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Objective: Different psychosocial trajectories have been identified following treatment with epilepsy surgery, as
patients adjust to possible changes in seizure frequency and the subsequent impact on their psychosocial func-
tioning. Qualitative research has been key to understanding this adjustment process, particularly in the short-
term (2–5 years). Currently, however, there is a lack of qualitative research examining longer-term
(N15 years) outcomes, precluding the same rich, detailed understanding of longer-term psychosocial outcomes.
Using a grounded theory approach, we explored how patients reflected on and made sense of their adjustment
trajectories, 15 to 20 years after surgery. This included the impact of surgery on their sense of self and broader
psychosocial functioning.
Methods:We recruited 40 adult patients who had undergone anterior temporal lobectomy (ATL) 15 to 20 years
ago (24 females; 26 left-sided). Median age at habitual seizure onset was 9.7 years (Interquartile range; IQR =
13.8), and at surgery was 31 years (IQR= 12). Median length of follow-up was 18.4 years (IQR= 4.3). Compre-
hensive one-on-one interviews (median time = 86 min, IQR = 28) were used to elicit patient experiences of
their surgery and subsequent psychosocial outcomes. Datawere analyzedusing a grounded theory inductive–de-
ductive process.
Results: Patient narratives revealed a common process of psychosocial change andmeaning-making triggered by
surgery, whichwas often perceived as amajor turning point in life. Patients reflected onmoving through an early
postsurgical period (b5 years) of upheaval and psychological disequilibrium. While this period was often re-
membered as stressful, difficultieswere softened and/or reframed in hindsight. Through this process of reframing
and meaning-making, patients were able to reestablish equilibrium and a sense of normality. Differences were
evident in how patients navigated the process of meaning-making, and the extent to which they felt surgery
had changed their self-identity.
Discussion:We propose a model of postsurgical meaning-making, evident in the narratives of patients who have
undergone ATL, providing a new perspective on long-termpsychosocial outcomes. Thismodel contributes to our
understanding of patient well-being and quality of life, by acknowledging the active role that patients play in
seeking to create their own sense of normality after epilepsy surgery.
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1. Introduction

Epilepsy surgery is the recommended treatment for patients with
drug-resistant focal epilepsy, often resulting in better seizure and qual-
ity of life outcomes compared with ongoing treatment with medication
[1]. Our current understanding of the impact of surgery on psychosocial
functioning primarily spans the presurgical to initial five-year postsur-
gical period. This research has been invaluable for informing the
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short- to medium-term clinical management of patients undergoing
this procedure by shedding light on the complex processes of learning
to live without epilepsy or facing the uncertainty and disappointment
of seizure recurrence [2–7]. For some, successful surgery can result in
a paradoxical increase in psychological distress and a process of identity
change [3,4,8], and this research has provided clinicians with valuable
information for improving early postsurgical psychosocial support [8].
Our understanding of the longer-termpsychosocial adjustment process,
however, is limited.

Research into long-term (N15 years) psychosocial outcomes of epi-
lepsy surgery generally shows improvements along with improved
quality of life, particularly for those who achieve good seizure outcome
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[9–13]. Much of this research, however, focuses on the achievement of
specific social milestones, commonly driving, employment, and rates
of marriage. Alternatively, research focusing on psychological outcomes
has been predominantly restricted to a few studies examining rates of
depression and/or anxiety long-term [14–17]. Far less is known about
patient perspectives of the outcomes of their surgery, the possible reso-
lution of early adjustment issues, and broader markers of psychosocial
functioning. Likewise, no research has examined the active role that pa-
tients might play in making sense of their surgical outcomes and its im-
pact on self-identity, despite two long-term studies alluding to the
occurrence of ‘identity crises’ after the early follow-up period [17,18].

Qualitative research is key to achieving this deeper level of psycho-
logical understanding. Qualitative research provides valuable insights
into the experience of living with epilepsy across the lifespan [19–22],
and allows researchers to examine the phenomenology of patient expe-
riences and psychosocial processes not captured by statistical methods.
To date, however, there are only two qualitative studies of the longer-
term psychosocial outcomes of epilepsy surgery [17,23]. One of these,
from our research group, focused specifically on patient experiences
as they relate to the achievement of social milestones [23], while the
other focused on patient expectations and the perceived costs and ben-
efits of surgery [17]. No study to date has explored the psychosocial ad-
justment trajectories of patients in detail, including any impact on
patient self-identity, giving rise to the aim of this study. In particular,
we sought to develop a model of the process by which patients adjust
to and make sense of their decision to undergo epilepsy surgery and
its subsequent impact on their long-term psychosocial functioning.

2. Materials and methods

2.1. Study design

The grounded theory approach of Glaser and Strausswas chosen, be-
cause of its benefits for exploring understudied topics and understand-
ing psychosocial processes [19,24–26]. Grounded theory also considers
‘negative cases’ (i.e., those typically considered outliers in quantitative
research), thereby capturing the true diversity of patient experiences.
This is extremely valuable because patient adjustment trajectories, ei-
ther in the face of a new illness or following major treatment, are not
uniform [27–29]. Individual differences in the ability to adapt are ex-
pected and can be lost when focusing on group average data [27].

