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Abstract
Objective:Following	epilepsy	surgery,	patients	can	experience	complex	psycho-
social	changes.	We	recently	described	a	longer	term	adjustment	and	reframing	
(“meaning-	making”)	 process	 15–	20  years	 following	 surgery	 for	 temporal	 lobe	
epilepsy,	which	could	involve	an	ongoing	sense	of	being	a	“different”	person	for	
some	patients.	Here,	we	quantitatively	examine	identity	at	long-	term	follow-	up	
and	how	this	relates	to	meaning-	making	and	postoperative	seizure	outcome.
Methods:Eighty-	seven	participants	were	included:	39	who	underwent	anterior	
temporal	lobectomy	(ATL)	15–	20 years	ago	(59%	female;	median	age = 49.2 years,	
interquartile	range	[IQR] = 10;	median	follow-	up = 18.4 years,	IQR = 4.4)	and	
48 surgically	naïve	focal	epilepsy	patients	(56%	female;	median	age = 34.5 years,	
IQR = 19).	We	captured	approach	to	meaning-	making	by	coding	for	key	narrative	
features	identified	in	our	previous	qualitative	work.	Nonparametric	tests	and	cor-
respondence	analysis	were	then	used	to	explore	relationships	between	a	quantita-
tive	measure	of	identity	and	meaning-	making,	as	well	as	seizure	outcome,	mood,	
and	health-	related	quality	of	life	(HRQOL).
Results:Patients	15–	20 years	post-	ATL	demonstrated	a	shift	toward	increasing	
identity	commitment	and	exploration	compared	to	 the	surgically	naïve	cohort,	
with	this	shift	significantly	 linked	to	seizure	outcome.	Examining	the	relation-
ship	between	identity	and	meaning-	making	also	revealed	three	groups:	(1)	those	
who	embraced	self-	change	(29%),	(2)	those	who	continued	to	struggle	with	this	
process	(60.5%),	and	(3)	those	who	showed	minimal	engagement	(10.5%).	Those	
who	"embraced	change"	were	significantly	younger	at	regular	seizure	onset	and	
demonstrated	a	trend	toward	higher	HRQOL.
Significance:Findings	suggest	that	ATL	patients	show	a	more	developed	identity	
profile	compared	to	surgically	naïve	controls;	however,	the	majority	still	struggled	
with	 postoperative	 identity	 change	 at	 long-	term	 follow-	up.	 Approximately	 one	
third	of	patients	demonstrated	positive	psychological	growth	following	surgery,	
reflected	in	the	ability	to	embrace	change.	Findings	highlight	the	importance	of	
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1 	 | 	 INTRODUCTION

Identity	 is	 an	 important	 psychological	 construct	 that	
encompasses	 an	 individual's	 memories,	 values,	 and	
self-	perspectives,	and	a	well-	developed	sense	of	self	can	
foster	 greater	 self-	esteem.1,2	 Erikson's	 seminal	 theory	
of	 identity	 development	 posits	 that	 a	 unique	 sense	 of	
self	 emerges	 during	 adolescence	 through	 exploration	
of,	and	commitment	to,	important	social	roles	and	ide-
als.1	Living	with	chronic	epilepsy	can	alter	this	process	
and	 result	 in	 the	 illness	 becoming	 integrated	 into	 an	
individual's	 identity.3–	5	 In	 line	 with	 Erikson's	 theory,	
epilepsy	onset	prior	to	or	during	adolescence	has	been	
found	 to	 impact	 on	 identity	 development,	 with	 onset	
prior	 to	 adolescence	 associated	 with	 a	 less	 developed	
identity.4	This	 may	 be	 due	 to	 psychosocial	 restrictions	
and	perceived	stigma	impeding	the	exploration	of	social	
roles.5–	8	It	may	also	reflect	neurocognitive	impairments	
associated	with	epilepsy	such	as	poor	autobiographical	
memory	 or	 social	 cognition,4,9,10	 impeding	 the	 synthe-
sis	of	previous	experiences	in	the	identity	development	
process.

Challenges	 to	 an	 individual's	 identity	 following	 injury	
or	 illness	 onset	 can	 cause	 significant	 psychological	 dis-
tress.11–	13	Following	successful	epilepsy	surgery,	some	pa-
tients	undergo	a	process	of	identity	reconceptualization	as	
they	learn	to	live	without	epilepsy,	which	can	be	associated	
with	paradoxical	but	significant	mood	and	adjustment	dif-
ficulties.14–	17	Aspects	of	this	process,	termed	the	"burden	of	
normality,"	bear	a	resemblance	to	identity	development	as	
described	by	Erikson.1,2,14	For	example,	some	patients	en-
gage	in	a	flurry	of	overactivity	to	catch	up	on	years	“lost”	
to	epilepsy,14–	17	resembling	a	process	of	heightened	identity	
exploration.

