality of life is significantly lower in
individuals with NEAD than those with epilepsy, while Asmussen, Kirlin, Gale & Chung
[14] report specifically on levels of depression and suggest that these do not differ between
individuals with NEAD and individuals with epilepsy.

Control was an area of commonality across the papers, with participants discussing
the level of control that could be gained over seizures. The difference between this, however,
was that within the empirical research individuals were hopeful for a “‘cure” and of being able
to control seizures, whereas those with epilepsy felt more powerless, with narratives
suggesting that there was an acceptance that it was not something they would get ‘cured’ of.
Perhaps these similarities are not surprising since other studies have highlighted the negative
impact of factors such as loneliness, loss of independence, fear of seizures, isolation,
adjustment and stigma perceptions within individuals with epilepsy [15][16][17][18][19][20],
and aspects of these factors are reported on within the literature on NEAD
[13][21][22][23][24].

Participants in the empirical research reported that NEAD was a confusing diagnosis,
comparing it most often to epilepsy, a condition some perceived as more tangible.
Participants within the literature review reported that epilepsy caused them to feel different,

with some describing that epilepsy had made them disabled. In common, participants from
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both papers discussed how their respective conditions made them feel less confident in
themselves, caused changes in their roles and also meant adapting their sense of self.

While participants with NEAD tried to legitimise their illness in terms of its presence
and legitimacy as an illness, those with epilepsy tried to make sense of what they had done to
deserve their illness. Participants in both papers discussed feelings that things could have
been worse, although the negative impact of each condition was evident throughout
narratives.

Another interesting similarity between the findings on NEAD and epilepsy was the
perceived stigma associated with each condition. Participants within the empirical research
experienced thoughts and situations where they were judged negatively as a consequence of
having NEAD as opposed to having epilepsy (for example when querying levels of control
over their condition), and there was an opinion that epilepsy was a more legitimate and less
negative illness. However, in the literature review negative experiences from others as a
consequence of stigma associated with epilepsy were evident (for example
[25][26][27][28][29]). Dekkers and Domburg [30] suggest that NEAD carries the same
stigma that individuals with epilepsy did in former times, but stigma was experienced by
participants in both papers. Epilepsy is a condition that has received high levels of historical
stigma, and the literature review supports the findings that it remains a stigmatising condition
[31].

The use of IPA

IPA has been recommended for research exploring how an individual makes sense of
an event in their lives [32]. One to one interviews were conducted, allowing participants to
think, speak and be heard, to offer an in-depth and personal discussion [33]. While there is a
common misconception that IPA is merely a descriptive methodology [34], it is not an “easy

option” [35] (p.103), but rather a methodology that has the potential to be very powerful in
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that it concentrates on specific individuals as they deal with a specific event in their life [35].
IPA offers psychologists the opportunity to learn about individuals’ experiences from the
experts- the individuals themselves [33].

In attempting to retain this idiographic focus, IPA recommends smaller sample sizes
[32][33]. Smith and Osborn [36] suggest that IPA is committed to the detailed case by case
analysis of individual transcripts rather than focused on generalisability, making it time
consuming and more akin to smaller samples. Thus, in the current research, six participants
was felt to be adequate to explore the sense making process of individuals with NEAD,
especially as it was felt that they offered in-depth discussions. Further, Smith et al. [32] this
sample has been recommended for professional doctoral theses.

IPA and my epistemological position

The emphasis of the empirical paper was on the experience of individuals who had
received a diagnosis of NEAD, and it employed an IPA approach. IPA does not claim a
distinctive epistemological position, but describes itself as “part of a stable of closely
connected approaches which share a commitment to the exploration of personal lived
experience” [37] (p.41). According to Nightingale and Cromby [38], qualitative research
requires an “awareness of the researcher’s contribution to the construction of meaning
throughout the research process, and an acknowledgement of the impossibility of remaining
‘outside’ of one’s subject matter while conducting research” (p.228). It is therefore important
that a researcher reflects upon their own epistemological position within the research, and
what impact their life experiences have on the research process.

Epistemological positions can be understood to lie on a continuum, with positivism
positioned at one end, and social constructivism at the other. | most closely identify with a
critical realist perspective, which lies somewhere in the middle of the aforementioned

continuum [39]. Critical realism accepts that our ability to understand reality is necessarily
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influenced (or even constrained) by our own views and contexts, and that there is no one
single correct understanding of the world [40].

Critical realism allows for generation of more widely applicable knowledge while
refraining from claims to the absolute ‘truth’ [41]. Therefore, | feel that critical realism is a
stance that is well-suited to this particular research project. Furthermore, | feel that IPA
allows for a focus on the reflections and observations of the individual (the empirical), while
considering how these experiences related to unobservable, underpinning mechanisms. IPA
also complements a critical realist stance due to the shared acknowledgement of the influence
of the relationship between the researcher and the research.

Personal reflections on the research and why I chose this topic

Reflexivity. Kleinsasser [42] suggests that reflexivity is “the process of crucial self-
reflection on one’s biases, theoretical predispositions and preferences...an acknowledgement
of the inquirer’s place in the setting, context and social phenomena [s]he seeks to understand”
(p.155). Being a researcher grants a lot of power due to the potential to influence the
collection and interpretation of data [43]. Finlay and Gough [44] suggest that researchers
have therefore come to value reflexivity within their research in order to transform their
subjectivity of the qualitative data from a problem into an opportunity.

I found the use of a reflective journal was key in being aware of my own personal
biases, predispositions and preferences, valuing the participant’s expertise and allowing the
interpretations made to be about their experience. It is also important within the process of
reflexivity to consider my motivations for choosing the topic.

Why | chose this topic. | chose this topic following a placement in a
neuropsychology setting where | had the opportunity to work therapeutically with individuals
with NEAD. Prior to this, | had never heard of NEAD as a condition, nor did I know much

about epilepsy. However, | found extremely interesting that the body can react in such a way
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to psychological stress/distress, although | do not believe that NEAD is always as a
consequence of these things. | also came across individuals who either did not know when
they were having an epileptic or non-epileptic seizure, or did not believe that the diagnosis of
NEAD that they had been given was correct. | began to wonder what it was about the
diagnosis that makes it complicated, and soon realised how complex the situation
surrounding NEAD as a condition is.

I remember subsequently asking a friend, who is a medical doctor, what they knew of
individuals with NEAD, to which they responded “it means they are faking it”. Upon doing
some literature searches, | realised that NEAD has been and is a condition that carries the
stigma of being ‘fake’ (e.g. [45]). Furthermore, | learned that other terms had been used to
describe NEAD, including pseudoseizures (e.g. [46][47]). While I did not assume that
individuals with NEAD were ‘faking it’, | was aware that pseudo means ‘not genuine’ [48],
and that this can lead to misunderstandings, included perhaps by medical professionals.

I was also interested in the lack of a conclusive diagnosis given to individuals, and the
‘wondering’ as opposed to concrete diagnoses evident in many individuals’ referral letters.
There is literature on the importance of the delivery of a diagnosis of NEAD (e.g.
[49][50][51]), yet this does not appear to have been consistently implemented in practice in
many settings.

During the course of conducting this research | returned to the neuropsychology
placement to complete a specialist placement. Again, | worked therapeutically with
individuals with NEAD and continued to hear stories, both in the therapeutic and research
setting, of individuals who were marginalised and who had had negative experiences as a
consequence of having NEAD, something that they could not control. These experiences

added to my enthusiasm to contribute to the literature, to further the understanding of these
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experiences, and to highlight treatment implications, with the hope that ultimately NEAD
becomes a condition that is less stigmatised as a whole.

Vogel and Wade [52] suggest that clinical psychologists have a role to play in
reducing public stigma about mental health difficulties. They outline the methods which
clinical psychologists can achieve this; through protest, education and contact. This research
project adds to the literature on NEAD, highlighting the complexities surrounding the
diagnosis of NEAD, and how it impacts on individual’s lives. | feel that this is an initial step
in my journey with NEAD, acknowledging that it is not enough to show compassion or
empathy to individuals who are experiencing discrimination and suffering, but future action
is needed. Gerber [53] suggests that “just as words and values are needed to sustain our
compassion and humanity, so is responsible action” (p.57).

Reflections on conducting the research. | found the process of this research both
rewarding and challenging. The planning stages were difficult and I found myself having to
make adjustments that | did not necessarily feel entirely happy about, in order to meet the
requirements of a rather risk adverse REC committee. An example of this was that as the
REC had expressed some concern about potential participants’ safety and well-being
following participation in my research, they requested that | write to participants’ GPs to let
them know of their participation. | was quite uncomfortable with this, feeling that it breached
the confidentiality of taking part in my research. In reality, however, none of the participants
were opposed to this.

I realised the importance of developing good relationships with members of the
neuropsychology departments in order to facilitate recruitment. This was in many ways made
much easier as | was on placement at one research site, although | doubt recruitment would
have been successful without the dedicated and helpful administrative team. There were

limitations in terms of building this relationship at the second research site, although perhaps
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better efforts could have been made to establish these relationships. At this site, however,
recruitment was set up through clinical contact rather than through the administration team
due to limitations within the service. Although one meeting was set up with other clinical
members of the team in order to talk about my research, further relationships could have been
established and strengthened with these individuals in order to ensure the research was
remembered and prioritised.

In many ways | think that being on placement within the department and regularly
working with individuals with NEAD made me much more relaxed about conducting the
research interviews. This was especially the case with regards to feeling comfortable
managing the potential that talking about NEAD could potentially trigger a seizure, although
this did not happen. | found it relatively easy to build rapport, and found that participants
were open to exploring their experiences. | debriefed after research interviews and continued
taking notes in my reflective journal throughout, which helped me to deal with the sometimes
emotional content of the interview.

Conclusion

In conclusion, this research highlights the complex process of sense making that
individuals with NEAD can experience. It also highlights that this is not a ‘one size fits all’
experience, but that different individuals want and need different things with regards to their
illness. The importance of professionals bearing this in mind when working with individuals
with NEAD is emphasised. Overall the project was interesting and the findings will

influence my future clinical practice.
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The integrated datasetrequired for your projectwill be created from the answers you give to the following questions. The
system will generate only those questions and sections which (a) applyto your study type and (b) are required by the bodies
reviewing your study. Please ensure you answer all the questions before proceeding with your applications.

Please complete the questions in order. If you change the response to a question, please select‘Save’ and review all the
guestions as your change may have affected subsequentquestions.

Please enter ashort title for this project (maximum 70 characters)
How do individuals understand ofa diagnosis of NEAD?

1.Is your project research?

®Yes 'No

2. Selectone category from the list below:

(") Clinical trial of an investigational medicinal product

{__ Clinical investigation or other study of a medical device

{_ Combined trial of an investigational medicinal productand an investigational medical device

{_ Other clinical trial to study a novel intervention or randomised clinical trial to compare interventions in clinical practice
Basic science studyinvolving procedures with human participants

" Study administering questionnaires/interviews for quantitative analysis, or using mixed quantitative/qualitative
methodology

{® Study involving qualitative methods only

_ Study limited to working with human tissue samples (or other human biological samples) and data (specific project
only)

{7 Study limited to working with data (specific projectonly)
(" Research tissue bank

" Research database

If your work does not fit any of these categories, select the option below:

(. Other study

2a. Please answer the following question(s):

a) Does the study involve the use of anyionising radiation? 1Yes @ No

b) Will you be taking new human tissue samples (or other human biological samples)? {1Yes @ No

c) Will you be using existing human tissue samples (or other human biological samples)? ) Yes (& No
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3. In which countries of the UK will the research sites be located?(Tick all that apply)

[+ England
[ ] Scotland

[ Wales
[]NorthernIreland
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3a.In which country of the UK will the lead NHS R&D office be located:

® England

{7 Scotland

) Wales

) Northern Ireland

"1 This study does not involve the NHS
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4. Whichreview bodies are you applying to?

[ JHRAApproval

[+ NHS/HSC Research and Developmentoffices
[] Social Care Research Ethics Committee

[w] Research Ethics Committee

[] Confidentiality Advisory Group (CAG)

[] National Offender Management Service (NOMS) (Prisons & Probation)

For NHS/HSC R&D offices, the ClI must create Site-Specific Information Forms for each site, in addition to the
study-wide forms, and transfer them to the Pls or local collaborators.

5. Willany research sites in this study be NHS organisations?

@ Yes (No

5a.Are allthe research costs andinfrastructure costsfor this study provided by an NIHR Biomedical Research Centre,
NIHR Biomedical Research Unit, NIHR Collaboration for Leadership in Health Research and Care (CLAHRC) or NIHR
Research Centre for Patient Safety & Service Quality in all study sites?