2.2. Recruitment

This study was conducted as part of a larger project characterizing
the long-term psychosocial outcomes of anterior temporal lobectomy
(ATL) [23], with the following eligibility criteria: (i) a single ATL for
drug-resistant temporal lobe epilepsy (TLE), (ii) age ≥18 years at the
time of surgery, (iii) intellectual capacity to engage in a lengthy inter-
view process (Full scale IQ; FSIQ ≥70), and (iv) a sufficient level of
English. All patients were recruited from the Austin Health Comprehen-
sive Epilepsy Program (CEP), where they had undergone presurgical
clinical, electroencephalographic (EEG), psychiatric, neuropsychologi-
cal, and neuroimaging investigations, as well as extensive routine post-
surgical medical, neurological, and psychosocial follow-up [30,31].
Routine psychosocial and medical follow-up spanned the initial 24-
month postsurgery period; however, some patients received extended
regular psychosocial support, with the longest documented clinical
follow-up at 7 years.

Recruitment occurred between 2014 and 2016, starting with review
of patient records and ending when theoretical saturation was met
(Supplementary Fig. 1). One hundred and fourteen patients were iden-
tified as having undergone a single ATL between 1994 and 2004 (to en-
sure a follow-up of ≥15 years). Of these, one had died, four were lost to
hospital contact, and twenty-seven did not meet study inclusion
criteria. Seventy eligible patients were contacted via post in a
consecutive manner, beginning with those who underwent surgery in
1994. Forty-five (60%) agreed to participate. The remaining patients
could not be contacted (n = 18), declined because of perceived time
commitment (n = 6), or reported a negative experience of surgery (n
= 1).

2.3. Participants

Following recruitment, three patients withdrew because of time
commitments, one was unable to be scheduled for interview, and an-
other completed the interview but did not return the consent form.
Forty patients (57% of those contacted) were therefore interviewed for
the current study, representing a robust final sample for qualitative
analysis [19,26]. For a grounded theory approach, it is important to in-
tentionally include patients with a range of experiences [32]. This was
achieved within our cohort by including patients with different clinical
characteristics and postsurgical seizure outcomes, as well as the type of
postsurgical psychosocial support received (i.e., face-to-face or over the
phone, depending on whether patients lived locally, interstate, or
overseas).

Patient demographics are displayed in Table 1. Patients predomi-
nantly came from Victoria, Australia (46%), with slightly more females
(61%) and left-sided resections (66%). The median age at surgery was
31 years (Interquartile range; IQR = 12), following a median duration
of epilepsy of 21.2 years (IQR = 13.3). Median time since surgery was
18.4 years (IQR = 4.3).

2.4. Data collection

In-depth, semistructured interviews of approximately 60–180 min
(median = 86 min, IQR = 28) were conducted either face-to-face (n
= 7) or via telephone (n = 33). There was no significant difference in
length of interview according to modality (Table 1). While face-to-face
is typically the preferred medium for qualitative research, studies have
found telephone interviews comparable [33,34]. Telephone interviews
were vital for our study in order to capture the typical patientswhoattend
the Austin CEP, including those who lived rurally, interstate, or overseas.

Set questions and prompts were based on the Austin CEP Interview, a
well-validated, psychosocial interview developed for epilepsy surgery
patients by our group [3,4]. Some questions were slightly reworded to
allow exploration of outcomes over a longer timeframe. In line with a
grounded theory approach, prompts could be adjusted as the study
progressed to explore emergent themes. For example, as the theme of
an early period of postsurgical disequilibrium emerged, a prompt was
included asking patients how long they felt this early period of adjust-
ment, or their early postsurgical difficulties, lasted.

Following each interview, review of psychosocial follow-up records
was conducted. This review was always conducted postinterview, in
order to prevent any bias in the researcher's approach to questioning.
Memos reflecting researcher (H.C) observations and impressions from
review of psychosocial follow-up records were included in the final
analysis. Memos were also utilized in order to monitor reflexivity
throughout the process of data collection and analysis.

2.5. Data analysis

Interviews were recorded and transcribed, and data were entered
into NVivo 11 (QSR International Pty Ltd., Australia). Data analysis pro-
cedures were based on the systematic inductive–deductive method of
grounded theory. As such, data analysis occurred concurrent with data
collection, commencing after thefirst interview [24]. In the initial induc-
tive stage, data are coded line by line to generate open, or in vivo, codes.
Codes are strengthened or altered with each subsequent interview, and
categories begin to form by clustering or condensing in vivo codes and
identifying patterns across the data. This continues until a “core cate-
gory” is identified, which reflects the overarching process in the data.



Table 1
Demographics and clinical of the final sample (n = 40).