To	 date,	 research	 has	 predominantly	 focused	 on	 the	
early	 postsurgical	 adjustment	 process	 (≤5  years),	 with	
far	 less	 known	 about	 psychosocial	 adjustment	 over	 the	
long	term	(>15 years).18	To	address	this	gap,	we	recently	
conducted	an	 in-	depth,	qualitative	 investigation	of	 long-	
term	adjustment	trajectories	following	anterior	temporal	
lobectomy	 (ATL)	 specifically	 focusing	 on	 how	 patients	
conceptualized	and	reframed	their	postsurgical	psychoso-
cial	experiences	 through	an	active	psychological	process	

of	"meaning-	making."17,19	For	some	patients,	this	included	
ongoing	report	of	feeling	like	a	“different”	person	follow-
ing	surgery.	The	current	study	expands	upon	our	previous	
work	by	further	exploring	identity	at	long-	term	follow-	up	
and	 how	 this	 relates	 to	 the	 meaning-	making	 process,	 as	
well	as	seizure	outcome,	mood,	and	health-	related	quality	
of	life	(HRQOL).

Here,	we	quantitatively	examine	identity	at	long-	term	
postsurgical	 follow-	up	 relative	 to	 neurosurgically	 naïve	
patients,	and	explore	how	the	process	of	meaning-	making	
and	postsurgical	seizure	outcome	inform	changes	in	iden-
tity.	 We	 utilize	 the	 Ego	 Identity	 Process	 Questionnaire	
(EIPQ),	 which	 includes	 dimensional	 measures	 of	 self-	
identity	exploration	and	commitment	and	determines	an	
individual's	overall	identity	"status"	based	on	these	dimen-
sions.	 At	 long-	term	 postsurgical	 follow-	up,	 we	 hypothe-
sized	that:

1.	 ATL	 patients	 would	 demonstrate	 greater	 levels	 of	
identity	 development	 relative	 to	 neurosurgically	 naïve	
patients.

2.	 A	 more	 developed	 identity	 status	 would	 be	 associ-
ated	 with	 (a)	 greater	 meaning-	making	 postsurgery	
and	(b)	better	long-	term	seizure	outcome,	mood,	and	
HRQOL.

understanding	the	impact	of	surgery	on	patient	identity	to	maximize	the	psycho-
social	benefits.

K E Y W O R D S

HRQOL,	identity,	long-	term	outcomes,	meaning-	making,	psychosocial	outcomes

KeyPoints
•	 Fifteen	 to	20 years	post-	ATL,	patients	 showed	

a	 more	 developed	 identity	 profile	 compared	
to	 surgically	 naïve	 patients,	 linked	 to	 seizure	
outcome

•	 Examining	 markers	 of	 identity	 and	 meaning-	
making	 identified	 three	subgroups:	 those	who	
embraced	 change,	 struggled	 with	 change,	 or	
showed	minimal	change

•	 Patients	 who	 embraced	 the	 process	 of	 postop-
erative	 meaning-	making	 and	 identity	 change	
reported	higher	HRQOL	at	long-	term	follow-	up

•	 Those	who	embraced	change	were	younger	at	
seizure	 onset,	 with	 longer	 duration	 of	 presur-
gery	epilepsy
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2 	 | 	 MATERIALSANDMETHODS

2.1	 |	 Participants

Details	of	patient	recruitment,	inclusion	criteria,	and	seizure	
classification	have	been	detailed	in	previous	publications.17,19	
Briefly,	40	adults	who	had	undergone	ATL	for	temporal	lobe	
epilepsy	(TLE)	were	interviewed	for	a	large	qualitative	study	
assessing	long-	term	psychosocial	outcomes.17,19	One	patient	
was	 thought	 to	 have	 developed	 psychogenic	 nonepilep-
tic	seizures	postsurgery	and	was	a	significant	outlier	on	all	
quantitative	self-	report	measures.	This	patient	was	therefore	
excluded,	resulting	in	a	final	sample	of	39	(23	female;	25 left-	
sided).	 This	 study	 was	 approved	 by	 the	 human	 research	
ethics	 committees	 of	 Austin	 Health	 and	 the	 University	 of	
Melbourne,	Australia.	All	patients	gave	informed	consent.