1Yes @ No

If yes and you have selected HRA Approvalin question 4 above, your study will be processed through HRA Approval.

If yes, and you have not selected HRA Approvalin question 4 above, NHS permission for your study will be processed
through the NIHR Coordinated System for gaining NHS Permission (NIHR CSP).

5b. Do you wishto make an application for the study to be considered for NIHR Clinical Research Network (CRN) support
and inclusion in the NIHR Clinical Research Network (CRN) Portfolio? Please see information button for further details.

{1Yes @ No

If yes, you mustcomplete a NIHR Clinical Research Network (CRN) Portfolio Application Form immediately after
completing this project filter and before submitting other applications. Ifyou have selected HRA Approval in question 4
above your study will be processed through HRA Approval. If not, NHS permission for your study will be processed through

the NIHR Coordinated System for gaining NHS Permission (NIHR CSP).

6.Do you plan to include any participants who are children?

{JYes (@ No

7. Do you plan at any stage of the project to undertake intrusive research involving adults lacking capacityto consent
for themselves?

{)Yes (@ No

Answer Yes if you plan to recruit living participants aged 16 or over who lack capacity, orto retain them in the study following
loss of capacity. Intrusive research means any research with the living requiring consentin law. This includes use of
identifiable tissue samples or personal information, except where application is being made to the Confidentiality Advisory
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Group to set aside the common lawduty of confidentiality in England and Wales. Please consultthe guidance notes for
further information on the legal frameworks for research involving adults lacking capacity in the UK.

8. Do you plan to include any participants who are prisoners or young offenders in the custody of HM Prison Service or
who are offenders supervised by the probation service in England or Wales?

{JYes (@ No

9. Is the study or any part of it being undertaken as an educational project?

@ Yes ()No

Please describe brieflythe involvementof the student(s):
The thesis for a doctoral programme in Clinical Psychology

9a.ls the project being undertaken in part fulfilment of a PhD or other doctorate?

@ Yes (JNo

10. Will this research be financially supported by the United States Department of Health and Human Services or any of
its divisions, agencies or programs?

{Yes (@ No

11. Will identifiable patient data be accessed outside the care team without prior consent at any stage of the project
(including identification of potential participants)?

{JYes @ No

Chapter 1 Integrated Research Application System
Application Form for Research involving qualitative methods only

INHS!

Health Research Authority

' Application to NHS/HSC Research Ethics Committee

The Chief Investigator should complete this form. Guidance on the questions is available wherever you see this
symbol displayed. We recommend reading the guidance first. The complete guidance and a glossaryare available by
selecting Help.

Please define any terms oracronyms that mightnot be familar to lay reviewers of the application.

Short title and version number: (maximum 70 characters - this will be inserted as header on all forms)
How do individuals understand ofa diagnosis of NEAD?
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Please complete these details after you have booked the REC application for review.

REC Name:

]

REC Reference Number: Submission date:
15ES/0136 05/08/2015

Al.Rull title of theresearch:

How do individuals understand a diagnosis of non-epileptic attack disorder?

A2-1.Educational projects

Name and contact details of student(s):

Student 1

Address

Post Code
E-mail
Telephone
Fax

Title Forename/Initials Surname
Mrs Nicola Tikare

Department of Health and Medicine
School of Psychology, Furness Building
Lancaster University

LAL 4YG

n.tikare@lancaster.ac.uk

01524 592970

Give details of the educational course or degree for which this researchis being undertaken:
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Name and level of course/ degree:
Doctorate in Clinical Psychology

Name of educational establishment:
Lancaster University

Name and contact details of academic supervisor(s):

Academic supervisor 1

Title Forename/Initials Surname
Dr Fiona Eccles

Address Departmentof Health and Medicine
School of Psychology, Furness Building
Lancaster University

Post Code LAL14YG

E-mail f.eccles@lancaster.ac.uk
Telephone 01524 592970

Fax

Please state which academic supervisor(s) has responsibilityfor which student(s):
Please click "Save now" before completing thistable. Thiswill ensure that all of the student and academic supervisor
details are shown correctly.

Student(s) Academic supervisor(s)

t t 1 Mrs Nicola Tik :
Studen rs Nicola Tikare [+ Dr Fiona Eccles
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A copy of a current CV for the student and the academic supervisor (maximum 2 pages of A4) must be submitted with the
application.

A2-2.Who will act as Chief Investigator for this study?

{®) Student
) Academic supervisor
("1 Other

A3-1.Chief Investigator:

Title Forename/Initials Surname
Mrs Nicola Tikare

Post Trainee Clinical Psychologist

BSc (Hons) Psychologywith Criminology

Qualifications MSc Forensic Psychology

Employer Lancashire Care NHS Foundation Trust
Work Address Faculty of Health and Medicine
Furness Building, Lancaster University
Lancaster
Post Code LA14YG

Work E-mail n.tikare@lancaster.ac.uk
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* Personal E-mail nicoa.tikare @live.co.uk
Work Telephone 01524 592970

* Personal Telephone/Mobile 07989164394

Fax
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* This information is optional. It will not be placed in the publicdomain or disclosed to any other third party without prior
consent.

A copy of a current CV (maximum 2 pages of A4) for the Chief Investigator must be submitted with the application.

A4.Who is the contact on behalf of the sponsor for all correspondence relating to applications for this project?
This contact will receive copies of all correspondence from REC and HRA/R&D reviewers that is sent to the ClI.

Title Forename/Initials Surname
Ms Debbie Knight

Address Research Ethics Officer, Research Support Office
B58 Bowland Main
Lancaster University

Post Code LALAYT

E-mail ethics@lancaster.ac.uk
Telephone 01524592605

Fax

A5-1.Researchreference numbers. Please give any relevantreferences for your study:

Applicant's/organisation's own reference number, e.g.R & D (if
available):

Sponsor's/protocol number:
Protocol Version: Version 1
Protocol Date: 27/07/2015
Funder's reference number:

Project website:

Additional reference number(s):

Ref.Number Description Reference Number

Registration of research studies is encouraged wherever possible. You may be able to register your study through
your NHS organisation or a register run by a medical research charity, or publish your protocol through an open
access publisher. Ifyou have registered your study please give details in the "Additional reference number(s)" section.

A5-2.Is this application linked to a previous study or another current application?
{JYes (@ No

Please give briefdetails and reference numbers.
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A6-1.Summary of the study. Please provide a brief summary of the research (maximum 300 words) using language
easily understood by lay reviewers and members ofthe public. Where the research is reviewed by a REC within the UK
Health Departments’ Research Ethics Service, this summary will be published on the Health Research Authority (HRA)

website following the ethical review. Please referto the question specific guidance for this question.

The study will investigate the experience of having a diagnosis of non-epileptic

attack disorder (NEAD). In particular it will focus on those who are struggling to make sense of this often confusing
diagnosis.NEAD is a condition which is often only diagnosed following a lengthy illness historyand which often is
misdiagnosed in the first instance. It can be difficultfor individuals to accepta psychological explanation for what feels
a very physical condition, and this has implications in terms ofengagementin psychological treatment. It would be
useful to find out more about the experience of coming to terms with this diagnosis, particularlyfor those who are
struggling with this process. Learning more aboutindividuals'experiences may help inform therapeutic approaches,

particularlyfor those who find the condition difficultto understand or accept.

4-9

A6-2. Summary of main issues. Please summarise the main ethical, legal, or managementissues arising from your study

and say how you have addressed them.

Not all studies raise significantissues. Some studies may have straightforward ethical or other issues that can be identified
and managed routinely. Others may presentsignificantissues requiring further consideration by a REC, R&D office or other

review body (as appropriate to the issue). Studies that present a minimal risk to participants may raise complex
organisational orlegalissues. You should try to consider all the types of issues that the different reviewers may need to
consider.

Purpose and design:

To understand whatitis like to try to come to terms and make sense ofadiagnosis of NEAD itis necessaryto gain the
expertise of the individuals themselves who have experienced this first hand. Thus, a qualitative methodologyseems
to be mostappropriate, which will allow a rich and detailed account of the participants'experiences. Semi-structured
interviews ensure thatthe participantis able to guide the content of the interview, as well as covering specific topics
which are informed by previous research. Aservice userwas involved in the developmentof this proposal, in addition to
being advised by research staffat Lancaster Universityand clinicians at ||| | JJEIlH ospital Neuropsychology
senice and Neurologydepartment, and | JllH ospital Neuropsychologyservice.

Recruitment:

Initial identification of and contact with potential participants will be carried outby staff within the services and who have
permissionto access medical records as partof their current role. A recruitmentpack will either be sentout to the
individual's home address orwill be given to the individual at the initial screening/assessmentappointment.

Participants will be reassured by the clinician that their decision as to whether or not to participate will not be known by
the service and will not affect their care. No incentives will be offered for taking partin the research, but travel expenses

up to the value of £20 will be reimbursed.
Exclusion criteria: individuals who have a dual diagnosis of NEAD and epilepsywill be excluded from the study as this
would be experienced differently to having NEAD alone.

Consent:

Potential participants will be provided with the participantinformation sheetas partofthe recruitmentpack. If they
express an interestin taking partin the study, the ChiefInvestigator will ring the potential participantand discuss the
information sheetwith them in detail, allowing time for questions to be answered. Before the interview takes place, the
ChiefInvestigator will go through the information sheetagain and ask participantsifthey have any further questions.
They will be reminded thatthey can withdraw their consentwithoutgiving a reason, up until two weeks after the
interview. Participants will then be asked to sign a consentform, which will include their consentfor the interview to be
audio recorded. Participants will also be asked to give consentfor their home address to be known by the researcher,
if they wish to receive a copy of the report, or their email address ifthey wish to have the findings emailed to them.

Risks and benefits:

Receiving a diagnosis of NEAD can be a distressing experience and discussing this process offeeling uncertain
about this diagnosis maybe difficult for participants. It is also acknowledged that many individuals who receive a
diagnosis of NEAD may have had previous traumatic life experiences. Although these will not explicitly be included in
the interview questions,itis possible thatparticipants will talk about them or think aboutthem. To ensure that the risk
of distress is minimised, participants will be informed thatthey can withdraw or take a break from the interview at any
point. Participants will also be given a time to discuss anydifficultemotions broughtup by the interview during the
debriefing stage, and will receive a debriefsheetwhich will signpostthem to relevant services. Participants will also be
made aware ofthe limits to confidentiality prior to the interview.

It is possible thattalking about the diagnosis could trigger a non-epileptic attack. Participants will be asked during the
consentprocess at ||| o\ bestthey would like to ChiefInvestigator to react if they did experience
such an attack, and this will be followed. At || I if an attack happened on site the departmental protocol
would be followed. Should the participantsustain an injury which would require medical attention either in the
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communityor within the service locations, the respective neuropsychologyservice protocols would be followed.

The study does notintend to provide any therapeutic benefits to individuals taking part. However, it is hoped that the
information gained through the research could help improve the care provided to individuals who struggle to comes to
terms with their diagnosis of NEAD.

Confidentiality:

The “Caldicott Principles”and the Data Protection Act (1998) have been consulted during the design of this research.
No personal information will be recorded until an individual opts in to the research. Interviews will be audiotaped and
transcribed — both the audio recordings and transcriptions will be kept on a password protected accounton the
Lancaster Universitynetwork. Recordings will be deleted offthe audio recorder upon transfer, and deleted from the
network upon submission ofthe project. Transcriptions will be anonymised. Participants will be allocated a
pseudonym which will then be used within the transcripts and in all subsequentanalysis and reporting.

Transcripts will be kept for ten years following completion or publication of the thesis, whichever is longer.
Participants will be informed prior to the interview that confidentialitymay have to be broken if the ChiefInvestigator
deems the participantor others to be at significantrisk. In this situation, the Chief Investigator would seek advice from

the relevant field supervisor,taking the participant's preference into account where possible.

A6-3. Proportionate review of REC application The initial projectfilter has identified thatyour study may be suitable for
proportionate review by a REC sub-committee. Please consultthe current guidance notes from NRES and indicate whether
you wish to apply through the proportionate reviewservice or, taking into account your answer to A6-2, you considerthere
are ethical issuesthat require consideration ata full REC meeting.

{®) Yes - proportionate review () No - review by full REC meeting

Further comments (optional):

Note: This question only appliesto the REC application.

