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The aim of this qualitative study was to provide insight into the experience of receiving the diagnosis of
nonepileptic seizures (NES) from the patient’s perspective. Semistructured interviews were conducted
with eight patients who had received the diagnosis of NES over the preceding 6 months. All participants
were on a waiting list for psychological treatment. Verbatim records of the interviews were analyzed
using interpretative phenomenological analysis (IPA). Six main themes emerged from the data (‘‘the
experience of living with nonepileptic seizures”, ‘‘label and understanding”, ‘‘being left in limbo land”,
‘‘doubt and certainty”, ‘‘feeling like a human being again”, and ‘‘emotional impact of diagnosis”). An abil-
ity to integrate the diagnosis into a personal narrative was key to participants’ acceptance of the diagno-
sis. The communication of the diagnosis left some participants feeling distressed. The results suggest that
patients need more time and resources to understand the diagnosis and more support after they have
received it.

� 2008 Elsevier Inc. All rights reserved.
1. Introduction they learn that this diagnosis is inaccurate [13], most have been
Nonepileptic seizures (NES) are episodes of altered movement,
sensation, or experience that resemble those caused by epilepsy
but are not due to abnormal electrical activity in the brain [1].
NES are episodes of paroxysmal impairment of self-control associ-
ated with a range of motor, sensory, and mental manifestations,
which represent an experiential or behavioral response to emo-
tional or social distress [2]. NES are one of the most common diag-
noses in a seizure clinic. One study, which reportedly captured all
patients with a blackout first presenting to a neurologist, emer-
gency room, or primary care physician, judged that 57.4% had
epilepsy, 22.3% had fainted, and 18.0% had NES [3]. NES represent
a serious medical problem: patients are at risk of iatrogenic injury
and death from inappropriate treatment with antiepileptic drugs
[4,5], and often have disabling psychopathology [6]. Although
the etiology and nosology of the condition remain controversial
[7], most experts consider psychotherapy the treatment of choice
[8,9].

The uncertainties around NES are reflected by the large number
of different labels used for the condition [10] and by the lack of
agreement on how the diagnosis should be communicated
[11,12]. However, it is recognized that the communication of the
diagnosis of NES represents a significant challenge: the majority
of patients have had a diagnosis of epilepsy for several years when
ll rights reserved.
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treated inappropriately with antiepileptic drugs, and many have
been admitted to hospital with apparent status epilepticus [14].
As with other ‘‘medically unexplained” illnesses, a perception ex-
ists in some parts of the medical community that there is a marked
incongruence between doctor and patient beliefs about the cause
of symptoms: that doctors consider them to be a manifestation
of distress or mental illness, whereas patients believe them to be
almost exclusively physical ([e.g., 15]). Some studies suggest that
patients may acknowledge psychological or social stressors but
not consider these relevant to their seizure disorder [16]. An alter-
native view is that this apparent difference is a function of the lan-
guage used in the consultation, and that patients are typically
much more willing to consider a psychosocial explanation for their
symptoms than the literature might suggest [17].

The perception of a fundamental difference in beliefs is likely to
be one important reason why neurologists describe the process of
communicating the diagnosis of NES as ‘‘negotiating a minefield”
[18]. A protocol for the explanation of the diagnosis of NES has
been proposed [19], but its effectiveness or acceptability has never
been tested in a prospective or controlled fashion.

A mode of communication that enables patients to comprehend
the nature of their seizures is very important because it is likely to
affect clinical outcome. Whereas NES can resolve completely after
the explanation by the doctor [20], outcome is significantly worse
in patients who continue to think that they have epilepsy [21,22].
Some report feeling angry and confused after receiving the diagno-
sis [21,23,24], and unsuccessful communication is likely to in-
crease the risk of continuing inappropriate treatment with
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anticonvulsants. It is interesting that 41% of patients diagnosed
with NES (and no additional epileptic seizures) were still found
to be taking antiepileptic drugs a mean of 4 years after the diagno-
sis of NES had been communicated to both them and their primary
care physicians [25]. Patients are also unlikely to engage with psy-
chological treatment if they continue to think that they should be
treated with antiepileptic drugs.

To date there is very limited information about patients’ expe-
rience of receiving the diagnosis which makes it difficult to im-
prove the communication process. This study uses a qualitative
methodological approach, interpretative phenomenological analy-
sis (IPA), to enhance our understanding of this experience. IPA is
particularly suitable for exploring people’s experiences and ‘‘inner
world,” and has been widely used in health psychology and clinical
research [26].
Table 1
Clinical and demographic information (all patients were female).

Pseudonym Age Number of years since onset of NES

Sharon Thirties 21
Emily Twenties 1
Mabel Sixties 5
Lucy Forties 7
Angela Thirties 14
Jenny Thirties 15
Rachel Twenties 2
Susie Forties 20
2. Patients and methods

2.1. Participants

Consecutive patients who had received the diagnosis of NES at
the Royal Hallamshire Hospital in Sheffield were considered for
inclusion in this study. The diagnoses were based on all available
clinical information (including ictal video/EEG recordings in some
patients) and made and communicated by one of three fully
trained neurologists with a particular interest in seizure disorders.
Patients were recruited from a waiting list for psychotherapy and
interviewed before their first meeting with a psychotherapist. Pa-
tients were excluded if they were under the age of 18, not fluent
in English, or had major neurological problems other than NES
(including concurrent epileptic seizures), learning disability, or a
physical or disabling illness. All participants gave written informed
consent before the interview commenced. The interviewer was a
woman of white European origin in her thirties. She was a final-
year trainee clinical psychologist who had no personal experiences
of chronic or medically unexplained illness.

The sample size was in the range recommended for IPA studies
[27]. The data presented here are part of a larger project that
encompassed equivalent analyses of interviews with the neurolo-
gists involved in the communication of the NES diagnosis at the
center [18].