Postsurgery,	 patients	 underwent	 regular	 medical	 and	
psychosocial	 follow-	up	 for	 24  months,	 after	 which	 they	
typically	 received	 ongoing	 second	 yearly	 follow-	up	 by	
telephone	 if	 there	was	no	other	contact	with	 the	Austin	
Health	 Comprehensive	 Epilepsy	 Program	 (CEP)	 in	 this	
time.20,21	 Information	 relating	 to	 their	 progress	 and	 sei-
zure	 outcome	 was	 documented	 by	 the	 CEP.	 This	 was	
used	 to	 classify	 seizure	 outcome	 as	 follows:	 (1)	 seizure-	
free	(SF),	with	or	without	auras	(n = 10,	26%);	(2)	mixed	
outcome	(MO),	including	those	with	one	or	more	periods	
of	seizure	freedom	lasting	≥5 years	(n = 23,	59%);	or	(3)	
ongoing	seizures	(OS),	including	those	with	no	period	of	
seizure	freedom	lasting	≥5 years	(n = 6,	15%).

Neurosurgically	 naïve	 patients	 with	 drug-	resistant	
focal	epilepsy	were	utilized	as	a	comparison	group.	These	
patients	(n = 51)	were	recruited	for	Allebone	et	al.'s	study4	
on	 identity	 and	 autobiographical	 memory.	 Three	 were	
missing	 the	 relevant	 EIPQ	 data,	 which	 left	 n  =  48	 (56%	
female).	 Patient	 demographics	 can	 be	 seen	 in	 Table	 1.	
Mann–	Whitney	U	tests	revealed	a	significant	difference	in	
age	at	seizure	onset	(U = 577.5,	p = .002,	r = −.33)	and	age	
at	study	(U = 309.5,	p < .001,	r = −.57).

2.2	 |	 Materials

2.2.1	 |	 Ego	Identity	Process	Questionnaire

The	EIPQ	is	a	well-	validated	quantitative	measure	of	iden-
tity	 exploration	 and	 commitment.1,22,23	 Exploration	 de-
scribes	the	process	of	seeking	and	evaluating	self-	relevant	
interpersonal	and	ideological	information,	whereas	com-
mitment	 reflects	 deciding	 on	 a	 self-	concept.	 Individuals	
are	considered	to	progress	through	four	identity	"statuses"	
in	a	stepwise	manner	based	on	their	level	of	exploration	
and	commitment	(see	Figure	S1).22,23	A	Diffused	 identity	
status	reflects	a	relatively	immature	identity,	characterized	

T A B L E  1 	 Clinical	and	demographic	information	for	the	ATL	
and	surgically	naïve	groups

Characteristic
ATLgroup,
n = 39

Surgically
naïvegroup,
n = 48

Gender,	n	(%)

Female 23	(59%) 27	(56%)

Currently	driving,	n	(%)

Yes 34	(87%) 9	(19%)

Current	living	situation,	n	(%)

Partner	and/or	children 30	(77%) 24	(50%)

Parents 2	(5%) 15	(31%)

Shared –	 6	(13%)

Alone 7	(18%) 3	(6%)

Highest	level	of	education,	n	(%)

Primary	school 2	(5%) –	

Secondary	school 19	(49%) 18	(37%)

Trade	certificate 7	(18%) 10	(21%)

University 11	(28%) 20	(42%)

Current	occupation,	n	(%)

Employed	FT/PT 23	(59%) 24	(50%)

Unemployed 13	(33%) 24	(50%)

Retired 3	(8%) –	

Current	AED	regime,	n	(%)

None 8	(21%) –	

Monotherapy 22	(56%) 13	(27%)

Polytherapy 9	(23%) 35	(73%)

Laterality,	n	(%)

Left 25	(64%) 20	(42%)

Median	age	at	regular	
seizure	onset,	years	
(IQR)

10.0 (14.0) 19.0 (13.5)

Median	age	at	study,	years	
(IQR)

49.2 (10.0) 34.5 (19.0)

Median	age	at	surgery,	
years	(IQR)

33.0 (12.0) –	

Median	duration	of	
presurgery	epilepsy,	
years	(IQR)

20.6 (13.1) –	

Median	length	of	
postoperative	
follow-	up,	years	(IQR)

18.4 (4.4) –	

Median	time	since	last	
seizure,	years	(IQR)

14.7 (16.0) –	

Note:: Unemployed	includes	home	duties	as	well	as	unemployment	benefits.	
The	surgically	naïve	group	consisted	of	29	(60%)	temporal	lobe,	eight	(17%)	
frontal	lobe,	and	five	(10%)	frontotemporal	epilepsy,	as	well	as	six	(13%)	
"other"	(e.g.,	focal	epilepsy	of	unknown	origin).	These	patients	are	described	
in	Allebone	et	al.4

Abbreviations:	AED,	antiepileptic	drug;	ATL,	anterior	temporal	lobectomy;	
FT,	full	time;	IQR,	interquartile	range;	PT,	part	time.
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by	low	exploration	and	commitment.	This	is	followed	by	
premature	commitment	to	social	roles	and	ideals	without	
adequate	exploration	(Foreclosed),	often	reflecting	the	as-
sumption	of	expected	roles	within	a	family	or	community	
group.	 Moratorium	 is	 an	 "active"	 state	 of	 exploring	 new	
and	varied	social	roles	without	commitment,	before	a	per-
son	reaches	a	mature	identity	characterized	by	sufficient	
levels	of	both	exploration	and	commitment	to	one's	iden-
tity	(Achieved).