Demographics Mean (SD)/
n (%)

Gender
Female 24 (60%)

Place of residence
Victoria, Australia 18 (45%)
Interstate, Australia 19 (48%)
New Zealand 3 (7%)

Currently driving
Yes 34 (85%)

Current marital status
Single 5 (12%)
Partner 6 (15%)
Married 25 (63%)
Divorced/Widowed 4 (10%)

Current living situation
Partner and/or children 31 (78%)
Parents 2 (5%)
Alone 7 (17%)

Highest level of education
Primary school 2 (5%)
Secondary school 20 (50%)
Trade certificate 7 (18%)
University 11 (27%)

Current occupation
Employed FT 19 (47%)
Employed PT 4 (10%)
Unemployed 14 (35%)
Retired 3 (8%)

AED regime at long-term follow-up
None 8 (20%)
Monotherapy 22 (55%)
Polytherapy 10 (25%)

Side of resection
Left 26 (65%)
Right 14 (35%)

GTCS presurgery
Yes 15 (37%)
No 25 (63%)

Length of follow-up (SD) 17.9 years (2.5)
Age at regular seizure onset (SD) 12.4 years (9.7)
Age at surgery (SD) 32.8 years (8.6)
Duration of epilepsy (SD) 20.6 years (10.2)
Time since last seizure (SD) 11.6 years (7.8)
Duration of interview (SD)

Telephone 91.2 min (29.0)
In person 91.1 min (40.6)

Note. AED = antiepileptic drug; FT = full-time; GTCS = generalized tonic–clonic sei-
zures; PT = part-time; SD= standard deviation.
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Theoretical saturation is achieved when additional data scrutiny yields
no new codes or categories. The deductive stage then involves reanaly-
sis of the original data set, coding for the core category, andmain under-
lying themes and subthemes. Initial data analysis was conducted byH.C,
and the final model, including core category and themes, was agreed
upon in discussion with S.J.W and A.M.

2.6. Ethics

This studywas approved by the Human Research Ethics Committees
of Austin Health and The University of Melbourne. All patients gave in-
formed consent in accordance with the Declaration of Helsinki. Tran-
scribed interviews were deidentified and kept in a password protected
folder, separate to patient medical records.

3. Results

3.1. A process of postsurgical meaning-making

The core category, or main process identified in the patient narra-
tives, was one of meaning-making. Patient narratives demonstrated
that surgery was a major life turning point, and there was a need to
make meaning of the decision to undergo surgery given the changes it
brought and the impact it had on postsurgical psychosocial functioning.
Main themes and subthemes underlying this core category are shown
in Fig. 1.

Evident from these themes, meaning-making was triggered follow-
ing surgery when patients experienced a sense of disequilibrium, or
change, in their psychosocial functioning. Narratives at long-term
follow-up reflected a reestablished sense of normality, achieved
through this meaning-making process. A number of common psycho-
logical coping strategies were evident across narratives, assisting pa-
tients to reestablish a sense of normality, after the initial period of
disequilibrium. Reflecting different long-term psychosocial trajectories,
systematic differences were evident in the final narrative that patients
presented at interview. These features reflected differences in the de-
gree to which patients felt that surgery had changed their sense of
self, and the extent to which they had engaged with the meaning-mak-
ing process. Illustrative quotes are provided in-text, with further
supporting quotes in Supplementary Tables 1 and 2.

3.2. Surgery as a major turning point

Turning points are often best identified in hindsight, when an indi-
vidual reflects on his/her life journey and identifies a clear change of
course. At long-term follow-up, surgery was an easily time-tagged
event, with a clear demarcation between pre- and postsurgical life for
many patients.

P2: I'm just so pleased that I had the surgery and would never want
to go back to the way it was, you know?

3.2.1. Hope versus risk
The language used to describe surgery also highlighted the potential

for it to drastically change patient lives. Surgery was a “chance at cure”
or a “better life,” and an opportunity that patients felt “lucky” or
“blessed” to have.

P9: If you're given that opportunity that [surgery] may reduce them
or stop them altogether, that's just, that's just a blessing. That's like
you can get a second chance at having a better life.

This phrasing emphasizes the tenuous nature of patient hopes and
expectations for improvements postsurgery, balanced against the risks
and the possibility of a suboptimal outcome.

P10: I also had to think well, what repercussion will it have on […]
my mum and dad if something goes wrong […] and they have to
look after me.

3.2.2. Surgery as a final resort
Surgery could also be an important turning point because it followed

a particularly low presurgical period involving the disheartening and
frustrating process of trying multiple ineffective antiepileptic drugs
(AEDs). In this context, some patients described surgery as a “final re-
sort,” somewhat negating the patient's active role in seeking out and/
or choosing surgery. Patients perceived they had “no choice” but to un-
dergo surgery, and therefore, the subsequent outcomeswere inevitable.
As one patient said,

P6: I wouldn't have done it if there had been any other option.