2.2. Procedure

The semistructured interviews were audiotaped. Open-ended
questions and prompts were used in accordance with guidelines
provided in Ref. [28]. The Appendix provides further details of the
interview outline. Although the interviews were guided by the out-
line, there was flexibility to allow interviewees to lead the discus-
sion and talk about the issues that were most important to them.

2.3. Data analysis

Audio recordings were transcribed verbatim. In line with estab-
lished IPA methodology, the transcripts were read through several
times to record initial ideas and reactions to the data [29,30]. Themes
that emerged as representative of the content were then identified
through further examination of the text, and were illustrated using
quotes. As each interview was examined new themes were added
to the list. Finally, ‘‘clusters” of related themes were identified.

2.4. Quality and validity

Yardley’s principles of sensitivity to context, commitment and
rigor, transparency, and coherence [31] were followed while col-
lecting data, carrying out the analysis, and writing up the findings.
Sensitivity to context was achieved through reflexivity: an assess-
ment was made of the possible impact of the assumptions, experi-
ence, and characteristics of the researcher and the methods used
on the data collected. This involved the use of a reflexive research
journal to document such issues as they arose and an explicit dis-
cussion of this area in the writeup.

The thematic structures assembled from the interviews were
presented to two of the interviewees for comment on how the
interpretations related to their own experiences. The results of this
process were used in the continuing analysis of the interviews. This
‘‘member validation” is considered a suitable method of enhancing
the validity of qualitative research findings [32].

3. Results

3.1. Demographics

Eight women of white European origin took part. Two further
patients expressed an interest in participating, but subsequently
withdrew before the interview was carried out (for additional clin-
ical and demographic information, see Table 1).

Interviews lasted between 25 and 120 minutes. Six main
themes and associated subthemes emerged. Two themes were re-
lated to the nature of NES (Table 2), and four to the impact of
receiving the diagnosis (Table 3). Tables 2 and 3 provide an over-
view of the themes, subthemes, and illustrative quotes. It is recog-
nized that there is a degree of overlap between the themes. The
illustrative quotes have been edited in places to preserve anonym-
ity and facilitate comprehension. In the following description of
the themes, the numbers in parentheses refer to typical quotes
from the tables.

3.2. Themes relating to the nature of NES and living with the condition

3.2.1. The experience of living with nonepileptic seizures
This theme provides an insight into the lives of people living

with NES and represents the basis from which the individual goes
on to experience the diagnostic process. Four participants volun-
teered information about their experiences of trauma during child-
hood, including accounts of sexual, physical, and emotional abuse.
This issue was rarely explored in detail (2.1). Seven participants
discussed stressful life events at the onset of seizures, including
domestic abuse and mental health problems. Seizures were consid-
ered to have an unreal, strange quality, described by Susie as ‘‘like
altered consciousness” (2.2, 2.3). Seizures were considered by all to
have a negative emotional impact: both Emily and Rachel summed
up the experience as ‘‘horrible” (2.4). The language used by partic-
ipants suggested that they felt overpowered by the seizures and
that they remained passive and helpless throughout (2.5, 2.6).
For many, the helplessness was also about feeling trapped by the
seizures, and resonated for some in their interactions with medical
professionals (2.7).



Table 2
Themes, subthemes, and typical statements relating to the nature of NES and living with the condition.

Main theme Subtheme Typical statement

Experience of living
with NES

Living with
trauma

(2.1) ‘‘What I do remember I don’t want to remember . . . so I just leave it there.” [Lucy]

Altered
consciousness

(2.2) ‘‘. . . like altered consciousness.” [Susie]
(2.3) ‘‘It was like a cartoon movie that had been slowed down, that’s how I felt.” [Susie]
(2.4) ‘‘It wrecks your life.” [Sharon]

Helplessness (2.5) ‘‘It’s as if I’ve been unplugged.” [Emily]
(2.6) ‘‘You dread it . . . you think ‘no not today, I don’t want this today.’” [Sharon]
(2.7) ‘‘Nobody ever tells you anything at hospital.” [Emily]

Loss (2.8) ‘‘Cos I used to be ‘boom’ [punches air with hands] . . . but since all this, it just kicked a lot more stuffing out of me than I tend
to realize.” [Lucy]
(2.9) ‘‘It’s wrecked my life. I wanted to study, I wanted to be a nurse . . . I’ve had to give everything up because of these stupid
seizures. . . . It’s all gone.” [Angela]

Isolation (2.10) ‘‘You feel like it’s only you, there’s only you going down that road.” [Lucy]
(2.11) ‘‘People tended not want to be around you . . . you’d have a fit, spoil their evening, so . . . I ended up having a very small
circle of friends.” [Susie]
(2.12) ‘‘I just don’t have anybody to tell really.” [Emily]

Label and
understanding

Search for a
label

(2.13) ‘‘I wasn’t actually sure that it was epilepsy.” [Lucy]
(2.14) ‘‘I used to think I’d got a brain disease.” [Sharon]
(2.15) ‘‘‘Seizures’ is just something that I just call them just so that I can say what they are really.” [Emily]

Meaning of NES (2.16) ‘‘It makes a lot of sense, it just makes a lot of sense why I’ve got this.” [Jenny]
(2.17) ‘‘I love the diagnosis, because that means there’s no brain damage . . . it’s just psychological.” [Susie]
(2.18) ‘‘So what’s caused me to have that seizure if nothing’s reminded me of any trauma in my past? . . . It just doesn’t make
sense.” [Angela]

Healing the scar (2.19) ‘‘I just can’t wait to start . . . get ball rolling . . . treatment and things.” [Jenny]
(2.20) ‘‘I don’t want a quick fix . . . this has got to be addressed in a different way.” [Susie]
(2.21) ‘‘I can’t see how talking to somebody is going to fix it.” [Emily]
(2.22) ‘‘How can you sit and talk to somebody about something that you have no control over anyway. . . I don’t think we’ll ever
get to the bottom of it really.” [Lucy]

Label as a
beginning

(2.23) ‘‘I mean at least I’ve got a future; I can get better now because for the last fifteen years I was just virtually staying the
same.” [Jenny]
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Loss resulting from NES featured heavily in the lives of all par-
ticipants. Losing control during the seizure itself was one way in
which this manifested, contributing to the sense of helplessness
(2.8). Loss of independence and role were very salient issues. Loss
of a previous way of life and even loss of a way of feeling like a per-
son were also cited (2.9). Five participants talked about a sense of
isolation. This situation resulted in some becoming more with-
drawn and less likely to discuss their illness with others, with
the potential for a vicious circle of isolation (2.10–2.12).