Participants	rated	32 statements	examining	ideological	
(occupation,	 religion,	 politics,	 and	 values)	 and	 interper-
sonal	(family,	friendships,	relationships,	and	gender	roles)	
identity-	related	beliefs	on	a	6-	point	Likert	scale.	Two	16-	
item	subscales	represent	the	degree	of	identity	exploration	
and	commitment,	with	subscale	scores	ranging	from	16	to	
92.	Higher	scores	indicate	greater	exploration	or	commit-
ment.	Example	 items	include:	“I	have	considered	adopt-
ing	different	kinds	of	religious	beliefs”	(exploration)	and	
“I	am	very	confident	about	what	kinds	of	friends	are	best	
for	me”	(commitment).	Adequate	reliability	has	been	re-
ported	 for	both	scales.22,24	For	patients	who	missed	 four	
or	fewer	questions	(n = 7),	the	mean	response	for	the	rele-
vant	scale	was	used	to	fill	the	missing	item.	One	post-	ATL	
patient	missed	five	items	on	the	EIPQ	and	was	therefore	
excluded,	leaving	n = 38	for	these	analyses.

Healthy	 control	 data	 obtained	 in	 previous	 research	
from	 our	 group	 was	 used	 to	 determine	 median	 scores	
for	 commitment	 (median  =  62.0)	 and	 exploration	 (me-
dian = 61.0),	with	 these	cutoffs	used	 to	classify	patients	
according	to	the	four	statuses	(see	Figure	1).4	For	exam-
ple,	 a	 patient	 with	 higher	 commitment	 and	 exploration	
than	both	median	values	would	be	classified	as	Achieved.	
The	healthy	control	group	was	recruited	from	the	friends	

and	 family	 of	 focal	 epilepsy	 patients	 (n  =  51;	 mean	
age = 37.43 years,	SD = 12.96;	30	females).

2.2.2	 |	 Patient	approaches	to	meaning-	
making

Approach	 to	 meaning-	making	 was	 coded	 across	 three	
distinct	 variables	 described	 in	 our	 previous	 research17:	
narrative	 type,	 strength,	 and	 discrepancies.	 These	 were	
derived	 from	 qualitative	 analysis	 of	 interviews	 with	 the	
ATL	cohort.

The	first	meaning-	making	variable,	narrative	type,	re-
flects	whether	patients	feel	like	a	“new”	or	“different”	per-
son	postsurgery	 (a	 sense	of	 "change";	38%	of	patients).17	
This	compares	to	those	who	reported	that	life	was	“back	
to	normal”	following	surgery,	describing	a	sense	of	"conti-
nuity"	(62%	of	patients).

The	 strength	 of	 the	 narrative	 reflects	 how	 much	 pa-
tients	engaged	with	meaning-	making	to	create	a	coherent	
account	 of	 their	 postsurgical	 experiences.	 For	 example,	
patients	with	"strong"	narratives	(41%)	gave	longer,	more	
elaborate	 answers	 to	 interview	 questions,	 or	 provided	
an	 overview	 of	 the	 outcomes	 of	 their	 surgery	 without	
prompting.	 Those	 with	 "mild"	 narratives	 (59%)	 required	
more	prompting	to	consider	the	impact	of	surgery	on	their	
sense	of	self	and	broader	psychosocial	functioning.

Narrative	discrepancies	reflect	differences	between	the	
narratives	 presented	 by	 patients	 on	 interview	 and	 those	
documented	 in	 hospital	 psychosocial	 records	 early	 after	
surgery.	For	example,	a	patient	may	describe	having	had	
a	relatively	straightforward	course	of	adjustment	postop-
eratively,	contrary	to	psychosocial	records.	Discrepancies	
were	considered	to	reflect	the	role	of	protective	cognitive	
biases	as	patients	continued	to	reframe	their	experiences	
after	surgery.	There	was	a	similar	number	of	patients	with	
"discrepant"	 versus	 "consistent"	 narratives	 (51%	 vs.	 49%,	
respectively).