3.3. Early period of disequilibrium

Following surgery, many patients were thrown into a state of dis-
equilibrium as they negotiated the strangeness of seizure freedom,



Fig. 1. Conceptual map of the data, including the core category and underlying main themes and subthemes.
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faced the uncertainty of breakthrough seizures or the disappointment of
regular seizure recurrence. The suddenness of this transition was de-
scribed by one patient as,

P9: You go from can't work, can't drive, multiple seizures and a very
limited social life and just very limited life to ‘it's all ok, off you go.’
Very strange.

3.3.1. Adjusting to change
This state of disequilibrium brought about a need to adjust to the

change. For some patients, this was a relatively smooth process that in-
volved exploring new social opportunities. However, for others, the pe-
riod of postsurgical disequilibrium was challenging and involved
significant adjustment (Section 3.3.2) or psychiatric difficulties
(Section 3.3.3).

3.3.2. The burden of normality
Many patients described the process of adjusting to seizure freedom

or a reduction in seizures in terms of features of the burden of normality
[3,4]. They recalled a process of questioning their identity as a result of
the sudden cessation of seizures and the flow-on effects for their psy-
chosocial well-being. This included a sense of increased expectations
on themselves and from others, a need to catch up on lost time, changes
in their social and vocational opportunities, and a shift in their family
dynamics.

P5: I was on fast-forward, I was sort of catching up everything that
I'd missed. Relationships and all that. And socialising.
3.3.3. Exacerbated or de novo mood difficulties
In hindsight, patients felt that the postsurgical period of adjustment

lasted between two and five years and was considered by many to
be one of the most difficult periods of their lives. This could involve
the onset or exacerbation of psychopathology. Some felt that existing
symptoms of anxiety or depression “hit harder” following surgery,
while others felt that unrecognized psychiatric symptoms, previously
masked by seizures and/or the side effects of AEDs, became unexpect-
edly salient.

P13: I got a lot of panic attacks immediately after the surgery. I mean
I wasn't worried at all about the surgery but obviously subcon-
sciously I was.

3.4. Reestablishing equilibrium

At long-term follow-up, patient narratives reflected a sense of hav-
ing achieved stability and normality. In other words, they had
reestablished a sense of equilibrium in their psychosocial functioning.

3.4.1. Balancing the outcomes
All patients reported that undergoing surgery was the right decision

for them. Therefore, the process of reestablishing equilibrium involved
balancing the positive and negative outcomes of surgery in light of
this viewpoint. The general positive and negative long-term outcomes
described by our cohort are consistent with previous studies
[9,17,35,36]. Negative outcomes included suboptimal seizure outcome,
memory problems, neurological outcomes such as migraine or
numbness, lasting changes in family dynamics, and/or psychopathol-
ogy. Positive outcomes related to alleviation or reduction of seizures,
reduced worry, increased confidence, and new social and vocational
opportunities.

P2: Even though I'm not [completely] seizure free, at least I don't
have to deal with all the auras and whatnot. And absences that I
would feel, and of course now too I can drive, whereas pre-surgery
I couldn't.

3.4.2. Building confidence and reduced distress
Positive outcomes appeared to be strengthened over time as concern

about possible seizure recurrence faded, confidence grew, and patients
made increasing social gains [23]. In contrast, patients often adapted
to the negative outcomes, with many reporting they were “used to”

Image of Fig. 1
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memory issues, minor neurological complications, and/or seizure
recurrence.

P17: [I thought] just because I've gone 6 months without [a seizure]
doesn't mean I won't have one in a month's time. […] But after all
these years now, I'm confident that it's not going to happen again.

While patients acknowledged the difficulty of the early period of dis-
equilibrium, there was a softening of the severity of issues when
recalled at the time of long-term follow-up. Reduction in the severity
of psychiatric symptoms over timewas also evident through patient re-
port of a decreasing need for professional support. If patients were en-
gaged with a psychologist or psychiatrist at the time of long-term
follow-up, it was predominantly for review rather than regular thera-
peutic input. This likely reflected a reduction in patient distress over
time as they moved towards reestablishing a sense of equilibrium.
Two patients who experienced particularly poor psychiatric outcomes
postsurgery, however, felt that these difficulties presented more of a
challenge to their social life and well-being than managing seizures
pre- or postsurgery.
3.4.3. Remaining cautious
Despite reduced concern about seizure recurrence, there was typi-

cally no single ‘moment of cure.’ Rather, patients reported ongoing re-
flection on their seizure status, including caution about possible
recurrence. This process was managed through practical and/or
emotion-focused coping strategies. Practical strategies included limiting
alcohol intake, maintaining general health and getting enough sleep,
while emotion-focused strategies included “thinking positively.” This
caution may, in part, be due to the realistic postoperative counseling
provided through the CEP. For instance, one patient felt she should not
say she was cured, even though she considered herself to be.