A7.Selectthe appropriate methodology descriptionfor this research. Please tick all that apply:

[ ] Case series/case note review

[ ] Case control

[ ]Cohortobservation

[ ] Controlled trial without randomisation
[] Cross-sectional study

[ ]Database analysis

[ ] Epidemiology

[] Feasibility/ pilot study

[ ] Laboratorystudy

[] Metanalysis

[+ Qualitative research

E Questionnaire, interview or observation study
[] Randomised controlled trial

[] Other (please specify)

A10.Whatis the principal research question/objective? Please put this in language comprehensible to a lay person.

How do people understand a diagnosis of NEAD?
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All.Whatarethe secondary research questions/objectives if applicable? Please put this in language comprehensible to
a lay person.

N/A

Al12.Whatis the scientific justification for the research? Please put this in language comprehensible to a lay person.

Non-epileptic attack disorder (NEAD) is characterised by the presence of seizures thatmay resemble those ofan
epileptic nature, but have no electrophysiological correlate or clinical evidence that would supporta diagnosis of
epilepsy(Bodde et al, 2009). The importance of early diagnosis of NEAD has long been recognised (Moore & Baker,
1997), yet the erroneous diagnosis of epilepsyin the firstinstance is relatively common (Benbadis, 2005) and has a
negative impacton long term prognosis. This is further complicated by the large number of labels used when referring
to this condition (Scull, 1997), which can cause confusion to both clientand practitioner alike.

Non-epileptic attack disorderis a condition where seizures are unconsciouslyproduced. Unless clients acceptand
understand the diagnosis, they will generally not engage with recommendations and this will ultimatelyhave a
negative impacton treatment (Carton, Thompson & Duncan, 2003). Nettleton (2006) describes thatdiagnoseswith an
organic basis can prove to be a positive experience for individuals interms of legitimisation oftheir symptoms buta
diagnosis thatcorrelates with medically unexplained symptoms delegitimises the experience of individuals and
makes itdifficultfor them to accept. It can be difficultto get clients to accepta psychological explanation to whatthey
feel is a very physical problem,which can lead to feelings of confusion and anger following diagnosis, notfeeling that
their symptoms have been legitimised (Carton, Thompson & Duncan, 2003). Furthermore, with various diagnostic
labels for the symptoms of NEAD and a tendency for professionals to misdiagnose, the diagnosis maynot be
delivered in a concrete manner.

Increasing our understanding ofthe sense making process for people who have received a diagnosis of NEAD and
who are struggling to make sense of it would be helpful in finding the best way to supportthese clients, who still
require a level of supportandinput. Giving such individuals a voice could help determine the bestways to offer them
support, not assuming ordemanding thatclients mustaccept the psychological cause of their diagnosis in orderto
engage fully in therapy

Al13. Please summarise your design and methodology. It should be clear exactly what will happen to the research
participant, how manytimes andin what order. Please complete this section in language comprehensible to the lay person.
Do not simply reproduce orreferto the protocol. Further guidance is available inthe guidance notes.

A gualitative methodologywas deemed appropriate as the study aims to illuminate the first hand experience of
individuals. Semi structured interviews were chosen to gather the qualitative data as this allows the researcherto
include areas highlighted byprevious research, butultimatelyto be guided by the participant.

Population:

Potential participants will be recruited from the waiting listwithin the [ JJfBfllNeuropsychology Senice and the
assessmentstage in the | N curopsychologysenice. Individuals who have been given a diagnosis of
NEAD by a neurologistand who self identify as struggling to make sense ofit will be included. Individuals with a dual
diagnosis of NEAD and epilepsywill be excluded.

Recruitment:

Potential participants will be provided with a copy of the participantinformation sheetand an opt-in form. If the potential
participantexpresses interestin the study through returning the opt in form or phoning/emailing the Chief Investigator,
they will receive a call from the Chief Investigator who will discuss the participantinformation sheetwith them, discuss
the inclusion criteria, and answer anyquestions. If the individual is willing to participate, a time, date and location for
interview would be agreed. For participants atthe || ]EBHospital site, a cover letter from the service lead, i}
IR ' be sentwith the other documentation to those on the waiting listvia post.

Interview:

Participants will be asked to take partin one interview which will lastapproximately one hour. Before beginning the
interview the researcher will discussthe participantinformation sheetwith the participantand again answer any
questions. A written consentform will be completed atthis point. This willinclude consentforthe interviews to be
audiotaped. It is anticipated that these interviews will be conducted between July and November 2015.

During the interview, participants will be asked questions in line with the interview schedule. This schedule is semi
structured so that participants can discuss issues which they feel is pertinant to the research question. At the end of
the interview, the participantwill be given time to discuss anything broughtup by the interviews and will be provided
with adebriefsheet. This willthankthe participantfor taking part in the study and pointthem towards independent
sources of support.
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After all interviews have been completed, the ChiefInvestigator will analyse the transcripts using interpretative
phenomenological analysis, with supportfrom the acadmic supervisor. The final report will be prepared from
November2015 and submitted as partof the Chief Investigator’'s Doctorate in Clinical Psychologyin February 2016.
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Al4-1.In which aspects of the research process have you actively involved, or will you involve, patients,service users,
and/or their carers, or members of the public?

[wi Design of the research
[]Managementofthe research
[] Undertaking the research
[]Analysis of results

] Dissemination offindings
[]None of the above

Give details of involvement, or if none please justify the absence ofinvolvement.
A service useradvisor read and commented on the supporting participantdocuments, including the information
sheet,optin form, informed consent, debriefand interview schedule.

Al17-1.Pleaselist the principal inclusion criteria (listthe most important, max 5000 characters).

Potential participants will have received a diagnosis of non-epileptic attack disorder from a neurologistand will self
identify as struggling to make sense of this diagnosis.

Al17-2.Pleaselist the principal exclusion criteria (list the most important, max 5000 characters).

Potential participants mustnothave major comorbid neurological problems, for example concurrent epileptic seizures.

Potential participants will nothave begun formal psychological therapy(although mayhave had screening
appointments)

A18.Give details of all non-clinical intervention(s) or procedure(s)that will be received by participants as part of the
research protocol. These include seeking consent, interviews, non-clinical ob servations and use of questionnaires.

Please complete the columns for each intervention/procedure as follows:
1. Total number ofinterventions/proceduresto be received by each participantas partof the research protocol.

2. If this intervention/procedure would be routinelygiven to participants as partof their care outside the research,
how many of the total would be routine?

3. Average time taken per intervention/procedure (minutes, hours or days)

4. Details of who will conduct the intervention/procedure, and where it will take place.

Intervention or procedure 123 4
Telephone call from ChiefInvestigatorto 1 20 Chieflnvestigator by phone
discuss Participant minutes

Information Sheet, answer questions and
arrange interview

Seeking consent 1 15 Chieflnvestigator NHS Trustsite or appropriate
minutes communityvenue
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Interview 1 60 Chieflnvestigator NHS Trustsite or appropriate
minutes communityvenue

Debrief 1 10 Chieflnvestigator NHS Trustsite or appropriate
minutes communityvenue

A21.How long do you expect each participant to be inthe study in total?

Up to 60 minutes

A22.What are the potential risks and burdens for research participants and how will you minimise them?

For all studies, describe any potential adverse effects, pain, discomfort, distress, intrusion, inconvenience or changes
to lifestyle. Only describe risks or burdens that could occur as a result of participation in the research. Say what steps
would be taken to minimise risks and burdens as far as possible.

Participants will be asked to discuss their experience of receiving a diagnosis of NEAD which they are struggling to
make sense of. Receiving such a diagnosis can be an upsetting and confusing experience, and this may resultin
participants becoming upsetduring interviews. To minimise this risk, participants will be informed prior to the
interview that they are able to take a break or stop the interview at any point. They will also be provided with a debrief
sheetwhich gives details ofrelevant organisations should theyfeel that they require further support. Participants will
have time after the interview to discuss anydifficult emotions. If the Chieflnvestigatoris concerned for the participant's
safety (or that of others), they will explain to the participantthat they mustbreach confidentialityand discussthis with a

supenvisor, subsequentlytaking appropriate action if necessary.

A23.Will interviews/questionnaires or group discussions include topics that might be sensitive,embarrassing or
upsetting, oris it possible that criminal or other disclosures requiring action could occur during the study?

@ Yes (JNo

If Yes, please give details of proceduresin place to deal with these issues:

Interviews will include topics that may be distressing to participants, in particular their experiences after receiving a
diagnosis of NEAD. The Chief Investigator is a trainee clinical psychologistwho has experience working with
individuals in highly emotive situations. The other members ofthe researcherteam are qualified clinical
psychologists with extensive experience of working with risk, and will be available to provide supportfor the Chief

Investigator.
If participants disclose anyinformation which identifies concerns over a clinician's practice, the Chief Investigator will

discuss this immediatelywith their academic supervisor.

A24.Whatis the potential for benefitto research participants?

There are no directtherapeutic benefits anticipated for participants taking partin the study, although the process of
talking abouttheir experiences maybe a positive experience.

A26.What are the potential risks for the researchers themselves? (ifany)

If the researcheris conducting an interview atcommunitylocations theywill follow the fieldwork guidance provided by
Lancaster University.

This willinvolve the researcherinforming a peer trainee clinical psychologistfrom the Lancaster Universitycohort (to

be identified and agreed priorto interview being arranged) ofher destination, time ofarrival and estimated time of
return. This includes giving the peer trainee an envelope containing details ofthe interview, which would be destroyed
after the interview if not needed. This information could also be given to the peer clinical psychologistin an emailed
password protected file which would be more convenient for interviews arranged at shortnotice. The researcherwould
then contact the peertrainee clinical psychologistbytelephone to confirm they are safe. If the researcherdoes notget
in contact at the estimated time of return, emergency policies would be employed. Should the researcher be
conducting multiple interviews, frequent telephone calls should be placed to keep the peer up to date on her progress
and where exactly sheis.

The Chieflnvestigator recognisesthatcompleting the interviews is likelyto be emotionallychallenging attimes. She
will seek regular supervision and supportfrom other members ofthe research team, or a peertrainee clinical

psychologist, to minimise this risk.
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A27-1.How will potential participants,records or samples be identified? Who will carrythis out and whatresources will
be used?For example, identification may involve a disease register, computerised search of GP records, or review of

medical records. Indicate whether this will be done by the direct healthcare team or by researchersacting under
arrangements with the responsible care organisation(s).

Potential participants will be idenitified by a memer ofthe research team who currently works within the
neuropsychologyservice as a member ofthe direct care team.

Waiting lists and referral information will be screened for inclusion and exclusion criteria. Should it be necessary,
medical records will be accessed atthis stage to further screen for the inclusion and exclusion criteria. This will be

done by a member of the research team, who has access to medical records as part of their clinical duties.

A27-2.Will the identification of potential participants involve reviewing or screening the identifiable personal
information of patients, service users or any other person?

@ Yes (ONo

Please give detailsbelow:
The medical notes of potential participants may be screened to ensure that they meet the inclusion criteria. This will be
carried out by a member of the research team who is also a member ofthe direct care team in the service.

A27-4.Will researchers orindividuals other than the direct care team have access toidentifiable personal information
of any potential participants?

{JYes (@ No

A28.Will any participants be recruited by publicity through posters, leaflets, adverts or websites?

{iYes (@'No

A29.How and by whom will potential participants first be approached?

Participants will either be given participantpacks by the Clinical Psychologistin the respective service at a screening
appointment, or for the ||| il site only. will be sentthe information sheetand optin form via postwith a
covering letter by the service lead whilstthey are on the waiting list.

A30-1.Will you obtain informed consent from or on behalf of research participants?

®Yes (No

If you will be obtaining consentfrom adult participants, please give details of who will take consent and how it will be
done,with details of any steps to provide information (a written information sheet, videos, or interactive material).
Arrangements for adults unable to consentfor themselves should be described separately in PartB Section 6, and for
childrenin Part B Section 7.

If you planto seek informed consentfrom vulnerable groups, say how you will ensure that consentis voluntary and
fully informed.

Potential participants will be provided with a written information sheetwithin their recruitmentpack which provides
comprehensive information regarding the research and their role. They will have the opportunity to discuss this before
opting to take partin the studyand againimmediatelybefore the interview. At this time, the information sheetwill be
verbally explained by the researcher,and participants will be given time to ask any questions. They will then be asked
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to sign a consentform, which will be kept by the researcher.

In accordance with the Departmentof Health's guidance for social scientists on the Mental Capacity Act, capacity will
be assumed bythe act of consenting to participate. However, the Chief Investigator will use herjudgementto
determine whetherthe individual has fully understood the information provided and has been able to make a free
decision. The ChiefInvestigator is a trainee clinical psychologistwho has experience of seeking consentfrom a
range of individuals in clinical practice.