Narratives	 were	 coded	 according	 to	 the	 above	 binary	
categories	 by	 the	 first	 author	 (H.C.),	 based	 on	 the	 pre-
dominance	 of	 these	 themes	 within	 individual	 patient	
narratives.	The	process	of	coding	and	categorization	was	
iterative	and	involved	discussion	and	consensus	with	co-
authors	 (A.M.	and	S.J.W.)	 to	promote	 reflexivity	and	ac-
count	for	subjectivity.

2.2.3	 |	 Mood	and	HRQOL

The	 Neurological	 Disorders	 Depression	 Inventory	 for	
Epilepsy	(NDDI-	E)	is	a	six-	item	screening	measure	for	as-
sessing	symptoms	of	depression	that	do	not	overlap	with	
the	 cognitive	 comorbidities	 of	 epilepsy	 or	 side	 effects	 of	

F I G U R E  1  Depiction	of	the	process	of	identity	exploration	
and	commitment.	The	arrow	represents	the	normal	process	of	
identity	formation,	from	identity	diffusion	(low	exploration	and	
commitment),	to	identity	achievement	(high	exploration	and	
commitment).	Taken	from	Allebone	et	al.4
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antiepileptic	 drugs.	 Scores	 of	 >15	 have	 been	 shown	 to	
have	90%	specificity	and	81%	sensitivity	for	a	diagnosis	of	
major	depression	in	epilepsy	patients.25,26

The	 Patient	 Health	 Questionnaire	 for	 Generalized	
Anxiety	 Disorders–	7-	item	 (PHQ-	GAD-	7)	 was	 used	 as	 a	
measure	 of	 anxiety.	 The	 PHQ-	GAD-	7	 was	 validated	 in	
2740	 primary	 care	 patients	 and	 assesses	 the	 severity	 of	
symptoms	of	generalized	anxiety	disorder.	The	total	score	
ranges	from	0	to	21,	with	scores	of	5,	10,	and	15	represent-
ing	cutoff	points	 for	mild,	moderate,	and	severe	anxiety,	
respectively.27

The	Quality	of	Life	in	Epilepsy–	31-	item	questionnaire	
(QOLIE-	31)	 is	 an	 abbreviated	 version	 of	 the	 QOLIE-	89.	
Subscales	focus	on	the	emotional/psychological	effects	of	
epilepsy	(seizure	worry,	overall	quality	of	 life,	emotional	
well-	being,	 and	 energy/fatigue)	 and	 the	 medical/social	
effects	(effects	of	medication,	work,	driving	and	social	re-
strictions,	 and	 cognitive	 function).	 Higher	 scores	 reflect	
better	HRQOL.	Subscales	have	been	reported	to	have	good	
internal	consistency	and	test–	retest	reliability.28,29

2.2.4	 |	 Clinical	and	demographic	variables

Clinical	variables	included	age	at	habitual	seizure	onset,	
age	at	surgery,	side	of	resection,	postoperative	seizure	out-
come	(SF	vs.	MO	vs.	OS),	and	time	since	the	most	recent	
seizure.	Demographic	variables	included	gender,	years	of	
education,	and	current	employment	status.

2.3	 |	 Dataanalysis

Due	to	the	small	sample	size	and	nonnormal	distribution	
of	the	data,	conservative	nonparametric	tests	were	used	to	
explore	between-	group	differences,	namely,	Fisher	exact	
test	 for	 categorical	 variables,	 and	 Mann–	Whitney	 U	 or	
Kruskal–	Wallis	 tests	 for	 continuous	 variables.	 Analyses	
were	conducted	using	IBM	SPSS	Statistics	(v24).	All	tests	
were	two-	tailed,	with	a	chosen	5%	significance	level.	Effect	
sizes	were	calculated	using	 the	method	of	Rosenthal	 for	
nonparametric	tests.30

To	 examine	 Hypothesis	 1,	 the	 proportion	 of	 patients	
assigned	 to	 each	 identity	 status	 (Diffused,	 Foreclosed,	
Moratorium,	 Achieved)	 was	 contrasted	 against	 the	 pro-
portion	in	the	surgically	naive	cohort.4

Hypothesis	2(a)	was	examined	in	two	ways.	First,	Fisher	
exact	test	was	used	to	compare	differences	in	the	presence	
of	 each	 narrative	 feature	 (type,	 strength,	 discrepancies)	
for	the	four	identity	statuses	in	the	ATL	group.	Second,	the	
approach	to	meaning-	making	was	examined	by	grouping	
ATL	patients	according	to	distinct	combinations	of	 their	

narrative	type,	strength,	and	the	presence/absence	of	dis-
crepancies	(Table	S1).