3.2.2. Label and understanding
The issue of understanding the cause of the seizures was salient

for all interviewees. Most had developed labels for and hypotheses
about the cause of the seizures prior to receiving the diagnosis
(2.13, 2.14). Where no conclusion could be reached, the patient
might decide on a temporary label to facilitate communication
with others about the illness (2.15). Interviewees ascribed different
meanings to the new diagnosis. For some, it was embraced with
enthusiasm and a notion that they finally had an answer with
which they could identify and which made sense in the context
of their lives (2.16). A positive interpretation of the diagnosis
was also made by some who saw it as good news because of the
alternative, more threatening explanations (such as ‘‘brain dam-
age”) that it ruled out (2.17). Others appeared to struggle more
to apply the diagnosis to their lives and to make their own sense
of it, or could not understand the diagnosis or apply it to their lives
at all, and hence rejected it (2.18).

The meaning that was made of the diagnosis had a significant
impact on attitude toward treatment offered to help ‘‘heal the scar”
(Susie). For participants who had developed internal models of
how the seizures related to past experiences, the relevance of psy-
chotherapy and the rationale for undertaking it were straightfor-
ward (2.19, 2.20). In contrast, for those who found it more
difficult to see the relevance of the diagnosis to their lives and to
understand how the seizures could have a nonphysical cause, the
rationale for treatment was beyond comprehension (2.21, 2.22).
For some, the diagnosis represented a starting point from which
they could get on with the rest of their lives (2.23).

3.3. Themes relating to the impact of the diagnosis of NES

3.3.1. Being left in limbo land
There were three distinct periods when a sense of ‘‘being left

in limbo land” (Angela) was most strongly felt: when the seizures
started and the cause was unknown (3.1, 3.2), when medical
investigations into the cause were unfruitful and the individual
was discharged without answers, experienced by Susie as being
‘‘dumped” (3.3, 3.4), and the interval between diagnosis of NES
and commencement of treatment (3.5, 3.6). The theme of a sense
of being in limbo seemed to be strongly related to the sense of
helplessness engendered by the seizures. Participants reported
that their lives took on a static quality from the point at which
their seizures started and they did not feel able to move forward
until they understood the cause. The participants had experienced
the seizures for between 1 and 21 years and had received the
diagnosis of NES within the preceding 6 months. During the inter-
vening time most had undergone a variety of investigations that
had ruled out other diagnoses but provided no further explana-
tions. Many spoke of these earlier experiences and how they
had shaped their attitude to their illness and to medical profes-
sionals. Some described going through several cycles of having
their hopes raised that a cause might be found, only to be dis-
charged back into a state of limbo and confusion. The final point
at which there was a sense of limbo was between receiving the
diagnosis and the start of treatment. Participants discussed the
negative emotional implications, in some cases resulting in a
sense of great distress and desperation, of this long wait (3.5,
3.6). There was a consensus that this wait should be reduced or
further support offered (described by Susie as a ‘‘lifeline”) during
this period of limbo.



Table 3
Themes, subthemes, and statements relating to the impact of receiving the diagnosis of NES.

Main theme Subtheme Typical statement

Being left in limbo
land

When you don’t know what it
is

(3.1) ‘‘Just left in limbo land wondering what’s gonna happen.” [Angela]
(3.2) ‘‘When you don’t know what it is you’re just kind of stopped in this like zone . . . you just feel quite trapped.”
[Emily]

Being dumped (3.3) ‘‘I was discharged again without any explanation and just left . . . it was frustration, it was anger, it was well,
am I just wasting people’s time? You just feel like you’ve been dumped.” [Susie]
(3.4) ‘‘I was going to the pain clinic and they’ve said they can’t treat me. I was seeing the psychiatrist, she doesn’t
see me because I’m waiting for [psychotherapy] . . . I think [my GP counsellor’s] finishing. She wanted to get
somebody more qualified than her.” [Angela]

The wait for treatment (3.5) ‘‘I’ve got to wait nearly a year to get sorted out.” [Emily]
(3.6) ‘‘I’ve took overdoses before . . . if something doesn’t happen soon to let me get a better quality of life back, I
won’t be here.” [Angela]

Doubts and certainty Doubt (3.7) ‘‘I’m thinking ‘well he’s right.’. . . and some days I think he’s wrong.”[Sharon]
(3.8) ‘‘You’ve just got to try these things and if that’s what they say will help me . . . but I don’t think it’ll work”
[Emily]
(3.9) ‘‘You start to think, ‘well why aren’t they finding anything, am I making it up, or is there something I can do
myself to stop it?” [Emily]
(3.10) [The neurologist] ‘‘says he wants me to come off the tablets when I start seeing [the psychotherapist] . . .

although I can’t understand how the tablets actually improved the seizures if it’s caused through trauma.” [Angela]
Certainty (3.11) ‘‘It was so pleasing that someone could sit and listen to my story, and . . . say, ‘oh I know exactly what that

is.’” [Susie]