Potential participants will be informed that participation is entirelyvoluntary and accepting or declining to participate
will not affect their care in any way.

If you are not obtaining consent, please explain why not.

Please enclose a copy of the information sheet(s) and consent form(s).

A30-2.Will you recordinformed consent (or advice from consultees) inwriting?

w Yes (JNo

A31.How long will you allow potential participants to decide whether or not to take part?

There will be no specified time limitstated but potential participants will accepted into the research on a first come first
served basis with interviews being conducted until this is nolonger feasible either due to time constraints or

participantnumbers being reached.

A33-1.What arrangements have been made for persons who might not adequately understand verbal explanations or
writteninformation given in English, or who have special communication needs?(e.g.translation, use of interpreters)

Unfortunately there are not funds available to supportthe use of interpretators.
It may also be difficult to fully engage with the sense-making focus ofinterpretative phenomenological analysis when

language is interpretated.

A35.What steps would you take if a participant,who has given informed consent, loses capacity to consent during the
study? Tick one option only.

") The participant and all identifiable data or tissue collected would be withdrawn from the study. Data or tissue which
is notidentifiable to the research team may be retained.
{® The participantwould be withdrawn from the study. Identifiable data or tissue alreadycollected with consentwould

be retained and used inthe study. No further data or tissue would be collected or any other research procedures carried
(EHI' on orin relation to the participant.

- . The participantwould continue to be included in the study.
~ Not applicable —informed consentwill not be soughtfrom any participants in this research.

O

Not applicable —itis not practicable for the research team to monitor capacity and continued capacity will be
assumed.

Further details:
Participants'capacity will be assessed immediatelyprior to the interview.

Shortly after the interview transcripts will be produced which use pseudonyms and do not include identifiable information
and audio recordings will be destroyed.

If you planto retain and make further use of identifiable data/tissue following loss of capacity, you should inform
participants aboutthis when seeking their consent initially.
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A36.Will you be undertaking any of the following activities at any stage (including in the identification of potential
participants)?(Tick as appropriate)

[]Access to medical records by those outside the direct healthcare team

[+ Electronic transfer by magnetic or optical media, email or computer networks
[]Sharing of personal data with other organisations

[]Export of personal data outside the EEA

[+l Use of personal addresses, postcodes, faxes, emails or telephone numbers
[w] Publication of direct quotations from respondents

[ ] Publication of data that mightallow identification of individuals

[+ Use of audio/iisual recording devices

[+4 Storage of personal data on any of the following:

[ 1Manual files including X-rays

[] NHS computers

[ ]Home or other personal computers
[+ University computers

[] Private companycomputers

[ ] Laptop computers

Further details:

Participants'personal address will be used by the direct care team in some cases to provide them with recruitment
packs. Participants will also be offered the opportunityto receive a brief report of the findings ofthe study. If they wish to
receive this, they will be asked to provide verbal consentfor the researcherto keep a record of their address, email
address ortelephone number.

Direct quotations from participants used in publications will be anonymised using pseudonyms. Participants will be
askedto provide consentfortheir interview to be recorded using an audio device. Theses files will be transferred to
and stored on a password protected computer and will be destroyed following transcription and analysis.

A38.How will you ensure the confidentiality of personal data?Please provide a general statementofthe policy and
procedures for ensuring confidentiality, e.g. anonymisation or pseudonymisation of data.

Personal data will be handled in accordance with the confidentiality model described inthe NHS Code of
Confidentiality (protect, inform and provide choice).

Data will be kept securely . No personal data will be kept, unless a participantwishes to be informed of the findings of
the study as mentioned described above.

Audio recordings will be transferred onto the secure university network with original recordings being deleted upon
transfer. Recordings will be transcribed and anonymised. Recordings will be deleted upon submission ofthe thesis.
Consentforms will be scanned onto the university network and stored securely for 10 years following submission or
publication ofthe thesis, whicheveris longer.

Anonymised quotes may be used when disseminating the research findings. Participants will complete a consent
form which allows them to state whether they are happy for their personal datato be usedin an anonymised format

within publications.

A40.Who will have access to participants' personal data during the study? Where accessis byindividuals outside the
direct care team, please justify and say whether consent will be sought.

Personal data will be accessed bymembers ofthe direct care team during the recruitment process. The Chief
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Investigator will have access to personal data if the individual opts into the study and provides this information via an
optin form, thus indicating consentfor this information to be shared with the ChiefInvestigator.

Participants will be advised as to who will have access to their personal data within the participantinformation sheet.

A43.How long will personal data be stored or accessed after the study has ended?

@) Less than 3 months
{Z)3 -6 months

{16 —12 months

("1 12 months — 3 years
() Over 3 years

A46.Will research participants receive any payments, reimbursement of expenses or any other benefits or incentives
for taking partin this research?

@®Yes (ONo

If Yes, please give details. For monetary payments, indicate how much and on what basis this has been determined.
Participants will receive reimbursementoftravel expenses from Lancaster University, up to a maximum of £20.

A47.Will individual researchersreceive any personal payment over and above normal salary, or any other benefits or
incentives, for taking partin this research?

{JYes (@ No

A48. Does the Chief Investigator or any other investigator/collaborator have any direct personal involvement (e.g.
financial, share holding, personalrelationship etc.) in the organisations sponsoring or funding the research that may
give riseto a possible conflict of interest?

{JYes @ No

A49-1.Will you inform the participants’ General Practitioners (and/or any other health or care professional responsible
for their care)thatthey are taking part in the study?

C‘ Yes {5“ No

If Yes, please enclose a copy of the information sheet/letter for the GP/health professional with a version numberand date.

A50.Will theresearch beregistered ona public database?

{JYes @ No

Please give details, or justify if not registering the research.
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The researchis in partial fulfillmentof an educational doctoral research programme, and no suitable database exists.

Registration of research studies is encouraged wherever possible.

You may be able to register your study through your NHS organisation or a register run by a medical research charity,
or publish your protocol through an open access publisher. Ifyou are aware of a suitable register or other method of
publication, please give details. If not, you may indicate that no suitable register exists. Please ensure that you have

entered registry reference number(s) in question A5-1.

A51.How do you intend to report and disseminate the results of the study?Tick as appropriate:

[wi Peer reviewed scientific journals
[]Internal report

[+ Conference presentation

[] Publication on website

[ ] Other publication

[ ] Submissionto regulatoryauthorities

[ ] Access to raw data and rightto publish freelyby all investigators in studyor by Independent Steering Committee
on behalfof allinvestigators

No plans to report or disseminate the results
Other (please specify)
Feedbackto the services involved

A53.Will you inform participants of the results?
@ Yes (No
Please give details of how you will inform participants or justify if not doing so.

Participants will be given the opportunity to consentto receive a brief reportwhich will highlightthe main findings and
implications ofthe research.

A54.How has the scientific quality of the researchbeenassessed?Tick as appropriate:

[ ]Independentexternal review

[ ]Review within a company

[ ] Review within a multi-centre research group

[+} Review within the Chief Investigator's institution or hostorganisation
[+ Review within the research team

[+] Review by educational supervisor

[] Other

Justify and describe the review process and outcome. If the review has been undertaken butnotseen bythe

researcher, give details of the body which has undertaken the review:
The research question has been reviewed by the research departmentatLancaster Universitydoctorate in clinical
psychology. Both the educational and field supervisors have reviewed the research proposal

For all studies exceptnon-doctoral studentresearch, please enclose a copy of any available scientific critique reports,
togetherwith any related correspondence.

For non-doctoral studentresearch, please enclose a copy of the assessmentfrom your educational supervisor/institution.

A59.Whatis the sample size for the research? How many participants/samples/data records do you plan to study in total?
If there is more than one group, please give further details below.




4-19
ETHICS SECTION

Total international sample size (including UK): 0
Total in European Economic Area: 0

Further details:
Between 6 and 12 participants will be recruited

A60. How was the sample size decided upon? If a formal sample size calculation was used, indicate how this was done,
giving sufficientinformation to justify and reproduce the calculation.

A purposive sampling technique will be adopted to ensure that the participants are bestpositioned to enable our
research questionto be explored. A minimumsample size of 6 participants was chosento ensure that a rich
understanding of each individual's experience can be achieved. It was feltthata maximum of 12 participants should
be sought, alongside interpretative phonemonological analysis guidelines (Smith, Flowers & Larkin, 2009).

A62.Please describe the methods of analysis (statistical or other appropriate methods, e.g. for qualitative research) by
whichthe datawill be evaluated to meet the study objectives.

Interpretative phenomenological analysis (IPA) is a qualitative approach committed to the examination of how people
make sense oftheir major life experiences (Smith, Flowers & Larkin, 2009). It has therefore been selected as an
appropriate analysis for this research which aims to understand how people make sense of their non-epileptic attacks
and having a diagnosis of NEAD. According to Smith, Flowers and Larkin (2009), IPA researchers are engaged in trying
to make sense ofthe participantwho is trying to make sense ofwhatis happeningto them.IPA is committed to the
detailed examination ofthe particular case, striving to know in detail whatthe individual person’s experienceis like and
what sense the individual person is making of it (Smith, Flowers & Larkin, 2009). For this reason, IPA studies generally
have relatively small sample sizes, with interviews being semi-structured with a flexible interview schedule, giving the
participantanimportantstake over what is covered in the interview. Transcripts are subsequentlyanalysed individually
and systematically.

A63. Other key investigators/collaborators. Please include all grant co—applicants, protocol co—authors and otherkey
members ofthe Chieflnvestigator'steam, including non-doctoral studentresearchers.

Title Forename/Initials Surname

Post
Qualifications
Employer
Work Address

Post Code
Telephone
Fax

Mobile
Work Email
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Qualifications

Employer
Work Address

Post Code
Telephone
Fax

Mobile

Work Email

A64-1.Sponsor

Lead Sponsor

Status: Commercial status:

") NHS or HSC care organisation

@) Academic

(") Pharmaceutical industry

(") Medical device industry

") Local Authority

(") Other social care provider (including voluntary sector or private organisation)
") Other

If Other, please specify:

Contact person

Name of organisation Lancaster University

Given name Debbie

Familyname Knight

Address Research Ethics Officer, Research Support Office, B58 Bowland Main
Town/city Lancaster University

Post code LA14YT

Country UNITED KINGDOM

Telephone 01524592605

Fax

E-mail ethics@lancaster.ac.uk

Is the sponsor based outside the UK?

iYes @ No

Underthe Research Governance Framework for Health and Social Care, a sponsor outside the UK mustappointa
legal representative established in the UK. Please consultthe guidance notes.

A65.Has external funding for theresearch beensecured?
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[]Funding secured from one or more funders
[ ]External funding application to one or more funders in progress
[wi No application for external funding willbe made

What type of research projectis this?
{® Standalone project
i) Project that is part of a programme grant
(") Project that is partof a Centre grant
{1 Project that is part of a fellowship/ personal award/research training award
() Other

Other —please state:
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A67.Has this or a similar application been previously rejected by a Research Ethics Committee in the UK or another
country?

{1Yes @ No

Please provide a copy of the unfavourable opinion letter(s). You should explain in your answer to question A6-2 how the
reasons for the unfavourable opinion have been addressed in this application.

A68-1.Give details of thelead NHS R&D contact for this research:

Title Forename/Initials Surname

Organisation
Address

Post Code
Work Email
Telephone

Fax
Mobile

Details can be obtained from the NHS R&D Forum website: http://mww.rdforum.nhs.uk

A69-1.How long do you expectthe studytolastin the UK?

Planned start date: 01/07/2015
Planned end date: 19/02/2016
Total duration:

Years: 0 Months: 7 Days: 19

A71-2.Where will the researchtake place? (Tick as appropriate)

[+ England
[ ] Scotland
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F Wales
] Northern Ireland

[] Other countries in European Economic Area
Total UK sites in study 2

Does this trial involve countries outside the EU?

C‘ Yes “-’? No
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A72.What host organisations (NHS or other)in the UK will be responsible for the research sites? Please indicate the
type of organisation byticking the boxand give approximate numbers of planned research sites:

[} NHS organisations in England 2
[ ]NHS organisations in Wales

[[]NHS organisations in Scotland

[ ]HSC organisationsin Northern Ireland
[ ] GP practices in England

[ ] GP practices in Wales

[ ] GP practices in Scotland

[ ] GP practices in Northern Ireland

[] Social care organisations

[ ]Phase 1 trial units

[ ]Prison establishments

]

[]Independenthospitals

[ ]Educational establishments
[]Independent research units

[ ] Other (give details)

Total UK sites in study: 2

A76-1.What arrangements will be made for insurance and/or indemnity to meet the potential legal liability of the
sponsor(s)for harm to participants arising from the management of the research? Please tick box(es) as applicable.