P21: [I drink] a lot less since the operation. I mean it's, truthfully, it's
a bit of a scare that if I drink toomuch Imight have [a seizure], so that
really works on me more than anything.
3.5. Strategies for reframing

The process of reestablishing equilibrium was more involved, how-
ever, than weighing up positive and negative outcomes. To help rees-
tablish a sense of normality, patients drew on common psychological
coping strategies.
3.5.1. Social comparisons
Comparisonsmade against friends and family allowed patients to es-

tablish a sense of normality or “typical” life — better than some, worse
than others. Such comparisons could lessen the impact of negative post-
surgical outcomes; for example, patients commonly explained the ex-
perience of memory difficulties as a natural part of aging, also
experienced by friends and family, rather than an outcome of surgery.

P6: I talk to friends around the place and they sound like their
memory's up the creek too, so […] that makes you feel better.

Downward comparisons against unknown “others” also buoyed up
perceivedwell-beingwith a general sense that “there's always someone
worse off.”

Social comparisons could also negatively highlight experiences not
shared by family and/or friends, such as increased levels of fatigue.
Many patients felt they becamemore cognitively fatigued than spouses
or familymembers, sometimes also leading to reduced frustration toler-
ance. Upward comparisons could also highlight “losses”when compar-
ing oneself with peers, such as not being able to work or have children.
One patient still restricted by ongoing seizures said,
P25: If you don't have a license, really you can't get around and yeah,
how else can you describe it? They [friends] work, I don't.

Social comparisons made against other people with epilepsy were
an important tool for reinforcing the decision to undergo surgery. En-
counters with others at the CEP who were unable to have surgery rein-
forced how “lucky” our cohort was to be eligible for surgery.

P20: I know there was a girl […] that got told that an operation
wouldn't work for her and, you know, I would have been gutted if
that was me.

Comparisons with other people with epilepsy, either in public,
known to the patient, or encountered at the CEP, also helped to mini-
mize perceived severity of pre- or postsurgical epilepsy. These compar-
isons were dependant on the patient's own experiences. For example,
one patient felt lucky to have later-onset epilepsy, while another was
glad to have experienced epilepsy since birth after witnessing the ad-
justment difficulties a friend faced with adolescent-onset epilepsy. So-
cial comparisons continued at the time of interview, with many
enquiring about the outcomes of other study participants to gauge the
normality of their own experiences.

P9: I'm really curious to know, like with other people that you get to
speak to, if they had similar [outcomes]?

3.5.2. Creating perspective
Patients also described gaining new perspectives and a sense of in-

creased positivity, often through comparisons with a past self.

P39: I've just got that brighter outlook on things […] I've benefitted a
lot with [surgery]. Yes, I really have, compared to what I was like.

This was commonly associated with increasing confidence in the
surgical outcome over time. Creating a sense of progress over time
could also help patients reframe suboptimal outcomes of surgery. For
instance, seizure recurrence could be positively reframed by identifying
psychosocial outcomes and increased well-being that accompanied re-
duced seizure frequency and/or fewer AEDs.

The development of new perspectives was an important outcome of
the dynamic nature of the model. New perspectives on the experience
of undergoing surgery could arise following subsequent major life
events. For example, a fewpatientswhoexperiencedmajor illnesses fol-
lowing surgery, including cancer, felt that their experiences with epi-
lepsy surgery made them better able to cope with subsequent
challenges and further medical procedures.

P9: I guess […] it makes me deal with everything that I've had […]
thrown at me and I've had cancer scares, I've had everything […] it
mademe realise [that] nomatter what happens to me, […] if I could
conquer that operation and learn everything again, well then!

Interestingly, a sense of progress also extended to the CEP, with
many patients commenting on the progress of research and technology
since they underwent surgery. This further highlighted surgery's status
as a major turning point because it was not only a critical event in pa-
tient lives, but also the patients were part of an important chapter in
the history of the CEP. One patient specifically commented that being
in the early surgical cohort at Austin Health made her feel “special.”

3.5.3. Seeking explanations
An important part of themeaning-making processwas a need to ex-

plain postsurgical changes. Many patients sought alternative explana-
tions to account for negative outcomes such as poor postsurgical
adjustment or memory difficulties. Some of these were common across
patients and reflected generic explanations. For example, memory diffi-
culties were often attributed to busier lifestyles and/or aging.
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P18: I don't think it's [memory difficulties] got to do with the opera-
tion, I think it's just I'm getting older and having kids.

Some common explanations were also evident for positive postsur-
gical outcomes, pointing towards the decreasing salience of surgery in
patient lives over time. For example, at the time of interview, age and
maturity became common explanations for increased confidence and
reduced anxiety.

P31: Just my confidence has built over time but I think that's just age
as well, […], maturity with age as well.

Some explanations were more specific to the individual. This partic-
ularly occurred when patients sought to explain challenging postsurgi-
cal adjustment difficulties. Potentially other life events or experiences
were drawn on to explain these difficulties so as not to attribute them
directly to surgery, which they considered the right decision at long-
term follow-up. For example, one patient felt that the emergence of
postoperative depression within six months of surgery was a result of
underlyingmarital unhappiness, despite nomention of marital difficul-
ties in the psychosocial follow-up records at the time.