Feeling like a human
being again

Through the relationship with
the neurologist

(3.12) ‘‘He’s taken more interest in me than anybody else has.” [Mabel]
(3.13) [The neurologist] ‘‘made me feel very different than anyone else had . . . he is interested, and that felt really
good.” [Susie]

Through receiving the
diagnosis

(3.14) ‘‘It’s not in my mind, I’m not making it up. That all I was bothered about really . . . there is a reason why this
is happening.” [Jenny]
(3.15) ‘‘I’m thinking, ‘yes! yes! somebody believes me.’ It just made me feel . . . a genuine person.” [Susie]

Through the research
interview

(3.16) ‘‘Someone saying ‘I’m interested, can I come and talk?’ What? You’re interested in me? You’re interested in
my illness? ... after twenty years, to talk about how I feel and how I were made to feel by different people in the
profession . . . it helps me understand how I’ve felt as well.” [Susie]

Emotional impact of
diagnosis

Relief (3.17) ‘‘So now, that burden that I’ve carried round of, ‘it’s all my fault,’ it isn’t.” [Susie]
Confusion (3.18) ‘‘I don’t know where my head were to be honest . . . [it] was just all over place.” [Sharon]
Happiness (3.19) ‘‘I was happy that I knew there was a future, a good future, that there could be a new me and things like

that.” [Jenny]
Unaffected (3.20) ‘‘Just something and nothing . . . something out of the blue.” [Mabel]
Anger (3.21) ‘‘I’d like to get the first doctor who diagnosed me and strangle him (laughs) . . . it just made me angry . . . and I

think I always will be.” [Angela]
(3.22) ‘‘And I felt angry, I felt anger coming into my tears for my dad, cos it’s my dad that’s the main person that’s
done all this.” [Susie]

Upset (3.23) ‘‘It’s like my abuser’s still got a lot of control over me really . . . it’s been hard, upsetting . . . I feel I’m still
getting punished.” [Jenny]

Despair (3.24) ‘‘They wonder now why I’m depressed. I’m depressed because I know my life’s been wrecked from
misdiagnosis. . . . Oh dear.” [Angela]
(3.25) ‘‘Is ending your life something that you’ve thought about?” ‘‘Yeah. A lot since I were given this diagnosis.”
[Angela]
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3.3.2. Doubt and certainty
All but one of the participants expressed a sense of doubt. Doubt

could be categorized in terms of source and target: doubt of others
by the patient (3.7, 3.8), doubt of the patient by others (3.9), and
also ultimately, self-doubt (3.10). Doubts were voiced about doc-
tors involved in the patient’s care, specifically regarding the accu-
racy of the diagnosis of NES, which had clear implications for the
patient’s attitudes and beliefs regarding the treatment being of-
fered. The continued prescribing of antiepileptic drugs cast partic-
ular doubt on the doctors’ certainty regarding diagnosis (3.10). The
perception that the reality of their illness was doubted by medical
professionals and society in general was identified by five partici-
pants. One participant stated that doctors consider only epileptic
seizures as ‘‘genuine.” Perceptions of doubt from society and even
friends and family were reported to contribute to feelings of
isolation and distress. For some, perceptions of external doubt
seemed to contribute to the emergence of self-doubt and confu-
sion. Several of the participants indicated that the perceived cer-
tainty with which the neurologist delivered the diagnosis was
central to their subsequent appraisal. They found the certainty to
be reassuring and a relief after all the uncertainty they had experi-
enced, as well as to help them to believe that the diagnosis was
correct (3.11). However, the beneficial influence of certainty could
be diminished where beliefs about certainty had been compro-
mised in the past.

3.3.3. Feeling like a human being again
All participants contributed to this theme of validation. It has

strong links to the first theme (the experience of having NES), in
particular to some of the isolating aspects of the experience. Some
features of the diagnostic process had the potential to diminish or
reverse these effects. The positive nature of the relationship with
the diagnosing neurologist was commented on by six interviewees,
often because it was unexpected. Many participants perceived that
the neurologist made an effort to be pleasant and approachable,
giving an impression of being interested in the patient by making
time to explain the diagnosis and answer questions (3.12, 3.13).
Receiving the diagnosis was experienced as validating by some.
This could be in the form of internal validation, in that the partic-
ipant’s experiences of the seizures were confirmed and the feelings
of self-doubt could be rejected (3.14, 3.15). Taking part in the inter-
view was also experienced as validating by some (3.16).

3.3.4. Emotional impact of diagnosis
A range of emotions following diagnosis were described, leaving

some participants tearful and overwhelmed. An immediate feeling
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of relief was described by five interviewees. This was attributed to
the knowledge that the cause was not something more sinister,
such as epilepsy (3.17), and to the feeling of certainty that the
problem was now known after so much uncertainty. A further
source of relief for some was the perception that the diagnosis ab-
solved them of blame for the seizures: the explanation implied that
the seizures were caused by the brain’s attempts to cope with trau-
ma and, hence, were beyond conscious control. This allowed the
cause to be externalized, as ‘‘the brain” causing the seizures or,
where appropriate, the person considered to be responsible for
the initial trauma. A sense of confusion was reported by five
respondents, associated with attempts to take in the information
about the cause of their seizures and make sense of it (3.18). Hap-
piness and hope about the future were also expressed (3.19). For
two participants there was a sense that the diagnosis was mean-
ingless and that they were relatively unaffected by it: on reflection,
Lucy felt that it had made no difference to her experience of the
seizures and that it had failed to provide her with a satisfactory
explanation for their occurrence (3.20). Mabel perceived that the
seizure that had occurred while she was being monitored was
qualitatively different from those that she usually experienced
(which she continued to believe were epileptic).