Note: Where a NHS organisation has agreed to act as sponsor or co-sponsor, indemnity is provided through NHS schemes.
Indicate if this applies (there is no need to provide documentary evidence). For all other sponsors, please describe the
arrangements and provide evidence.

[ ]NHS indemnity scheme will apply (NHS sponsors only)

[+ Other insurance orindemnityarrangements will apply (give details below)

Lancaster Universitylegal liabilitycover will apply

Please enclose a copy of relevant documents.

A76-2.What arrangements will be made for insurance and/or indemnity to meet the potential legal liability of the
sponsor(s)or employer(s) for harm to participants arising from the design of the research? Please tick box(es) as
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applicable.

Note: Where researchers with substantive NHS employment contracts have designed the research, indemnity is provided
through NHS schemes. Indicate if this applies (there is no need to provide documentary evidence). For other protocol
authors (e.g. company employees, university members), please describe the arrangements and provide evidence.

[+ NHS indemnityscheme will apply (protocol authors with NHS contracts only)
[wi Other insurance orindemnityarrangements will apply (give details below)

Lancaster Universitylegal liabilitycover will apply

Please enclose a copy of relevant documents.

A76-3.What arrangements will be made for insurance and/or indemnity to meet the potential legal liability of
investigators/collaborators arising from harm to participants in the conduct of theresearch?

Note: Where the participants are NHS patients, indemnity is provided through the NHS schemes or through professional
indemnity. Indicate if this applies to the whole study (there is no need to provide documentary evidence). Where non-NHS
sites are to beincluded in the research, including private practices, please describe the arrangements which will be made at
these sites and provide evidence.

[+ NHS indemnityscheme or professional indemnitywill apply (participants recruited at NHS sites only)
[ ]Researchincludes non-NHS sites (give details of insurance/indemnityarrangements for these sites below)

Lancaster Universitylegal liabilitycover will apply

Please enclose a copy of relevant documents.
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Please enter details of the host organisations (Local Authority, NHS or other)in the UK that will be responsible for the
research sites. For NHSsites, the host organisation is the Trust or Health Board. Where the research site is a primary care
site, e.g. GP practice, please insertthe host organisation (PCT or Health Board) in the Institution row and insert the research

site (e.g. GP practice) in the Departmentrow.

Research site Investigator/ Collaborator/ Contact

Institution name
Department name
Street address
Town/city

Post Code

Institution name
Department name
Street address
Town/city

Post Code
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D1.Declaration by Chief Investigator

1.

10.

11.

The information in this form is accurate to the bestof my knowledge and beliefand | take full responsibility for it.

I undertake to abide by the ethical principles underlying the Declaration of Helsinki and good practice
guidelines onthe proper conduct of research.

If the research is approved | undertake to adhere to the study protocol, the terms of the full application as
approved and any conditions setoutby review bodies in giving approval.

| undertake to notify review bodies of substantial amendments to the protocol or the terms of the approved
application, and to seek a favourable opinion from the main REC before implementing the amendment.

I undertake to submitannual progressreports setting outthe progress ofthe research, as required by review
bodies.

I am aware of myresponsibilityto be up to date and complywith the requirements ofthe law and relevant
guidelinesrelating to securityand confidentiality of patientor other personal data, including the need to register
when necessarywith the appropriate Data Protection Officer. | understand thatl am not permitted to disclose
identifiable data to third parties unless the disclosure has the consentof the data subjector, in the case of
patientdata in England and Wales, the disclosure is covered by the terms of an approval under Section 251 of
the NHS Act 2006.

I understand thatresearch records/data may be subjectto inspection by review bodies for audit purposes if
required.

I understand thatany personal datain this application will be held by review bodies and their operational
managers and that this will be managed according to the principles established in the Data Protection Act
1998.

I understand thatthe information contained in this application, any supporting documentation and all
correspondence with review bodies or their operational managers relating to the application:

ra Willbe held by the REC (where applicable) until atleast3 years after the end of the study, and by NHS
R&D offices (where the research requires NHS managementpermission) in accordance with the NHS
Code of Practice on Records Management.

ra May be disclosed to the operational managers of review bodies, or the appointing authority for the REC
(where applicable), in order to check that the application has been processed correctly or to investigate
any complaint.

ra May be seen by auditors appointed to undertake accreditation of RECs (where applicable).

ra Willbe subjectto the provisions of the Freedom of Information Acts and may be disclosedinresponse
to requests made under the Acts except where statutory exemptions apply.

ra May be sentby emailto REC members.

I understand thatinformation relating to this research, including the contact details on this application, maybe
held on national research information systems, and that this will be managed according to the principles
established in the Data Protection Act 1998.

Where the researchis reviewed by a REC within the UK Health Departments Research Ethics Service, |
understand that the summaryof this study will be published on the website of the National Research Ethics
Service (NRES), together with the contact pointfor enquiries named below. Publication will take place no earlier
than 3 months after issue ofthe ethics committee’s final opinion or the withdrawal of the application.

Contact point for publication(Not applicable for R&D Forms)

NRES would like to include a contact point with the published summary ofthe study for those wishing to seek further
information. We would b e grateful if you would indicate one of the contact points below.

O Chieflnvestigator
O Sponsor
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) Studyco-ordinator
() Student

(") Other— please give details

"3 None

Access toapplication for training purposes (Not applicable for R&D Forms)
Optional — please tick as appropriate:

[+f | would be content for members of other RECs to have access to the information in the application in confidence

for training purposes. All personal identifiers and references to sponsors, funders and research units would be
removed.

This section was signed electronicallyby Mrs Nicola Tikare on 05/08/2015 11:40.

Job Title/Post: Trainee Clinical Psychologist
Organisation: Lancaster University

Email: n.tikare@lancaster.ac.uk
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D2.Declaration by the sponsor's representative

If there is more than one sponsor, this declaration should be signed on behalfof the co—sponsors by a representative
of the lead sponsornamed atA64-1.

| confirm that:
1.

This research proposal has been discussed with the Chief Investigator and agreementin principle to sponsor
the researchis in place.

An appropriate process of scientific critique has demonstrated that this research proposal is worthwhile and of
high scientific quality.

Any necessaryindemnityor insurance arrangements, as described in question A76, will be in place before
this research starts. Insurance orindemnitypolicies will be renewed for the duration of the study where
necessary.

Arrangements will be in place before the study starts for the research team to access resources and support
to deliver the research as proposed.

Arrangements to allocate responsibilities for the management, monitoring and reporting of the research will
be in place before the research starts.

The duties of sponsorssetoutin the Research Governance Framework for Health and Social Care will be
undertakenin relation to this research.

Please note: The declarations belowdo not form part of the application for approval above. They willnotbe
considered by the Research Ethics Committee.

Where the researchis reviewed by a REC within the UK Health Departments Research Ethics Service, |
understand that the summaryof this study will be published on the website of the National Research Ethics
Service (NRES), together with the contact pointfor enquiries named in this application. Publication will take
place no earlier than 3 months after issue of the ethics committee's final opinion or the withdrawal ofthe
application.

Specifically, for submissions to the Research Ethics Committees (RECs) I declare that any and all clinical
trials approved by the HRA since 30th September 2013 (as defined on IRAS categories as clinical trials of
medicines, devices,combination of medicines and devices or other clinical trials) have been registered on a
publicallyaccessible registerin compliance with the HRA registration requirements for the UK, or that any
deferral granted by the HRA still applies.

This section was signed electronicallyby An authorised approver at ethics @lancaster.ac.uk on 05/08/2015 14:11.
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D3. Declaration for student projects by academic supervisor(s)

1. I have read and approved both the research proposal and this application.|am satisfied thatthe scientific content
of the research s satisfactoryfor an educational qualificationat this level.

2. | undertake to fulfil the responsibilities ofthe supervisorfor this study as setout in the Research Governance
Framework for Health and Social Care.

3. | take responsibilityfor ensuring thatthis studyis conducted in accordance with the ethical principles underlying the
Declaration of Helsinki and good practice guidelines on the proper conduct of research, in conjunction with clinical
supervisors as appropriate.

4. | take responsibilityfor ensuring thatthe applicantis up to date and complies with the requirements ofthe law and
relevant guidelinesrelating to securityand confidentialityof patient and other personal data, in conjunction with

clinical supervisors as appropriate.

Academic supervisor 1

This section was signed electronicallyby Dr Fiona Eccles on 05/08/201512:01.

Job Title/Post: Lecturer in Health Research
Organisation: Lancaster University

Email: f.eccles@lancaster.ac.uk
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RESEARCH PROTOCOL
How do individuals understand a diagnosis of NEAD?

Principal Investigator Trainee Clinical Psychologist Nicola Tikare

Field Supervisors: [

Research Supervisor: Lecturer in Research Methods Dr Fiona Eccles

Introduction

Non-epileptic attack disorder (NEAD) is characterised by the presence of seizures that may resemble
those of an epileptic nature, but have no electrophysiological correlate or clinical evidence that would support a
diagnosis of epilepsy (Bodde et al, 2009). The importance of early diagnosis of NEAD has long been recognised
(Moore & Baker, 1997), yet the erroneous diagnosis of epilepsy in the first instance is relatively common
(Benbadis, 2005) and has a negative impact on long term prognosis. This is further complicated by the large
number of labels used when referring to this condition (Scull, 1997), which can cause confusion to both client and
practitioner alike.

Non-epileptic attack disorder is a condition where seizures are unconsciously produced. According to
Reuber, Howlett, Khan and Grunewald (2007) a number of interacting predisposing, precipitating and
perpetuating factors exist, including biographical factors (such as abuse or trauma), biological factors (suchas
gender), psychological factors (such as dissociative tendencies), psychiatric morbidity, neurological comorbidity
(such as epilepsy), social aspects (such as friendships), broader cultural factors and opinions or cognitive styles
(suchas illness perceptions).

Benbadis (2005) suggests that one of the most vital steps in initiating treatment in NEAD is the delivery of the
diagnosis, due to the complex and often sensitive reactions on the part of the client'. However, it is thought that
unless clients accept and understand the diagnosis, they will generally not engage with recommendations and this
will ultimately have a negative impact on treatment (Carton, Thompson & Duncan, 2003).

According to Nettleton (2006) obtaining a diagnosis can, with reference to people with conditions such as
chronic pain, be a means of legitimising symptoms and illness experience, in addition to facilitating
communication with others about the condition. Nettleton (2006) goes on to describe that individuals who obtain

an organic basis for their symptoms are more inclined to feel relieved and justified, whereas those who could not
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obtain this concrete diagnosis and who were diagnosed with medically unexplained conditions, felt profound de-
legitimisation. It can be difficult to get clients to accept a psychological explanation to what they feelis a very
physical problem, which can lead to feelings of confusion and anger following diagnosis of NEAD, a condition
with no organic basis, leaving individuals not feeling that their symptoms have been legitimised (Carton,
Thompson & Duncan, 2003). Furthermore, with various diagnostic labels for the symptoms of NEAD and a
tendency for professionals to misdiagnose, people who then finally receive a diagnosis are understandably
confused.

Thompson, Isaac, Rowse, Tooth & Reuber (2009) explored what it is like to receive a diagnosis of NEAD.
Their findings suggested that the meaning the client makes of the diagnosis and their understanding of the seizures
is important as it impacts upon attitude towards, and engagement in, treatment. However, their sample included
only female participants and they were drawn from one neuropsychology service and had seen a neurologist with
special interests in seizure disorders. It is reported that NEAD clients are a heterogeneous group (Bodde et al,
2009), suggesting that such limitations in terms of sample, in addition to one recruitment site, make it difficult to
transfer these findings to other groups, such as male participants or those seen by different neurologists and from
other services. This research will aim to fill this gap in the existing literature.

Green, Payne and Barnitt (2004) examined illness perceptions among people with NEAD in relation to
Leventhal’s self-regulation model and reported that illness perceptions play an important role and have
implications for adjustment to the illness, acceptance of treatment and treatment outcomes. This suggests that
understanding the process of sense making of a diagnosis of NEAD could be vital in engaging clients in
psychological therapy, in addition to finding the best way to support them.