3.6. Narrative features

Following surgery, patients could experience significant changes in
their social situation, intimate relationships, psychiatric status, and
sense of self. The integration of these outcomes into a coherent narrative
could be considered the ‘outcome,’ albeit a dynamic outcome, of the
process of meaning-making. A number of systematic differences were
identified in the narratives that patients presented at the time of
follow-up. These were termed Narrative Features and included the
type and strength of the narrative, as well as the presence of discrepan-
cies between patient narratives at the time of interview and their hospi-
tal psychosocial follow-up records. In the current model, narrative
features were conceptualized as indicators of patient engagement
with the process of meaning-making, therefore, representing ‘markers’
of the core category (Fig. 1).

3.7. Narrative type

Two types of narratives were evident: change and continuity. A
change narrative reflected establishment of a ‘new normal,’ a sense of
being a new or different person after surgery. Change narratives were
predominantly positive, and the ‘new me’ was someone more confi-
dent, independent, and able to take on new challenges. The identifica-
tion of positive progress in internal attributes, such as confidence,
assisted in the development of change narratives.

P39: I'm a different person […] I can remember what I was like back
years ago and yeah, I'mmore than happy, and I [can] just never ever
thank the doctors enough for what they did for me.

Change narratives were not all positive, however, and there were
some patients who felt that they had become quieter, more anxious,
or less able to handle stress following surgery.

P22: I'm a completely different person […] I haven't worked since
2009 […] and I'll probably never work again. Just because of the fa-
tigue and um, I can't cope with stress.

The sense of a “newme” is core to the early process of identity recon-
ceptualization that gives rise to features of the burden of normality.
These features were evident in the early psychosocial records of our co-
hort, with expressions of feeling like a ‘new me’ recorded in the first
12 months after surgery. Some patients with a change narrative
expressed remnant symptoms of this adjustment process at the long-
term follow-up interview, particularly increased self-expectations and
a feeling that epilepsy had held them back [3,4]. At the time of
interview, however, these symptoms no longer prompted major mood
or behavioral changes, such as overactivity. Patients also appeared less
quick to attribute these features directly to surgery as they had in the
early adjustment period. For example, high standards were reframed
as personality traits rather than increased self-expectations in the face
of seizure freedom.

A continuity narrative was one of ‘back to normal’ or ‘same as
always.’ A sense of continuity was typically achieved by drawing links
to the presurgery self.

P1: I think I'm still the same person I was with seizures. But just not
having that worry that somethingmight happen, be it atwork or out
or anything like that.

As our adult sample was characterized by patients with predomi-
nantly early-onset epilepsy [M = 12.4 years, standard deviation (SD)
=9.7], this involvedminimization of the impact of epilepsy prior to sur-
gery, such that postsurgical life without epilepsy was not a major ad-
justment. Surgery, therefore, represented a turning point in the
management of their epilepsy, which allowed for positive progress to
be made in social milestones such as driving, but otherwise did not re-
sult in a major process of self-change and/or self-discovery.

P18: I think the only thing [surgery] changed like I said was, you
know, I could just get a license now and not worry about it.

For somepatients, however, whoexperienced epilepsy onset in their
mid- to late twenties, a sense of continuity reflected connecting with
preepilepsy strengths and the ability to overcome adversity, which
aided coping with seizure recurrence postsurgery. For those who expe-
rienced a suboptimal outcome postsurgery, the sense of continuity re-
lated to “getting on with it” in the face of recurrent seizures.

P28: You know, ‘Suck it up, [P28], get on with life.

Based on early hospital psychosocial records, expressions of feeling
“back to normal” appeared to emerge earlier for patients with a success-
ful seizure outcome who were able to create a sense of continuity
sooner. For those who experienced early sporadic seizure recurrence,
uncertainty about the extent of recurrence appeared to hamper the abil-
ity to ‘get on with it,’ resulting in a longer period of acceptance of ongo-
ing seizures.

3.7.1. Narrative strength
Strong narratives were provided more spontaneously, appeared

more considered, and were characterized by more strident statements
that emphasized the significance of the surgery. For example, some pa-
tients described surgery as a process of “rebirth” or stated that surgery
was the “only chance of survival.” Patients with strong narratives also
required less prompting to consider the impact of surgery on their
sense of self, relationships, and social horizons, suggesting a link be-
tween strong narratives and narratives of change.

P32: I was very lucky because that was like opening the door for me.
So when they offered me brain surgery, even though I was scared of
it, it was the only chance I had of survival.

In contrast,mildnarrativeswere lesswell articulated, often involving
shorter answers. These patients required more prompting to reflect on
the impact of surgery on their psychosocial outcomes.