Anger was referred to by the majority of participants. Three
introduced the issue of anger only to deny having felt it. For Angela,
the anger was directed at the doctor who originally gave her the
epilepsy diagnosis (3.21), whereas for Susie, the explanation of
the diagnosis brought to mind her experiences of abuse as a child
and she felt anger toward the perpetrator (3.22). Two other partic-
ipants felt renewed distress about their abusers on receiving the
diagnosis and a trauma-related explanation for their seizures
(3.23). Angela felt ‘‘weak” because something from her past was
getting to her. Jenny felt she was ‘‘still getting punished.” For Ange-
la in particular, the diagnosis led to a strong feeling of despair
resulting in thoughts of suicide (3.24, 3.25).

3.3.5. Feedback on analysis
An earlier draft of this analysis was presented to two of the par-

ticipants for their thoughts and comments in separate meetings ar-
ranged for this purpose. Emily and Susie were approached for
feedback because their prediagnostic experiences had been very
different and also because their interviews had taken place near
the beginning and the end of the interviewing process. During
these meetings it was emphasized that not all aspects of the the-
matic structure would necessarily apply to them. Nevertheless,
both interviewees stated that they felt that the interpretations of
what they had said in the interviews were valid.
4. Discussion

Given the importance of the successful communication of the
diagnosis of NES, there is surprisingly little research on what it is
like for patients to receive this diagnosis. Only three articles touch
on the experience. The first study used IPA to explore illness repre-
sentations in patients who had just received the diagnosis of NES
[24]. Participants were asked to give an account of their illness
and then questions were posed that guided the interviewee to fo-
cus on the five elements of Leventhal’s self regulation model (iden-
tity, cause, timeline, consequences, and controllability) [33]. The
authors concluded that patients’ illness perceptions could be cate-
gorized in terms of the five elements, although two additional
themes, ‘‘feelings about the situation” and ‘‘acceptance of others,”
also emerged from the data, suggesting that the model did not fully
represent the phenomenon. The second study aimed to assess pa-
tients’ understanding of and reaction to the diagnosis of NES and to
explore whether these contribute to outcome [21]. Information
was collected from 84 participants, 1 to 7 years after diagnosis,
using a short, semistructured telephone interview. At the time of
the interview, which took place after any psychological follow-
up, only a third of participants were judged to have an understand-
ing of the diagnosis (defined as an awareness that the seizures
were due to psychological factors). A similar number recalled being
confused when they received the diagnosis, and one-fifth described
reacting angrily. Both of these reactions were found to be associ-
ated with a poorer outcome in terms of seizure frequency at the
time of interview. In contrast, a feeling of relief (noted by one-fifth
of participants) was associated with a more positive outcome. The
final study contained a brief enquiry about reaction to the diagno-
sis as part of a telephone-based structured interview designed to
investigate clinical, psychiatric, and psychosocial characteristics
of this patient group [34]. The participants were 56 patients who
had received the diagnosis an average of 18 months previously in
a manner that was informed by the communication protocol dis-
cussed above [19]. Anger and relief were the only emotional reac-
tions identified, cited by 13 and 21 participants respectively. Belief
in the diagnosis was found to be associated with improved out-
come, and an angry reaction did not predict a poorer prognosis.

Although all of these studies suggest that the patients’ perspec-
tive on the event of diagnosis delivery has an impact on outcome,
they provide only limited insights into the experience of receiving
the diagnosis and do not tell us why some patients were left con-
fused or angry whereas others felt relieved. The largest study was
conducted such a long time after patients had received the diagno-
sis that their responses are likely to have been affected by inter-
vening events (including psychotherapy). All previous studies
were limited in their qualitative scope by being based on fairly ri-
gid interview schedules or by being underpinned, a priori, by one
particular psychological theory (the self-regulation model).

The current study identified six main themes. ‘‘The experience
of living with NES” appeared to be inseparable from the partici-
pant’s personal background, often involving a history of trauma
or ongoing psychological stress, confusion, helplessness, loss, and
isolation. Perhaps even more than in other medical areas, the pro-
cess of reaching and communicating the diagnosis of NES has to be
understood in the context of patients’ preexisting vulnerabilities.
As a group patients with NES have been shown to be characterized
by borderline-like personality features [35], predominantly avoid-
ant coping [36], and insecure attachment styles [37]. The trajectory
of the patient’s condition does not begin with diagnosis, but
prediagnosis experience shapes and frames the postdiagnosis re-
sponse [38].

For some participants the process of achieving a ‘‘label and
understanding” provided legitimacy, a language to facilitate dis-
cussion of the illness and reassurance that the cause was not more
sinister. It was also associated with a treatment that was perceived
to be potentially helpful. These effects of receiving a diagnosis have
previously been described in physical disorders diagnosed after
long delays [39]. However, in contrast to these more objectifiable
disorders, the issue of the diagnosis providing meaning was less
straightforward. In accordance with findings in another medically
unexplained disorder (fibromyalgia), acceptance of the diagnostic
label was related to concordance between diagnosis and experi-
ence of illness [40]: only those participants who were aware of a
history of previous trauma seemed to acquire a sense of meaning.
However, the construction of personal meaning (integrating the
diagnosis into personal narrative) appeared central to acceptance
of the diagnosis. Failure to understand the diagnosis resulted in
its outright rejection for two of the eight participants and doubts
about it and, therefore, about the suggested treatment.

The experience of ‘‘being left in limbo land,” perhaps felt most
clearly after diagnosis and before commencement of psychother-
apy, may not be specific to the diagnosis of NES: it has also been
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described in patients diagnosed with multiple sclerosis [41], and
following the diagnosis of type 2 diabetes [42]. However, the inter-
action of the sense of feeling ‘‘dumped” and patient’s previous or
current life experiences seemed to have particularly dramatic emo-
tional consequences in the NES group, including fears of a nervous
breakdown and thoughts of suicide.