Wyatt, Laraway and Weatherhead (2014) explored the experience of engaging in psychological therapy
while adjusting to a diagnosis of NEAD and found that clients continued to voice uncertainties about their
diagnosis while they were in psychological therapy. Although this has implications for engagement in and success
of psychological therapy it excludes those who are on the waiting list for psychological therapy and who are trying
to make sense of the diagnosis without psychological input. 1t was also based on a sample from one NHS site and
included only one male participant. This research study will focus on the sense making process of people who
have received this diagnosis but are on the waiting list for psychological therapy in order to add understanding

specifically to what it is like to make sense of this diagnosis, the process that participants may go through, and
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how best they can be supported through this.

Increasing our understanding of the sense making process for people who have received a diagnosis of
NEAD and who are struggling to make sense of it would be helpful in finding the best way to support these
clients, who still require a level of support and input. Giving such individuals a voice could help determine the
best ways to offer them support, not assuming or demanding that clients must immediately accept the
psychological cause of their diagnosis in order to engage fully in therapy. Therefore this research will aim to
interview people who have received a diagnosis of NEAD, but are struggling to make sense of it. The data will be

analysed using interpretative phenomenological analysis as this is methodology dedicated to the examination of

how people make sense of major life experiences (Smith, Flowers & Larkin, 2009).

Method

Participants
Participants will be individuals who have received a diagnosis of NEAD from a neurologist and who self
identify as struggling to make sense of this diagnosis. 6-12 participants will be individually interviewed in line
with interpretative phenomenological analysis guidelines (Smith, Flowers & Larkin, 2009).
Inclusion criteria:
e Participants will have received a diagnosis of NEAD from a neurologist and self identify as struggling to
make sense of this diagnosis.
e Participants will be on the neuropsychology waiting list. Those who have had initial screening or
assessment appointments with the neuropsychology department will be eligible
Exclusion criteria:

e Those who have a dual diagnosis of NEAD and epilepsy will be excluded

Participants will be recruited throughout the |GGG 2 <2s. The services involved

in this research are both neuropsychology departments within general hospital sites, namely ||| Gz
B . o B - ticipants will be recruited from the psychology

waiting list. For || ] participants will be undergoing the assessment appointments and recruited from

here, before beginning formal psychological therapy.
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I U ropsychology service receive referrals from the |GG

neurology department. Potential participants will either be on the screening waiting list or will have had a
screening appointment with the neuropsychology service and be placed on the waiting list. The screening
appointments involve giving out some psychoeducation but not any direct therapeutic intervention.
I < uropsychology service also receive referrals from the |G <urology

department, but some clients receive video-telemetry to confirm their diagnosis of NEAD. While this is seenas
the “gold standard’ in diagnosis, it is still only used for a small percentage of clients as it is expensive, and not all
hospitals have access to this facility. Therefore participants will be included regardless of the means used to reach
their diagnosis. At |l neuropsychology service clients have up to two assessment appointments with a
clinical psychologist before beginning formal psychological therapy. These assessment appointments may also
involve administering psychoeducation, but do not involve any direct therapy.
Materials

A semi-structured interview will be conducted, with questions not being pre-determined but broad topic areas
being identified in order to guide questioning (see appendix 4-E for the interview schedule). These topic areas are
in line with previous research (Thompson, Isaac, Rowse, Tooth & Reuber, 2009; Green, Payne & Barnitt, 2004,
Carton, Thompson & Duncan, 2003) and include: the path to diagnosis, length of time since first symptoms, any
previous medical investigations, how participants understand their symptoms and how/whether they try to make

sense of them, thoughts on what might be helpful to support the participant and hopes for the future.

Procedure

Participants will be given the participant information sheet (see appendix 4-A), an expression of interest
form (see appendix 4-B) and a stamped addressed envelope. These documents will be given out in person by
members of the neuropsychology departments at the screening or assessment appointments. These sheets may also
be sent to those on the neuropsychology waiting list at |G- co\vcring letter
(appendix 4-F) from the service lead ([ | | | Sl Consultant Clinical Neuropsychologist). Participants will
be asked to contact the researcher in order for her to answer any questions, to ensure that the inclusion criteria are
met, and for potential participants to ‘opt in’. The researcher will then arrange a suitable time for interview.

Contact details will include a university supplied mobile number, university email, or postal address to the
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university site. If more participants than necessary reply (more than 12), participants will be accepted on a first
come first served basis.

Interviews will take place on NHS sites where possible, depending on the locality of interviewees, in order
to facilitate participation that is most convenient to the participant. Where necessary, interviews may take place in
agreed community settings if requested by participants, and Lancaster University fieldwork guidance will be put in
place in such instances. This will involve the researcher informing a peer trainee clinical psychologist from the
Lancaster University cohort (to be identified and agreed prior to interview being arranged) of her destination, time
of arrival and estimated time of return. This includes giving the peer trainee an envelope containing details of the
interview, which would be destroyed after the interview if not needed. This information could also be given to the
peer clinical psychologist in an emailed password protected file which would be more convenient for interviews
arranged at short notice. The researcher would then contact the peer trainee clinical psychologist by telephone to
confirm they are safe. If the researcher does not get in contact at the estimated time of return, emergency policies
would be employed. Should the researcher be conducting multiple interviews, frequent telephone calls should be
placed to keep the peer up to date on her progress and where exactly she is.

Participants will be administered consent forms at interview which highlight that they do not have to
participate, and can withdraw their participation up to two weeks after their interview takes place (see appendix 4-
C). Debrief forms (appendix 4-D) will be administered following participation. Participant’s GPs will be informed
of their participation (appendix 4-H).

Interviews will be recorded using digital audio recorders, and subsequently transferred onto the university
server, either directly or via a VPN, with original recordings being deleted upon transfer. Electronic recordings
will be stored on the university server until submission of the project and then deleted. Interviews will be
transcribed and anonymised.

Electronic transcripts of interviews will be stored on the secure University network for 10 years after
submission or publication, whichever is longer, and then destroyed by administrative staff. Anonymised paper
copies will be kept in a secure box in my home and destroyed upon submission of the report. The consent forms
will be scanned to the secure University network and stored by administrative staff for a period if 10 years after
submission or publication, whichever is longer. They will subsequently be destroyed by the programme’s

administrative staff. Paper copies of consent forms will be destroyed as soon as they are scanned to the secure
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Proposed analysis

Interpretative phenomenological analysis (IPA) is a qualitative approach committed to the examination of
how people make sense of their major life experiences (Smith, Flowers & Larkin, 2009). It has therefore been
selected as an appropriate analysis for this research which aims to understand how people make sense of their non-
epileptic attacks and having a diagnosis of NEAD. According to Smith, Flowers and Larkin (2009), IPA
researchers are engaged intrying to make sense of the participant who is trying to make sense of what is
happening to them. IPA is committed to the detailed examination of the particular case, striving to know in detail
what the individual person’s experience is like and what sense the individual person is making of it (Smith,
Flowers & Larkin, 2009). For this reason, IPA studies generally have relatively small sample sizes, with
interviews being semi-structured with a flexible interview schedule, giving the participant an important stake over
what is covered in the interview. Transcripts are subsequently analysed individually and systematically.
Service user/public involvement

A service user with a diagnosis of NEAD who was engaged in psychological therapy at the ||l site
provided feedback on the information sheet, informed consent, debrief and opt in forms, as well as the interview
schedule and title of the project.
Chapter 2 Practical concerns

Room booking for interviews will be made through the reception staff at the identified building.
Photocopying and printing costs will be covered by Lancaster University’s Doctorate in Clinical Psychology
programme.

Travel expenses, not expected to exceed £20, will be paid to participants where necessary.
Ethical concerns

Identified ethical issues include recovering potentially stressfuland difficult times for participants. This
has been tackled in terms of including contacts to help with any distress following the project on the debrief forms.
As a trainee clinical psychologist | would be able to contain any distress in the interview, pausing and potentially
terminating the interview if requested. Contact details of relevant support would be given to participants if they
felt distressed following the interview. There is a risk that talking about the diagnosis could trigger a non-epileptic

attack. Crisis protocols will be followed in this instance (appendix 4-G). Participants will be asked at the
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beginning of their interview how they would like me to respond if they do have a non-epileptic attack and this will
be followed unless the participant is injured in a way that would require medical attention, in which case protocol
for the respective neuropsychology department would be followed. At the ||l site. if a non-epileptic
attack is triggered on site, the departmental protocol will be utilised. In a community setting | would continue to
follow the participant’s wishes where possible, or call 999 if they were injured in a way that would require
medical attention.

Should any risks of participants’ harm to themselves or others be identified during interview, | would
advise participants that the confidentiality agreed at the beginning of the interview would have to be broken in
order to seek advice from my respective field supervisor and then | would take appropriate action. This would also
be explained during the consent process.

Timescale

Data collection will commence once the necessary approvals are in place (anticipated as the beginning of
July 2015). Itis hoped that interviews will have been conducted by the end of November 2015. The project will
end in February 2016, when it will be submitted. Results will be fed back to participants upon request following
submission of the final report.

Dissemination

Research findings will be written up and fed back to both services, and also disseminated via academic
presentation at the University of Lancaster. Itis intended to submit the findings for publication in an academic
journal. The project will be written up and submitted as my academic thesis as part of my DCIinPsy course.
Project management

Supervision will be managed through set meetings, in addition to the trainee contacting her research
supervisor when in need of advice or support. The field supervisors are also available for general queries regarding

contacting participants.



4-36
ETHICS SECTION
Timescale

July- September 2015: obtain ethical approval
September 2015: 1° draft of literature review
October 2015-Dec 2015: Collection and analysis of data
October 2015: 2" draft of literature review
January 2016: 1*' draft research paper
February 2016: 2™ draft research paper
February 2016: critical appraisal

Submission February 2016
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Appendix 4-A

Participant Information Sheet

How do individuals understand a diagnosis of non-epileptic attack disorder?

My nameis NicolaTikare and | am required to undertake a project as part of my clinical psychology training
course. | invite youtotake part in the following study. However, before you decide todo so, | need to be sure
that you understand firstly why lam doingit, and secondly whatit will involve if you agree. lam therefore
providingyou with the followinginformation. Please read it carefully and be sure to ask any questions you might
have and, if you want, discuss it with othersincluding your friends and family. | will do my best to explain the
projectto you and provide you with any furtherinformation you may ask for now or later.

What is the study about?

| am interestedin finding out more about the experience of making sense of adiagnosis of non-epilepticattack
disorder. Some people find this aconfusing diagnosis to receive and | am interested in finding out what you think
of this diagnosis.

Do | have to take part?
No, it iscompletely yourdecision. If you decide not to take part you will not hearfrom me again. Your decision
willin no way affectyourclinical care.

What will | be asked to do if | take part?

If you do decide you would liketo take part, you can contact me via email or phone, oralternatively returnthe
enclosed ‘optin’ forminthe stamped addressed envelope, and | will contact you to discuss the research and
arrange participation.

If you do decide you would liketo take part, we would make arrangements to meetand complete aninterview

for approximately 60 minutes at_ Hospital, orina community locationif it

ismore convenientforyou.

Travel expenses of up to £20 will be reimbursed uponreceiving receipts. The interview will be audio recorded
and transcribed (i.e. | will make awritten version of it).

Will my data be confidential?

The information you provide is confidential. The data collected for this study will be stored securely and only my
academicsupervisor (Dr. Fiona Eccles) and | will have access to this data:

0 Signedconsentformswill be scanned onto the secure University network and stored fora period of 10
years after submission or publication, whicheveris longer. The paper copies will be destroyed once they
have beenscanned onto the University network.

0 Audiorecordings willbe transferred onto the secure University network, with originals being deleted
upon transfer. Audio recordings will be destroyed once the project has been submitted for examination

0 Thetypedversionof yourinterview willbe made anonymous by removing any identifying information
includingyour name. Anonymised direct quotations from yourinterviewmay be usedinthe reports or
publications from the study, so your name will not be attached to them.

0 Anonymised electronictranscripts will be keptforaperiod of 10 years after submission or publication,
whicheverislonger, and destroyed by administrative staff.

0 Allyourpersonal datawill be confidential and willbe keptseparately from yourinterview responses.

There are some limits to confidentiality: if whatis said in the interview makes me think that you, or someone
else, isatsignificantrisk of harm, | will have to break confidentiality and speak to a member of staff about this. If
possible, | will tell youif  have to do this.
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| willinform your GP and clinical psychologist that you are participatingin this study, sothatif youdo require
support following the interview they will know that you have been part of the study. As mentioned previously,
however, this study is completely separate to your medical care.

What will happento the results?
The results will be summarised and reported inan academicproject (thesis) and may be submitted for
publicationinanacademicor professional journal. They may also be presented at conferences.

Can | change my mind?