3.7.2. Narrative discrepancies
Narrative discrepancies were identified by reviewing hospital psy-

chosocial records relative to the long-term interview. This feature refers
to discrepancies in the overall perspective, or gestalt of the narrative,
rather than to the correct reporting of specific details, such as dates or
names. While the severity of postsurgical adjustment difficulties was
often softened in hindsight, many patients still presented an accurate
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account of their early postsurgical trajectories as noted in the hospital
records. For others, however, there was significant reframing, minimi-
zation or omission of postsurgical adjustment difficulties that had
been documented in the psychosocial records. In some cases, this ap-
peared to reflect an extensive process of seeking alternative explana-
tions. For example, one patient who experienced significant mood and
adjustment difficulties and marital conflict spanning up to five years
postsurgery, reframed this as postsurgical hormonal difficulties. The op-
posite, although uncommon, could also occur, with patients reporting
an extremely challenging postsurgical period despite hospital records
noting a relatively smooth adjustment process.

3.8. A model of postsurgical meaning-making

Fifteen to 20 years after surgery, patient narratives were character-
ized by a dynamic and cyclical process of reflection and a processmean-
ing-making triggered by the experience of undergoing surgery (Fig. 2).
Patients reflected on the early postsurgical adjustment period and asso-
ciated sense of psychological disequilibrium, which lasted up to five
years. At long-term follow-up, a process of reflection and meaning-
making was evident, through which patients were able to reestablish
equilibrium, or a sense of normality. For some, a new normal was
established through self-discovery and self-change, while others re-
ported feeling back to their old selves. These narratives could then be
strengthened as patients continued to revisit and reflect on their expe-
riences of undergoing surgery and subsequent psychosocial adjustment.
This ongoing reflection and meaning-making also allowed new or al-
tered perspectives on surgery and its outcomes to be integrated into
the narrative over time. For some patients, this altered perspective
and the process of seeking to explain postsurgical changes led to notable
discrepancies between the narratives presented at long-term interview
and the psychosocial records from the time.

4. Discussion

Using a grounded theory approach, we have developed a theoretical
model describing how patients reflect on and make meaning of the ex-
perience of undergoing epilepsy surgery, 15 to 20 years later. This
model provides a useful long-term framework and aligns with existing
literature on the psychosocial outcomes of epilepsy surgery, as well as
the broader literature on meaning-making and chronic illness [37].

4.1. Epilepsy surgery as a ‘biographical disruption’

The concept of chronic illness as a biographical disruption has been
extensively explored in sociological and psychological fields. The focus
of this research has predominantly been on the impact of a chronic
Fig. 2. Diagram of the dynamic process
illness diagnosis, such as arthritis or acquired brain injury, as an “assault
on the individual's sense of identity” [38–40]. Epilepsy surgery, how-
ever, presents a novel subject of study in this field because of objectively
positive changes, namely seizure reduction or cessation, which can,
nevertheless, prompt psychological distress [3]. The current study set
out to identify the longer-term impact of this disruption and how pa-
tients were able to reestablish a sense of normality.
4.2. Meaning-making to reestablish normality

Fifteen to 20 years on, our patients identified epilepsy surgery as a
major life turning point, with the potential to result in lasting change
in psychosocial functioning. At the time of long-term interview, these
changes had become part of ‘normal life,’ either as a new normal
established postsurgery or the return to presurgery normality. A process
of meaning-makingmedical, cognitive, and psychosocial outcomes into
a coherent narrative of postsurgical adjustment. Theories of meaning-
making posit that people can reduce psychological distress and main-
tain emotional well-being by balancing expectations for the future
against perceptions of their current life, past experiences, and their per-
ceived ideal life [37,41].

Applying this specifically to epilepsy surgery, it has been well-
established that it can be associated with a range of expectations for
psychosocial change [17,42–45], and that surgery can change patient
perceptions of themselves and their psychosocial situation postopera-
tively [3,46,47]. In our model, this disruption was captured in the
‘early period of disequilibrium,’ including features of the burden of nor-
mality in many patients [3,4]. Patients described both positive experi-
ences of increased independence and self-confidence, reduced worry
about seizure recurrence, and new social horizons, as well as the nega-
tive experiences of family conflict and de novo or exacerbated psychiat-
ric outcomes [3–5,27]. The consistency with which patients described
these symptoms up to 20 years after surgery, and the perception
among patients that the adjustment process lasted two to five years,
provides strong support for the utility of this early framework in guiding
pre- and postsurgery psychosocial rehabilitation [8].

Following the acute adjustment period, our model shows patients
moving into a phase of reestablishing equilibrium and creating a sense
of normality. This drive towards equilibrium is adaptive and helps to re-
duce psychological distress [37]. It can be achieved by (i) dynamically
adjusting expectations andperceptions of one's current life, (ii) promot-
ing a restored or altered sense of meaning, (iii) reappraising the mean-
ing of the event, and/or (iv) identifying positive life changes [37,41,48].
These aspects of meaning-making are consistent with commonly de-
scribed psychological coping mechanisms that our cohort used in
order to reframe the outcomes of their surgery and create coherent
of postsurgical meaning-making.