Participants made a wide range of statements relating to ‘‘cer-
tainty and doubt” about their seizures. Doubt about the diagnosis
seemed to interact with doubt about the nature of the condition
or feelings of self-doubt and self-blame or guilt. Such more general
doubts have been found to be associated with an increased risk of
affective disorders in other medically unexplained conditions [43].
Especially in the patient group studied here, it is possible that
these feelings were related to the experience of abuse, which can
evoke a tendency in victims to blame themselves for what has hap-
pened [44].

The implications of the three themes of experience, limbo, and
doubt were illustrated in descriptions of the ‘‘emotional impact of
the diagnosis.” Relief, anger, and confusion were described by
many participants, reflecting previous findings with this patient
group [21,34,45]. Relief was associated with the knowledge that
the seizures did not have a more sinister cause and the sense that
a burden of responsibility had been lifted (allied to the neurolo-
gist’s externalizing framing of the diagnosis). Confusion reflected
the difficulty that participants described in taking in all the infor-
mation and making sense of it within the consultation. Anger
was felt toward previous doctors and also toward perpetrators of
abuse (although, interestingly, it was not recalled as being directed
toward the doctor in the consultation). Our findings add four emo-
tional reactions to those cited in the literature: happiness, appar-
ent lack of affective response, distress, and despair. Happiness
resulted from the relief at the diagnosis, but also reflected a new
hope about the future. An ‘‘unaffected” reaction was associated
with a feeling that the new label failed to provide an explanation
for the seizures and that the diagnosis was wrong. Distress was
caused by the unexpected reintroduction of the specter of abuse
and associated emotions, resulting from the explanation that the
seizures might be caused by past abuse or trauma. Despair was
brought about by strong feelings of loss and hopelessness, and
could potentially lead to thoughts of suicide.

Receiving the diagnosis could also elicit the more complex reac-
tion of ‘‘feeling like a human being again.” The diagnostic consulta-
tion was found to have the potential to empower patients by
validating their condition, through the unexpected experience of
a positive relationship with the neurologist, the explanation of
the seizure experiences, and the sense that they were believed.
Such a process is likely to have positive implications for engage-
ment with services and in patients’ attitudes toward health profes-
sionals. The research interview was also a source of social
validation and a valued opportunity for some to process the expe-
rience and meaning of diagnosis. This observation suggests that a
fairly brief intervention giving patients the opportunity to discuss
their thoughts and feelings about their new diagnosis could be
effective.

4.1. Limitations

This study has a number of methodological limitations. The
qualitative approach required a small sample size. It is recognized
that NES are an etiologically and clinically heterogeneous disorder
[46], and it may be that our sample did not capture the complete
range of possible responses to the diagnosis. All patient partici-
pants were female. There are suggestions of important gender dif-
ferences in NES [47], and we cannot comment on the reaction of
male patients to the diagnosis. None of the participants were
thought to have coexisting epilepsy although additional epileptic
seizures are observed in 10–30% of patients with NES [7]. Patients
with combined epileptic and nonepileptic seizures may have par-
ticular difficulties with understanding the diagnosis of NES. Inter-
viewees may have had different experiences leading up to the
diagnosis of PNES, including the use of provocative techniques,
and these may have influenced their statements. All participants
were recruited from a waiting list for psychotherapy. This means
that we cannot describe findings in patients who had refused refer-
ral for psychological treatment. The excluded group is likely to
have consisted of individuals who were the most unconvinced by
a psychological explanation or most angry at the diagnosis, and
their perspectives of the experience would have been of great
interest. Future qualitative research might usefully focus on this
group. The findings are based entirely on what the interviewees
said, and the reliability of their statements cannot be validated. Fi-
nally, our study did not include any outcome measures, so we can-
not be certain about the effects of the perceptions on the patients’
further illness trajectory (including engagement in psychother-
apy). However, the findings of our study provide a basis for future
hypothesis-driven research in this area.
5. Conclusion

Despite these limitations, the findings of this study have direct
implications for clinical management. The question of whether the
neurologist should mention a possible link between trauma
(including childhood sexual abuse) and NES has been discussed
controversially in the previous literature [19,23,45,48]. Our results
suggest that making this link was vital for some participants in
understanding and therefore accepting the diagnosis. However,
the suggestion of an association of NES with previous trauma al-
lowed other patients to reject the diagnosis of NES, because they
were not aware of any significant trauma in their personal history.
It therefore seems a good idea for neurologists to make references
to trauma, but not to be too specific and to stress that NES can also
occur in the absence of trauma. Furthermore, neurologists need be
more aware of the emotional consequences for patients of making
the link between previous trauma and ongoing seizures. Most par-
ticipants in this study described feelings of anger, shame, and/or
helplessness; some expressed suicidal ideas. This means that there
is a clear need to drastically reduce the length of the ‘‘unsup-
ported” period that currently exists between diagnosis and the on-
set of treatment. This might be achieved through the offer of an
early follow-up appointment with the neurologist, initiatives to re-
duce the waiting time for psychotherapy, or the introduction of an
alternative source of support during the period of waiting. A previ-
ous study has suggested scheduled contacts with a medical social
worker at 3 and 12 months after diagnosis [49]; another suggested
the involvement of a ‘‘psychiatric consultation liaison nurse” [23].

Our results also demonstrate how difficult it is for patients to
take in the neurologist’s explanation of the diagnosis of NES. Copy-
ing the patient into a detailed letter about the consultation [50] or
providing written information about the disorder may help [51].

Finally, our findings suggest that patients may welcome the
provision of programs that could combat isolation. Although leaf-
lets about the condition may help with this, group treatments
may be particularly welcome by some patients [52–54]. One par-
ticipant suggested that it might be helpful to have a letter from
an individual who has gone on to have a ‘‘good outcome” describ-
ing the process by which he or she got there.
Appendix. . Interview schedule

I am interested in talking to people who have been told that
their seizures are not due to epilepsy, in order to gain some under-
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standing of what this experience is like and what it has meant for
them and their lives.