You can withdraw your consent from the study, without givingareason, up until 2 weeks afterinterview. In this
instance your data will be destroyed and not used. Your psychologist will not know of your decision to withdraw
(unlessyoutell them)and yourdecision will in no way affect your clinical care.

Are there any risks?

There is a possibility that you may feel distressed during orfollowing the interview. If you experience any distress
following participation you are encouraged to inform the researcherand contact the resources provided at the
end of thissheet.

Are there any benefits to taking part?
There are nodirect benefitsin taking part.

Who has reviewed the project?

The _, which has responsibility for scrutinising all proposals for

medical research on humansinthe UK, has examined the proposal and has raised no objections from the point
of view of medical ethics. Itis a requirement thatyourrecordsin thisresearch, togetherwith any relevant
medical records, be made available for scrutiny by monitors from

_ Foundation Trust, whose role isto check that researchis properly conducted and the
interests of those taking part are adequately protected. The research proposal has also beenreviewed and

approved by the local Research and Development departments at ||| | GTccNNEGNGNGNGNGNEEEEE

Hospital.

What should | do next?
If you wish to take part, or formore information on the research, please followthe instructions on the enclosed
‘expression of interest form’ form. If you do not wish to take part, please ignore thisinformation.

Where can | obtain further information about the study if| needit?
If you have any questions about the study, please contact:

The main researcher:
NicolaTikare

n.tikare @lancaster.ac.uk
(University supplied number
to be inserted)

Academicsupervisor:
Dr Fiona Eccles
f.eccles@lancaster.ac.uk; 01524 592807

Field Supervisors:
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Complaints
If you wish to make a complaint or raise concerns about any aspect of this study and do not want to
speak to the researcher, you can contact:

Name: Dr Jane Simpson (Research Director)
Tel: (01524) 592858

Email: j.simpson2@ lancaster.ac.uk

Division of Health Research

Furness College

Lancaster University

Lancaster

LAL 4TY

If you wish to speak to someone outside of the Clinical Psychology Doctorate Programme, you may also
contact:

Professor Roger Pickup

Tel: +44 (0)1524 593746

Associate Dean for Research

Email: r.pickup@lancaster.ac.uk

Faculty of Health and Medicine

(Division of Biomedical and Life Sciences)
Lancaster University

Lancaster

LAL 4YG

Thank you for taking the time to read thisinformation sheet.

Resourcesin the event of distress
Should you feel distressed either as a result of taking part, or in the future, the following resources may be of
assistance:

e nonepilepticattackdisorder.org.uk—a website set up by others’ who have NEAD forinformationand

support

e https://www.epilepsy.org.uk/ awebsite for people with epilepsy but also with information forthose
with NEAD

e http://www.nonepilepticattacks.info/index.html: a website set up by professionals forthose with
NEAD

e The Samaritans on 08457 909090 — a charity offering supporttothose experiencing distress
e Alternatively, if youfeelyouwould benefit from support with distress or mental health difficulties,
thenyou may wish to speak toyour GP about access to local services.


https://www.epilepsy.org.uk/
http://www.nonepilepticattacks.info/index.html
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Appendix 4-B
Expression of interest form

e Ifyou mightbeinterestedintaking part, please contact me by email ortelephone (seedetails below), or
fillinthisformandreturn to meinthe supplied stamped addressed envelope as soon as possible.

e | willcontactyoudirectlytodiscussthe research and answerany questions you may have.

e You can theneithertake more time to make up yourmind, decide it’s notforyou, or we can make
arrangements foryou to take part.

Many thanks
NicolaTikare

You can contact me directly viatelephoneoremail:
Tel: 07508375663
Email: n.tikare @lancaster.ac.uk

Alternatively, if you prefer, you can complete below andreturnitto be inthe supplied envelope.

| give permission for NicolaTikare to contact me directly:
Name(s):
Contact details:

Telephone number:

Email address (if applicable):

Signature:

Notes (please giveany details you feel are relevant regarding your contact details): E.g. times or days that are
not suitable to call or any other preferences regarding communication.
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Appendix 4-C
Participant consent form
Study title: How do individuals understand a diagnosis of non-epileptic attack disorder?

Before you consent to participating in the study we ask that you read the participant information sheet
and mark each box below with your initials if you agree. If you have any questions or queries before
signing the consent form please speak to Nicola Tikare.
Please initial box after each statement
1. Iconfirm that I have read the information sheet, asked any questions that | wanted I:I

to ask and fully understand what is expected of my within this study
2. lunderstandthat my interview will be audio recorded and then made intoan I:I
anonymised written transcript, with audio recordings being kept until submission

of the project.

3. lunderstandthat my participationisvoluntaryandthatlam free to withdraw

|

any time up to two weeks afterinterview, without giving any reason, without

my medical care or legal rights being affected.

4. |understandthatthe informationfrom myinterview will be pooled with other

participants’ responses, anonymised and may be published

5. lconsentto confidential information and quotations from my interview being used
inreports, conferences and training events. | understand that my information will be
confidentialunlessthereis thoughtto be a risk of harm to myself orothers

6. |give permissionforyoutoadvise myGP and clinical psychologist of my participation

7. lconsentto Lancaster University keeping written transcriptions of the interview

for 10 years afterthe study has finished or been published, whicheverislonger.

JoU 0 U

8. |consentto take partinthe above study

Name of Participant Signature Date

Name of Researcher Signature Date
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Appendix 4-D
Debrief form
Debriefform

Thank you for taking part in this research.

What happens next?
As we discussed, once the studyis complete, Nicolawill provideyou will asummary of the findings of this
research if you have requested this.

What happens with my travel expenses?
If you travelled by carall that is needed to claim yourtravel expenses backis your mileage, which Nicola will
ask you about either before or duringthe interview process.

If you travelled by publictransport you will need to provide receipts of your travel. You may need your
receiptforyourreturn journey. Inthis case you will be given atravel expensesformtocomplete anda
freepostenvelope toreturnthe formand yourreceipts to the University.

What happensif | feel | need support after the interview?
There are a number of online supportand information services available:
e nonepilepticattackdisorder.org.uk—a website set up by others’ who have NEAD forinformationand
support
e https://www.epilepsy.org.uk/ awebsite for people with epilepsy but also with information forthose
with NEADtoo
e http://www.nonepilepticattacks.info/index.html: a website set up by professionals forthose with
NEAD
o The Samaritans on 08457 909090 — a charity offeringsupport
e Alternatively, if youfeelyouwould benefit from support with distress or mental health difficulties,

thenyou may wish to speak toyour GP about access to local services.

Thank you again for your contribution to thisresearch. Please do not hesitate to contact me should you
require any furtherinformation.

NicolaTikare
Telephone: University supplied telephone numberto be inserted
Email: n.tikare @lancaster.ac.uk


https://www.epilepsy.org.uk/
http://www.nonepilepticattacks.info/index.html
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Appendix 4-E
Interview schedule
Title: How do individuals understand a diagnosis of non-epileptic attack disorder?

Introduction:

Thank you for meeting with me today. My name is Nicola. You might rememberfrom the information sheet
that you received that | have a few questions | would like to ask you. It should take approximately 30-60
minutes. If you would rather not answer some questions, thisis absolutely fine. If you would like to stop at
any time, please let me know and we will stop. What we will talk about will be kept confidential. However, if
youtell me that you or someone elseisatrisk of harm, | will have toreportthisto a relevant member of

staff eitherat the University or my field supervisor ||| GGG o <ccp you orthem

Tifae\;e a digital recorderhere torecord our interview. Thisis to make sure | get everything thatyou say right.
Before we start we will gothrough the information sheetand if you have any questions you can ask them.
Afterthat, | will ask you to sign two consentforms, one of which you will keep, which makes sure you
understand whatisinvolvedintaking partinthisresearch andto clarify that you consentto this.
General Topics*:
e Path/contexttodiagnosis
For example:whendid youfirst notice symptoms?
What was your path to diagnosis likeie. were you diagnosed with this straightaway, orwas it a long path to
diagnosis?
Who gave you the diagnosis of non-epilepticattack disorder
What was this experience like?
e Feelingsaroundthe diagnosis and basis foruncertainty of it
For example: What do you understand by the diagnosis of non-epilepticattack disorder?
How doyou thinkitfitsfor you? What made you come to this conclusion?
How doyou explainittoothers?
Do you know anyone else who has this diagnosis?
e Thoughts on what might be helpful
For example: Do you have any thoughts on what might help with non-epilepticattack disorder?
e Hopesforthefuture

For example: Canyouimagine atime whenthis willfeel likean acceptable diagnosis foryou?

Is there anything else that you think would be helpfulfor me to know?
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In the information sheet it mentioned that you would be asked if you would liketo receive asummary of the
research, if thisis the case these could be by post, email or telephone, and would be in April or May 2016.
Can | please confirmyour details if you would like to receive this information.

Thank participant fortheirinvolvementin the project.

* Although general topicquestions have been devised to guide the interview, questions willbe in response

to participant’s narratives as per Interpretative Phenomenological Analysis guidance.
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Appendix 4-F
Covering letter from main research site
Dear (insertname)

| am writingto tell you about a research project thatis currently being conducted within ourdepartmentbya
trainee clinical psychologist, Nicola Tikare. Itis a project for people who have received a diagnosis of non-

epilepticattack disorder, hence lam sending you the enclosed information to see if you wish to participate.

The projectis separate from yourtreatment. Itis entirely your decision whetheryou choose to take partinthe
research. Your clinical psychologist will not know your decision (unless you choose to tell them) and your
decision to participate or not will in no way affect yourtreatmentorplace on the waitinglist. Itis being

completed by atrainee clinical psychologist at Lancaster University, and being supervised within the department

nere = N - .

This letterhas been sentout from the Neuropsychology Service and the trainee clinical psychologist will not have

access to yourdetails unless you choose to contact her.

If you would like furtherinformation and may wish to participate please followthe instructions enclosed. If you

do notwish to participate please ignorethis letter.
Thank you for taking the time to consider this research.
Yours sincerely

Consultant Clinical Neuropsychologist
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Appendix 4-G
Crisis protocol

crisis protocol

Seizure protocol:

Participants will be asked how they would like the researcherto respond should theyhave anon-epileptic
seizure. They willbe advised that this will be followed where possible. The researcher will ask how long seizures
usually lastfor. Should aseizure occurthe researcherwill ensure thatthe areais safe, removingany dangerous
objects, cushioning the head where possible, and speakingin a calm and reassuring voice.

Should a seizure last fora prolonged period of time, which is considered to be in excess of 5 minutes as per

departmental guidelines, the emergency services will be contacted.

Distress protocol:

Should the researcher have concerns overthe participant’s safety, or the safety of others, researcher will contact
the relevantfield supervisorto discuss. The appropriate additional service would then be contacted if this was
felt necessary, which mayinvolve contacting the GP for additional support. If there was animmediate

emergency, the emergency services would be contacted.
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Appendix 4-H

Letter to GP

Mrs Nicola Tikare
Trainee Clinical Psychologist
Doctorate in clinical psychology
Faculty of Health and Medicine
Furness College, Lancaster University
Lancaster
LA14YG
(Date to beinserted)

Doctors address to be inserted

Dear Dr...

Re: (insert participant name)

| am a trainee clinical psychologist who is undertaking some research into non-epilepticattack disorder as part of

my doctoral training at Lancaster University. | have recruited participants from ||| GcCGGEEEEE
I |\ < uropsychology Departments.

The above named participant, whois a patient of yours, has agreed to participate. As these types of research
projects can sometimes provoke some distressing thoughts and feelings, the research ethics committee has

requested thatlinformyou of this person’s participation.

I include the participantinformation sheetforyourrecords, including contact details should you have any

queries.
The participantis aware that| have sentyou a letterinforming you of their participation.
Many thanks

NicolaTikare

Trainee Clinical Psychologist
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Appendix 4-1
REC approval

Mrs Nicola Tikare Date: 22 September 2015
Trainee Clinical Psychologist Lancashire Care Your Ref:
NHS Foundation Trust Faculty of Health and Our Ref:

Medicine Furness Building, Lancaster
University Lancaster
LAl 4YG

Dear Mrs Tikare

Chapter 3 Study title: How do individuals understand adiagnosis ofnon- epileptic attack
disorder?

REC reference: 15/ES/0136

IRAS project ID: 174747

Thank you for your letter of 16 September 2015, responding to the Committee’s requestfor further
information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair.