A	 correspondence	 analysis	 then	 explored	 the	 re-
lationship	 between	 these	 subgroups	 and	 the	 identity	
statuses.	 Correspondence	 analysis	 is	 a	 technique	 like	
principal	 components	 analysis	 but	 for	 categorical	 rather	
than	 continuous	 data.	 It	 allows	 for	 visualization	 of	 the	
data	 by	 examining	 the	 relative	 distances	 between	 vari-
ables.	This	 provides	 a	 flexible	 exploratory	 data-	mapping	
technique	 with	 few	 mandatory	 assumptions	 about	 data	
homogeneity.31,32

To	test	Hypothesis	2(b),	Pearson	correlation	analyses	were	
run	between	the	EIPQ	subscales	of	exploration	and	commit-
ment,	the	dimensional	clinical	and	demographic	variables,	
and	 ATL	 patient	 responses	 on	 the	 NDDI-	E,	 PHQ-	GAD-	7,	
and	QOLIE-	31.	Fisher	exact	test	examined	differences	for	the	
categorical	 variables	 for	 the	 identified	 subgroups,	 whereas	
Mann–	Whitney	U	and	Kruskal–	Wallis	tests	examined	sub-
group	differences	on	the	continuous	variables.

3 	 | 	 RESULTS

3.1	 |	 Identitystatusatlong-termfollow-
up:AshiftoutofDiffusedidentity

Median	scores	for	the	EIPQ	commitment	and	exploration	
scales	 for	 the	 ATL	 patients	 were	 67	 (interquartile	 range	
[IQR]	=	14.3)	and	52.5	(IQR	=	17.2),	respectively.	The	ma-
jority	 of	 patients	 were	 identified	 as	 having	 a	 Foreclosed	
identity	status	(n = 26,	68%),	with	the	next	most	promi-
nent	group	being	Moratorium	(n = 7,	18%),	 followed	by	
a	 small	 number	 of	 patients	 in	 Diffused	 (n  =  3,	 8%)	 or	
Achieved	(n = 2,	5%;	Figure	2).

F I G U R E  2  Anterior	temporal	lobectomy	patient	identity	status	
15–	20 years	after	surgery	(n = 38)	compared	to	that	reported	by	
Allebone	et	al.	in	focal	epilepsy	patients	before	surgery	(n = 48).4	
ATL,	anterior	temporal	lobectomy;	ETLE,	extra-	temporal	lobe	
epilepsy;	TLE,	temporal	lobe	epilepsy
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For	the	surgically	naïve	group,	median	(IQR)	scores	for	
the	 EIPQ	 commitment	 and	 exploration	 scales	 were	 64.5	
(14)	and	54	(13),	respectively.	This	group	was	more	evenly	
spread	between	the	Foreclosed	(n = 22,	46%)	and	Diffused	
(n = 15,	31%)	identity	statuses,	with	fewer	in	Moratorium	
(n  =  5,	 10%).	 Again,	 there	 were	 few	 patients	 with	 an	
Achieved	identity	status	(n = 6,	13%).

Figure	 2	 indicates	 a	 shift	 in	 patient	 identity	 status	 at	
long-	term	postsurgical	follow-	up	relative	to	the	surgically	
naïve	 focal	 epilepsy	 patients,	 supported	 by	 a	 significant	
difference	between	the	two	groups	(χ2 = 9.67[3],	p = .019,	
η2  =  .11,	 medium	 effect).	 Fifteen	 to	 20  years	 post-	ATL,	
there	was	a	larger	number	of	patients	in	Foreclosed	(68%	
vs.	 46%	 surgically	 naïve)	 and	 Moratorium	 (18%	 vs.	 10%	
surgically	naïve),	with	 the	data	 suggesting	a	 shift	out	of	
Diffused	identity	(8%	vs.	31%	surgically	naïve).

Identity	status	was	also	significantly	associated	with	post-
operative	seizure	outcome	(χ2 = 14.19[6],	p = .006,	η2 = .37,	
large	effect;	Table	2),	with	all	SF	patients	and	the	majority	of	
MO	patients	identifying	as	Foreclosed.	There	were	no	other	
significant	associations	between	identity	status	and	clinical	
or	demographic	variables	(p > .05	for	all	comparisons).

3.2	 |	 Exploringtheassociationbetween
identityandmeaning-makingafterATL

Identity	 status	 was	 significantly	 associated	 with	 distinct	
aspects	 of	 meaning-	making.	 Specifically,	 higher	 propor-
tions	of	Foreclosed	and	Moratorium	patients	described	a	
sense	of	self-	continuity	compared	to	self-	change	long-	term	
postsurgery	(χ2 = 8.55[3],	p = .015,	η2 = .22,	large	effect;	
Table	3).	No	significant	associations	were	found	between	
identity	 status	and	narrative	 strength	or	 the	presence	of	
discrepancies	with	early	psychosocial	records	(p > .05).