1. Could you tell me a bit about yourself and your experiences
up until you were told that your seizures are not due to
epilepsy?
What was life like? (background, including relationships,
work, health, etc.)
How did you see yourself?
Did you talk to other people about your seizures?

2. Can you remember what you were thinking when you arrived
for the appointment at which you were told that your seizures
aren’t due to epilepsy?

What were you expecting to happen?
How did you feel about that?
Who was there?

3. What happened at that appointment?
What went through your mind at the time?
What was it like mentally/emotionally/physically?
What did you say?
Did the doctors give you an explanation for your seizures?
How did the appointment end? How long did it last?
Could anything have been different?
How did you feel later that day/week

4. Have you told anyone about this diagnosis?
Who?
What did you tell them?
What did they think?

5. What has happened since then?
What do you think about it now?
What do you feel about it now?
How are things now—frequency of seizures, medication?

6. Is there anything else you think might be helpful for me to
know?

What was the interview like?
Did anything surprise you?

References

[1] Lesser RP. Psychogenic seizures. Neurology 1996;46:1499–507.
[2] Reuber M. Psychogenic nonepileptic seizures: answers and questions. Epilepsy

Behav 2008;12:622–35.
[3] Kotsopoulos IA, de Krom MC, Kessels FG, et al. The diagnosis of epileptic and

non-epileptic seizures. Epilepsy Res 2003;57:59–67.
[4] Gunatilake SB, De Silva HJ, Ranasinghe G. Twenty-seven venous cutdowns to

treat pseudostatus epilepticus. Seizure 1997;6:71–2.
[5] Reuber M, Baker GA, Gill R, Smith DF, Chadwick D. Failure to recognize

psychogenic nonepileptic seizures may cause death. Neurology
2004;62:834–5.

[6] Bowman ES, Markand ON. Psychodynamics and psychiatric diagnoses of
pseudoseizure subjects. Am J Psychiatry 1996;153:57–63.

[7] Reuber M. Are non-epileptic seizures a manifestation of neurologic pathology?
In: Kanner AM, Schachter S, editors. Controversies in epilepsy and
behavior. New York: Elsevier; 2008. p. 151–75.

[8] LaFrance WC, Barry JJ. Update on treatments of psychological nonepileptic
seizures. Epilepsy Behav 2005;7:364–73.

[9] Reuber M, Howlett S, Kemp S. Psychologic treatment for patients with
psychogenic nonepileptic seizures. Exp Opin Neurother 2005;5:737–52.

[10] Scull DA. Pseudoseizures or non-epileptic seizures (NES): 15 synonyms. J
Neurol Neurosurg Psychiatry 1997;62:200.

[11] Kanner AM. More controversies on the treatment of psychogenic
pseudoseizures: an addendum. Epilepsy Behav 2003;4:360–4.

[12] Harden CL, Ferrando S. Controversies in epilepsy and behavior: delivering the
diagnosis of psychogenic pseudoseizures, should the neurologist or
psychiatrist be responsible? Epilepsy Behav 2001;2:519–23.

[13] De Timary P, Fouchet P, Sylin M, et al. Non-epileptic seizures: delayed
diagnosis in patients presenting with electroencephalographic (EEG) or
clinical signs of epileptic seizures. Seizure 2002;11:193–7.

[14] Reuber M, Fernández G, Bauer J, Helmstaedter C, Elger CE. Diagnostic delay in
psychogenic nonepileptic seizures. Neurology 2002;58:493–5.

[15] May C, Allison G, Chapple A, et al. Framing the doctor–patient relationship in
chronic illness: a comparative study of general practitioners’ accounts. Social
Health Illness 2004;26:158.
[16] Stone J, Binzer M, Sharpe M. Illness beliefs and locus of control: a comparison
of patients with pseudoseizures and epilepsy. J Psychosom Res
2004;57:541–7.

[17] Clements A, Sharpe M, Simkin S, Borril J, Hawton K. Chronic fatigue syndrome:
a qualitative investigation of patients beliefs about their illness. J Psychosom
Res 1997;42:615–62.

[18] Thompson R. What is it like to receive a diagnosis of non-epileptic seizures?
Doctor of Clinical Psychology thesis, University of Sheffield; 2007.

[19] Shen W, Bowman ES, Markand ON. Presenting the diagnosis of pseudoseizure.
Neurology 1990;40:756–9.

[20] Aboukasm A, Mahr G, Gahry BR, Thomas A, Barkley GL. Retrospective analysis
of the effects of psychotherapeutic interventions on outcomes of psychogenic
nonepileptic seizures. Epilepsia 1998;39:470–3.

[21] Carton S, Thompson PJ, Duncan JS. Non-epileptic seizures: patients’
understanding and reaction to the diagnosis and impact on outcome. Seizure
2003;12:287–94.

[22] Ettinger AB, Devinsky O, Weisbrot DM, Ramakrishna RK, Goyal A. A
comprehensive profile of clinical, psychiatric, and psychosocial
characteristics of patients with psychogenic nonepileptic seizures. Epilepsia
1999;40:1292–8.

[23] Thompson NC, Osorio I, Hunter EE. Nonepileptic seizures: reframing the
diagnosis. Perspect Psych Care 2005;41:71–8.

[24] Green A, Payne S, Barnitt R. Illness representations among people with non-
epileptic seizures attending a neuropsychiatry clinic: a qualitative study based
on the self-regulation model. Seizure 2004;13:331–9.

[25] Reuber M, Pukrop R, Bauer J, Helmstaedter C, Tessendorf N, Elger CE. Outcome
in psychogenic nonepileptic seizures: 1 to 10 year follow-up in 164 patients.
Ann Neurol 2003;53:305–11.

[26] Brocki JM, Wearden AJ. A critical evaluation of the use of interpretative
phenomenological analysis (IPA) in health psychology. Psychol Health
2006;21:87–108.