We plan to publish yourresearch summary wording for the above study on the HRA website, togetherwith
your contact details. Publication will be no earlier than three months from the date of this opinion letter.
Should you wish to provide a substitute contact point, require further information, or wish to make a requestto
postpone publication, please contactthe REC Manager,

Chapter 4 Confirmation of ethical opinion
On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above research on the
basis described in the application form, protocoland supporting documentation as revised, subject to the
conditions specified below.
Chapter 5 Conditions of the favourable opinion
The favourable opinion is subject to the following conditions being met prior to the start of the study.
Chapter 6 You should notify the REC in writing once all conditions have been met (except for site approvals from
host organisations) and provide copies of any revised documentation with updated version numbers. The REC wiill

acknowledge receipt and provide a final list of the approved documentation forthe study, which can be made
available to host


mailto:eosres.tayside@nhs.net
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organisations to facilitate their permission for the study. Failure to provide the final versions tothe REC may cause
delay in obtaining permissions.

Management permission or approval must be obtained from each host organisation priorto the start of the study
at the site concerned.

Management permission ("R&D approval")should be sought from all NHS organisations involved in the study
in accordance with NHS research governance arrangements.

Guidance on applying for NHS permission for research is available in the Integrated Research Application
Systemor at http://www.rdforum.nhs.uk.

Where a NHS organisation’s role in the study is limited to identifying and referring potential participants to
research sites ("participant identification centre"), guidance should be sought from the R&D office onthe
information it requires to give permission for this activity.

For non-NHS sites, site management permission should be obtained in accordance with the procedures of the
relevant host organisation.

Sponsors are not required to notify the Committee of approvals from host organisations

Chapter 7 Registration of Clinical Trials

All clinical trials (defined as the first four categories on the IRAS filter page) must be registered on a publically
accessible database within 6 weeks of recruitment of the first participant (for medical device studies, within the
timeline determined by the current registrationand publication trees).

There is no requirement to separately notify the REC butyou should do so at the earliest opportunity e.g when
submitting an amendment. We will audit the registration details as part of the annualprogress reporting
process.

To ensure transparency in research, we strongly recommend that all research is registered but for non clinical
trials this is not currently mandatory.

If a sponsorwishes to contest the need for registration they should contact Catherine Blewett
(catherineblewett@nhs.net), the HRA does not, however, expect exceptions to be made.
Guidance on where to register is provided within IRAS.

Chapter 8 It is the responsibility of the sponsorto ensure that all the conditions are complied with before the start of
the study orits initiation at a particular site (as applicable).
Ethical review of research sites NHS sites
The favourable opinion applies to all NHS sites taking part in the study, subjectto management permission
being obtained from the NHS/HSC R&D office prior to the start of the study (see "Conditions ofthe favourable
opinion" below).

Chapter 9 Non-NHS sites

The Committee has notyet completed any site-specific assessment (SSA) for the non-NHS


http://www.rdforum.nhs.uk/
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research site(s) taking part in this study. The favourable opinion does not therefore apply to any non-NHS site at
present. We will write to you again as soon as an SSA application(s) has been reviewed. In the meantime no
study procedures should be initiated at non-NHS sites.

Chapter 10 Approved documents

The final list of documents reviewed and approved by the Committee is as follows:

Document Version Date

Covering letter on headed paper[Covering letter] 31 July 2015

Covering letter on headed paper [Covering letter] Version 2 16 September
2015

Evidence of Sponsorinsurance or indemnity (non NHS Sponsors 20 July 2015

only)

GP/consultant information sheets or letters [Letter to GP] 1 16 September
2015

Interview schedules ortopic guides for participants [Interview schedule] |1 27 July 2015

IRAS Checklist XML [Checklist_05082015] 05 August 2015

IRAS Checklist XML [Checklist_21092015] 21 September
2015

Letters of invitation to participant [IRAS invitation -] 1 27 July 2015

Other [Debrief] 1 27 July 2015

Other [Bxpression of interest] 1 27 July 2015

Other [Letter to Nicola/Fiona from sponsor] 29 July 2015

Other [Professional indemnity] 04 August 2015

Other [employers liability]

Other [Debrief] \ersion 2 16 September
2015

Other [Crisis protocol] 1 16 September
2015

Participant consent form [Informed consent] 1 27 July 2015

Participant consent form [Informed consent] Version 2 16 September
2015

Participant information sheet (PIS) [Participant information sheet] 1 27 July 2015

Participant information sheet (PIS) [Participant information sheet] \ersion 2 16 September
2015

REC Application Form [REC_Form_05082015] 05 August 2015

Referee’s report or otherscientific critique report [Critique] 03 August 2015

Research protocolor project proposal [TIKARE thesis protocol] 1 27 July 2015

Summary CV for Chief Investigator (CI) [Nicola Tikare CV]

Summary CV for supervisor (student research) [Fiona Eccles CV]

Chapter 11 Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for Research Ethics Committees
and complies fully with the Standard Operating Procedures for Research Ethics Committees in the UK.



4-53

ETHICS SECTION

Chapter 12 After ethical review

Reporting requirements

The attached document “After ethical review — guidance for researchers’ gives detailed guidance on reporting requirements for
studies with a favourable opinion, including:

Notifying substantialamendments

Adding new sites and investigators
Notification of serious breaches ofthe protocol
Progress and safety reports

Notifying theend of the study

The HRA website also provides guidance on these topics, which is updated in the light of changes in reporting requirements or
procedures.

Chapter 13 User Feedback

The Health Research Authority is continually striving to provide a high quality service to all applicants and sponsors. You are

invited to give your view of the service you have received and the application procedure. If you wish to make yourviews known

please usethe feedback form available onthe HRA website: http://www.hra.nhs.uk/about-the-hra/governance/quality-
assurance/

Chapter 14 HRA Training

We are pleased to welcome researchers and R&D staff at ourtraining days —see details at http://www.hra.nhs.uk/hra-
training/

| 15/ES/0136 Please quote this number on all correspondence

_

Email:eosres.tayside@nhs.net

Enclosures: *“After ethical review — guidance for
researchers” [SL-AR2]

Debbie Kniiht, Lancaster University | |GGG


http://www.hra.nhs.uk/about-the-hra/governance/quality-
http://www.hra.nhs.uk/about-the-hra/governance/quality-
http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/
mailto:eosres.tayside@nhs.net
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Appendix 4-J

R&D approvals

DearNicola

R&l IRAB Ref 174747 (non-portfolio)

Stud How do individuals understand a diagnosis of non-epileptic attack
REC

Thank you for submitting the above study for NHS R&l permission. || N S Foundation

Trustis the host site for this non-NIHR portfolio study.

I am pleased to confirm that the Research Office has now received all necessary documentation, and the appropriate
governance checks have been undertaken. This letter is issued subject to the research team complying with the
attached ‘conditions of permission’, Trust SOPs, the DH Research Governance Framework, and any other applicable
regulatory requirements.

Chapter 16 List of documents reviewed as part of the Trust permission process:

Document Date

REC Application Form 05 August 2015
GP/consultant information sheets 16 September
Intenview schedules 27 July 2015
Letters of invitation to participant 27 July 2015
Debrief 16 September
Crisis protocol 16 September
Research protocol 27 July 2015
Participant consent form 16 September
Participant information sheet (PIS) 16 September
NRES Fawvourable Opinion Letter 22 September
GCP Certificate_Nicola Tikare 22 May 2015

Our agreed recruitmenttargetis 6 participants, to be achieved by 19 February 2016. Should you wish to over-recruit, this
needs to be agreed in advance with the sponsor,and the Research Departmentkeptinformed.

To meetDepartmentofHealth benchmarks for recruitment, you will be expected to recruitthe 1% patientwithin 30 days of
the date of this letter, i.e. 14 November 2015

I would like to take this opportunityto wish you well with your research.
Yours sincerely

Dr Fiona Eccles
DepartmentofHealth and Medicine School of Psychology, Furness
Building LancasterUniversity


mailto:melanie.keeling@lthtr.nhs.uk
mailto:alec.laraway@lthtr.nhs.uk

4-55

ETHICS SECTION

LA1 4YG
Email f.eccles @lancaster.ac.uk

Ms Debbie Knight

Address Research Ethics Officer, Research Support Office B58 Bowland Main
Lancaster University LAL 4YT

Email ethics @lancaster.ac.uk

Pleaseread, signyour acceptance & returna completed, signed & dated copy of thisdocument tothe Research Directorate, Royal
Preston Hospital withinone month of the date of the attached letter. Please also be sureto keep a copy of thesetermsand
conditionsin yourresearchfileforyourreference.

R&l y, IRAS Ref 174747 (non-portfolio)
Stud How do individuals understand a diagnosis of non-epileptic attack
REC 1

Chapter 17 Conditions of Trust Permission:

[l e Piis accountable for the delivery and conductof this studyat ||l

O O OO0 ° .

All researchers involved in the study need to have received training appropriate to their role, covering aspects of
Research Governance or Good Clinical Practice (GCP). GCP training needs to be renewed every 2 years.

Studies involving medicines must be set up with, and supported by the Pharmacy Dept.

The Research Office mustbe informed of:

The actual date the project is open to recruitment.

Any amendments /changes to the study documents throughoutthe course of the project.
Any changesto the managementofthe project.

Any extensions to the project, and associated additional funding, ifapplicable.

The Research Office must be notified immediately of all Serious Adverse Events (SAEs)and Suspected Unexpected
Serious Adverse Reactions (SUSARS).

All research taking place on - premises is subject to the Trust monitoring programme, either as part of the
annual 10% audit requirement or “triggered” monitoring. The Chief and/or Principal Investigator is required to make
him/herself available foranymonitoring visit.

All Principal Investigators are required to provide recruitment (accrual) data to the Research Office monthly.

The Research Office must be given a minimum three months’ notice in writing if the Principal Investigator leaves the

employment | ETust.

The Research Office must receive immediate notification if the Principal Investigator is unable to continue to fulfil his/her
duties as PI for other reasons, e.g. long-term sickness.

Any evidence of fraud and/or misconduct must be immediately brought to the attention of the Research Office, either via the
Incident Reporting System, or bydirect communication.

The Research Office must be informed when the study is ‘closed to recruitment’ but participants remain in follow-up.

The Research Office must be informed when the studyis closed, by providing a copy of the close-out letter / report of study
findings.

Failure to comply with any of the above may resultin withdrawal of permission for the project and the immediate cessation
of the research. Persistent failure to comply may result in disciplinaryaction.


mailto:f.eccles@lancaster.ac.uk
mailto:ethics@lancaster.ac.uk
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Chapter 181 have read the general terms and conditions above and agree to conduct my research in
accordance with Trust policies for the conduct of research.

Name of Pl (please print):  Nicola Tikare

Signed: e e e e et e aen e e e DATEE
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Research & Development Director: Professor Bill Ollier
Research & Development Associate Director: Rachel Georgiou
Research & Development Lead: Natalie Garratt

NON-INTERVENTIONAL RESEARCH

24" September 2015

Mrs Nicola Tikare

Trainee Clinical Psychologist
Lancashire Care NHS Foundation Trust
Faculty of Health and Medicine
Furness Building, Lancaster University
Lancaster LA14YG

Dear Mrs Tikare

Study Title: How do individuals understand a diagnosis of non-epileptic attack
disorder?
REC Reference: 15/ES/0136

EuDraCT Reference: N/A
IRAS Reference: 174747
R&D Reference: 2015/133NEURO

RECRUITMENT OF FIRST PARTICIPANT BY NO LATER THAN 15™ OCTOBER 2015

Thank you for providing all the study documentation for the above mentioned study.

| am pleased to inform you that the above study has been given NHS permission to start at
I

This Trust has adopted performance management of recruitment to time and target for all
research receiving NHS permission and you are responsible for ensuring that recruitment
targets are met and recorded within R&D.

As this is a non-interventional study, the Trust expects the first subject to be recruited
within 70 days from receipt of a valid application. When the first subject is consented to

enter this study please notify R&D Governance Team at || IEIENEGgGgGNGNGEGEGEGEGEGEGE

If there is a delay in your recruitment, please contact us suwaignt away. vve can omer
advice and escalate issues if needed.
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Permission is granted in accordance to the Research Governance Framework (2005), Medicines
for Human Use (Clinical Trials) Regulations 2004, and - —— | \dgtion Trusts

local policies.

Whilst you are conducting this study at | NN 7ust the conditions of
this NHS permission is that you are compliant with local Trust Policies and Mandatory Training.
It is also conditional that any required research nassnorts and letters of access for the research

team are in place before you come on site at _ Trust to conduct

this research.

On completion of the study you are required to submit a ‘Declaration of End of Study' form to the
main REC, which should also be copied and forwarded to the R&D office at the address shown

in this letter.

Good Luck with recruitment

ccles
'
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