The	 relationship	 between	 identity	 status	 and	 overall	
approach	 to	 meaning-	making	 was	 explored	 via	 corre-
spondence	 analysis,	 allowing	 the	 combination	 of	 narra-
tive	 type,	 strength,	 and	 discrepancies	 to	 be	 considered	
holistically.	 Correspondence	 analysis	 considers	 relative	

distances	between	and	within	groups	of	variables;	as	such,	
we	were	able	to	explore	not	only	the	relationship	between	
approach	to	meaning-	making	and	identity	status	but	also	
the	 relative	 relationship	 between	 different	 approaches	
to	meaning-	making.	This	allows	for	 the	 identification	of	
groups	with	similar	traits	for	further	exploration.

An	 interesting	 and	 theoretically	 cogent	 pattern	
emerged	 from	 the	 analysis,	 with	 three	 main	 subgroups	
identified	(Figure	3).

The	predominant	subgroup	(n = 23,	60.5%)	comprised	
patients	who	reported	a	sense	of	continuity	postsurgery,	
including	 strong	 continuity	 narratives	 that	 were	 either	
consistent	 or	 discrepant	 with	 early	 psychosocial	 records	
(Figure	3).	These	approaches	to	meaning-	making	aligned	
with	 either	 a	 (1)	 prematurely	 Foreclosed	 identity	 status	
involving	 minimal	 identity	 exploration	 and	 a	 consistent	
continuity	narrative,	or	(2)	a	state	of	Moratorium	involv-
ing	active	exploration	and	a	continuity	narrative	that	ap-
peared	discrepant	with	psychosocial	 records.	Combined,	
this	group	was	 labeled	Struggling With Change	 to	 reflect	
the	 idea	 that	 ineffective	 engagement	 with	 meaning-	
making	may	be	hampering	identity	change.	For	example,	
patients	who	 reported	a	 strong	 sense	of	 continuity,	 con-
sistent	 with	 their	 early	 psychosocial	 records,	 may	 have	
spent	 time	 reflecting	 on	 their	 postoperative	 experiences	
(as	indicated	by	a	stronger	narrative),	but	surgery	did	not	
result	in	major	psychosocial	changes	or	prompt	a	desire	to	
explore	new	social	opportunities.	In	contrast,	those	with	a	
strong	continuity	narrative	that	was	discrepant	with	their	
early	psychosocial	records	may	be	minimizing	or	avoiding	
reflecting	on	the	experiences	of	postoperative	adjustment	
difficulties	and	psychosocial	change.

The	 second	 subgroup	 (n  =  11,	 29%)	 demonstrated	 a	
strong	sense	of	self-	change,	either	with	or	without	engag-
ing	 protective	 cognitive	 biases	 (narrative	 discrepancies).	
This	 subgroup	 was	 characterized	 as	 having	 Embraced 
Change	 through	active	 self-	reflection	and	reframing	and	
appeared	most	closely	aligned	with	an	Achieved	identity	
status.

Finally,	a	third	small	subgroup	(n = 4,	10.5%)	described	
an	 approach	 to	 meaning-	making	 that	 reflected	 Minimal 
Change,	characterized	by	a	mild	sense	of	change	(usually	
a	report	of	feeling	somewhat	more	confident	postsurgery)	
without	a	notable	degree	of	self-	reflection	and	reframing.	
This	 group	 appeared	 most	 closely	 aligned	 to	 a	 Diffused	
identity	status.

3.3	 |	 Benefitsofembracingchange
postsurgery

We	 examined	 the	 relationships	 between	 the	 identi-
fied	 subgroups	 in	 Figure	 3	 and	 mood,	 HRQOL,	 and	

T A B L E  2 	 Relationship	between	Ego	Identity	Process	
Questionnaire	identity	status	and	seizure	outcome

Identity
statuses

Seizure-
free,n = 10

Mixed
outcome,
n = 23

Ongoing
seizures,
n = 5

Diffused 0	(0%) 3	(13%) 0	(0%)

Foreclosed 10(100%) 15(65%) 1	(20%)

Moratorium 0	(0%) 5	(22%) 2(40%)

Achieved 0	(0%) 0	(0%) 2(40%)

Bolded	numbers	highlight	the	most	prevalent	identity	status(es)	for	each	
seizure	outcome	group.
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clinical	and	demographic	variables.	One	(OS)	patient	in	
the	 Embracing	 Change	 group	 was	 a	 significant	 outlier	
across	the	HRQOL	and	mood	measures	and	hence	was	
excluded	from	subsequent	analyses	(n = 37;	see	Figure	
S2	 for	 the	 results	with	all	38	patients,	 showing	a	 simi-
lar	 pattern).	 Patients	 in	 the	 Embracing	 Change	 group	

reported	significantly	higher	subjective	cognitive	 func-
tioning	on	the	QOLIE-	31	(H[2] = 6.36,	p = .041,	η2 = .13,	
medium	 effect)	 compared	 to	 those	 in	 the	 Struggling	
With	Change	or	Minimal	Change	groups,	accompanied	
by	 a	 general	 trend	 toward	 higher	 HRQOL	 and	 mood	
outcomes	(Figure	4).