[27] Smith JA. Reflecting on the development of interpretative phenomenological
analysis and its contribution to qualitative research in psychology. Qual Res
Psychol 2004;1:39–54.

[28] Smith J. Semi-structured interviewing and qualitative analysis. In: Smith J,
Harre R, van Langenhove L, editors. Rethinking methods in
psychology. London: Sage; 1995. p. 9–26.

[29] Smith JA, Jarman J, Osborn M. Doing interpretative phenomenological analysis.
In: Murray M, Chamberlain K, editors. Qualitative health psychology: theories
and methods. London: Sage; 1999. p. 218–40.

[30] Willig C. Introducing qualitative research in psychology. Buckingham: Oxford
Univ. Press; 2001.

[31] Yardley L. Dilemmas in qualitative health research. Psychol Health
2000;15:215–28.

[32] Mays N, Pope C. Qualitative research in health care: assessing quality in
qualitative research. Br Med J 2000;320:50–2.

[33] Leventhal H, Diefenbach M, Leventhal EA. Illness cognitions: using common
sense to understand treatment adherence and affect cognition interactions.
Cogn Ther Res 1992;16:143–63.

[34] Ettinger AB, Dhoon A, Weisbrot DM, Devinsky O. Predictive factors for
outcome of nonepileptic seizures after diagnosis. J Neuropsychiatry Clin
Neurosci 1999;11:458–63.

[35] Reuber M, Pukrop R, Derfuss R, Bauer J, Elger CE. Multidimensional assessment
of personality in patients with psychogenic nonepileptic seizures. J Neurology
Neurosurg Psychiatry 2003;75:743–8.

[36] Goldstein LH, Drew C, Mellers J, Mitchell-O’Malley S, Oakley DA. Dissociation,
hypnotizability, coping styles and health locus of control: characteristics of
pseudoseizure patients. Seizure 2000;9:314–22.

[37] Holman N, Kirby A, Duncan S, Brown RJ. Adult attachment style and childhood
interpersonal trauma in non-epileptic attack disorder. Epilepsy Res
2008;79:84–7.

[38] Widerman E. Communicating a diagnosis of cystic fibrosis to an adult: what
physicians need to know. Behav Med 2002;28:45–52.

[39] Ballard K, Lowton K, Wright J. What’s the delay? A qualitative study of
women’s experiences of reaching a diagnosis of endometriosis. Fertil Steril
2006;86:1296–301.

[40] Madden S, Sim J. Creating meaning in fibromyalgia syndrome. Soc Sci Med
2006;63:2962–73.

[41] Johnson J. On receiving the diagnosis of multiple sclerosis: managing the
transition. Mult Scler 2003;9:82–8.

[42] Parry O, Peel E, Douglas M, Lawton J. Patients in waiting: a qualitative study of
type 2 diabetes patients’ perceptions of diagnosis. Fam Pract 2004;21:131–6.

[43] Reich JW, Johnson LM, Zautra AJ, Davis MC. Uncertainty of illness relationships
with mental health and coping process in fibromyalgia patients. J Behav Med
2006;29:307–16.

[44] Celano MP. A development of victims’ internal attribution of responsibility for
sexual abuse. J Interpers Violence 1992;7:57–69.

[45] Farias ST, Thieman C, Alsaadi TM. Psychogenic nonepileptic seizures: acute
change in event frequency after presentation of diagnosis. Epilepsy Behav
2003;4:424–9.

[46] Reuber M, Howlett S, Khan A, Grünewald R. Non-epileptic seizures and other
functional neurological symptoms: predisposing, precipitating and
perpetuating factors. Psychosomatics 2007;48:230–8.

[47] Oto M, Conway P, McGonigal A, Russel AJ, Duncan R. Gender differences in
psychogenic non-epileptic seizures. Seizure 2005;14:33–9.



R. Thompson et al. / Epilepsy & Behavior 14 (2009) 508–515 515
[48] Mellers JDC. The approach to patients with ‘‘non-epileptic seizures”. Postgrad
Med J 2005;81:498–504.

[49] So NK, Bennett C, Smith B. Prospective outcome after diagnosis of nonepileptic
seizures. Epilepsia 2004;45(Suppl. 7):266–7.

[50] Spiessl H, Rothbauer J, Cording C. Discharge letters addressed to patients:
confidence enhancement and psychoeducation. Psychiatr Prax 2006;33:298.

[51] Hall-Patch L, Brown R, House A, et al. Acceptability and effectiveness of a
communication strategy for the diagnosis of non-epileptic attacks. Epilepsia,
submitted for publication.
[52] Wittenberg D, Michaels J, Ford C, Bullock K, Barry JJ. Group psychotherapy for
patients with non-epileptic seizures: a pilot study. Epilepsia 2004;45(Suppl.
7):57–8.

[53] Zaroff CM, Myers L, Barr WB, Luciano D, Devinsky O. Group psychoeducation as
treatment for psychological nonepileptic seizures. Epilepsy Behav
2004;5:587–92.

[54] Prigatano GP, Stonnington CM, Fisher R. Psychological factors in the genesis
and management of nonepileptic seizures: clinical observations. Epilepsy
Behav 2002;2:343–9.


	What is it like to receive a diagnosis of nonepileptic seizures?
	Introduction
	Patients and methods
	Participants
	Procedure
	Data analysis
	Quality and validity

	Results
	Demographics
	Themes relating to the nature of NES and living with the condition
	The experience of living with nonepileptic seizures
	Label and understanding

	Themes relating to the impact of the diagnosis of NES
	Being left in limbo land
	Doubt and certainty
	Feeling like a human being again
	Emotional impact of diagnosis
	Feedback on analysis


	Discussion
	Limitations

	Conclusion
	. Interview schedule
	References