Image of Fig. 2
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narratives. Reduced distress as a result of this process was evident from
decreased patient use of psychological or psychiatric support over time.

Previous research has suggested that a “product” of the meaning-
making process is a sense of changed identity or integration of the dis-
ruptive experience into one's identity [37]. A qualitative study by
Ozanne and colleagues described patient expectations of wanting to
“get their lives back” and live as normally as possible approximately
13 years following epilepsy surgery. They also found that after surgery,
seizure freedom and reduced worry about seizure recurrence gave pa-
tients the sense of having a “new life” [17]. We found that patients
tended to favor one of these two narrative ‘types’ — either the idea
that they were able to return to normal or the idea that they were
able to establish a ‘new normal.’ This new normal reflected an altered
self-identity as a result of undergoing surgery and suggests that while
early symptoms of the burden of normalitymay resolve, the underlying
identity reconceptualization can stabilize and represent a long-lasting
outcome of surgery [3].

An important consideration for this model is that the decision to un-
dergo surgery is voluntary [49]. Motivation to alter one's perceptions
and/or expectations is heightened when we consider ourselves to
have heightened responsibility for the decision and/or when faced
with information that suggestswehavemade a poor choice [50]. For ex-
ample, patients who stated that surgery was a final resort fostered an
external locus of control, whichmay lessen their perceived responsibil-
ity for unexpected outcomes of surgery, such as fractured family
dynamics.

An increased need to revisit an event is also thought to be impacted
by its ongoing implication(s), the individual's need to interpret the
meaning or personal significance of it, as well as social responses to its
occurrence [50]. A challenging postsurgical adjustment process, involv-
ing more personally significant and social upheaval, may therefore
prompt an increased need to find meaning and justify the decision to
undergo surgery. In our model, this was captured by the strength of
the narrative. Increased strength was thought to reflect increased
need to revisit the meaning of undergoing surgery and its subsequent
effects on psychosocial functioning. As such, patients who experience
more challenges in the early period of disequilibrium, and those who
perceived greater significance of surgery for their sense of self, were
often more likely to have strong narratives.

Finally, narrative discrepancies were posited to arise because of the
cyclical nature of the meaning-making process, and the integration of
new information and ongoing reframing of postsurgical experiences.
This feature may represent the engagement of protective cognitive
biases that allow patients, through extensive reframing, to view surgery
in a positive light, despite experiencing early postsurgical difficulties.

4.3. Clinical utility of a model of meaning-making

Our findings extend upon early work describing the short-term
postsurgical adjustment period [3,8], thereby improving clinician un-
derstanding of the process of long-term postsurgical adjustment. This
information is useful for presurgical counseling and expectation man-
agement for patients and families as well as postsurgical psychosocial
follow-up [37,45,51–54]. For example, it can be reassuring and
empowering for patients to know that undergoing a process of adjust-
ment is ‘typical’ after surgery, and thatwhile initially turbulent, this pro-
cess is largely resolved within a five-year period. Understanding
individual differences in long-term psychosocial trajectories, and bear-
ing inmind the active role that patients play in their longer-term adjust-
ment, will also enable clinicians to adopt a truly ‘patient-centered’
approach to this work.

4.4. Study strengths and limitations

While this study provides new insights into how patients make
sense of the outcomes of their surgery, it is limited to those who have
undergone ATL. Our patients are likely to have experienced better sei-
zure outcomes than patients who undergo extratemporal resections
[55]. However, as TLE is the most common drug-resistant form of epi-
lepsy forwhich surgery is preferred [56], this cohort is ideal for an initial
exploration of long-term psychosocial outcomes. Moreover, within our
study, we recruited patients with both optimal and suboptimal seizure
outcomes.

Another important consideration is the report ofmemory difficulties
among patients and the impact these may have had on the accurate
reporting of long-past events. We believe, however, that the final
model proposed remains robust as it represents patients' own percep-
tions of surgery, and discrepancies between the narratives and objective
hospital records were captured as part of the model. Researchers have
successfully examined meaning-making in other neurological popula-
tions, including schizophrenia and dementia [57,58]. Whether the dis-
crepancies identified here reflect a fundamental memory issue, or
whether this is a mechanism for maintaining well-being, is a question
for ongoing research.

5. Conclusion

This study provides important insights into how patients make
sense of the outcomes of their epilepsy surgery. Our model is consistent
not only with findings from the epilepsy surgery literature but also the
wider psychological and sociological literature on the impact of chronic
illness on an individual's sense of self and well-being. Our findings also
provide clinically relevant information for counseling patients pre- and
postsurgery about the different stages of psychosocial adjustment and
various trajectories patients can take over the longer term.

Supplementary data to this article can be found online at https://doi.
org/10.1016/j.yebeh.2019.106656.
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