Significant	associations	were	also	found	for	age	at	reg-
ular	seizure	onset	(H[2] = 6.6,	p = .036,	η2 = .13,	medium	
effect)	 and	 duration	 of	 presurgical	 epilepsy	 (H[2]  =  7.8,	
p = .02,	η2 = .17,	large	effect).	In	particular,	patients	who	in	
the	Embracing	Change	group	were	significantly	younger	
at	seizure	onset	(mean = 6.8 years,	SD = 5.2)	and	had	a	lon-
ger	duration	of	presurgical	epilepsy	(mean = 26.2 years,	
SD = 8.8),	whereas	those	in	the	Struggling	With	Change	
group	 had	 the	 shortest	 duration	 of	 presurgical	 epilepsy	
(mean  =  17.2,	 SD  =  9.1)	 and	 were	 the	 oldest	 at	 regular	
seizure	onset,	with	onset	on	average	during	adolescence	
(mean = 14.7,	SD = 8.6).

4 	 | 	 DISCUSSION

This	 is	 the	 first	 study	 to	 examine	 patient	 identity	 15–	
20 years	after	ATL.	Findings	reflect	some	of	the	diversity	
in	 long-	term	 postoperative	 adjustment	 trajectories	 and	
highlight	a	key	role	for	patient	identity	in	this	process.	A	
change	in	identity	was	evident	in	the	post-	ATL	cohort	rel-
ative	to	surgically	naïve	controls,	with	those	15–	20 years	
postsurgery	demonstrating	a	shift	out	of	Diffused	identity.	
Postoperative	 seizure	 outcome	 played	 an	 important	 role	
in	identity	change,	with	patients	who	experienced	a	better	
seizure	outcome	(either	SF	or	MO)	reporting	less	postop-
erative	identity	exploration	at	long-	term	follow-	up.

By	 exploring	 the	 relationship	 between	 identity	 and	
meaning-	making	 over	 the	 long	 term,	 we	 were	 able	 to	

Approachto
meaning-making

Diffused,
n = 3

Foreclosed,
n = 26

Moratorium,
n = 7

Achieved,
n = 2

Type,	n	(%)*

Change 3	(100%) 9	(35%) 1	(14%) 2	(100%)

Continuity 0	(0%) 17	(65%) 6	(86%) 0	(0%)

Strength,	n	(%)

Strong 1	(33%) 10	(38%) 2	(29%) 2	(100%)

Mild 2	(67%) 16	(62%) 5	(71%) 0	(0%)

Discrepancies,	n	(%)

Discrepant 1	(33%) 12	(46%) 5	(71%) 1	(50%)

Consistent 2	(67%) 14	(54%) 2	(29%) 1	(50%)

Note: Approach	to	meaning-	making	was	identified	based	on	three	key	features	(type,	strength,	and	
discrepancies)	identified	in	patient	narratives.
*p < .05.

T A B L E  3 	 Relationship	between	Ego	
Identity	Process	Questionnaire	identity	
status	and	approach	to	meaning-	making

F I G U R E  3  Correspondence	analysis	showing	the	relationships	
between	patient	approaches	to	meaning-	making	following	surgery	
(narrative	profiles	in	red)	and	identity	status	as	measured	by	the	
Ego	Identity	Process	Questionnaire	(EIPQ	in	blue).	The	narrative	
profiles	were	coded	according	to	the	narrative	type	(change	vs.	
continuity)	and	strength	(strong	vs.	mild),	and	the	presence	of	
discrepancies	(discrepant	vs.	consistent).1	The	combination	of	these	
features	produced	three	theoretically	cogent	groups	that	aligned	
with	the	different	identity	statuses;	those	who	had	embraced	
change	(n = 11,	orange	circle),	those	who	were	struggling	with	
change	(n = 23,	red	circle),	and	those	who	showed	minimal	change	
(n = 4).	C,	consistent	narratives;	D,	discrepant	narratives
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delineate	three	groups:	(1)	those	who	showed	minimal	en-
gagement	with	this	process	of	self-	reflection	and	change,	
(2)	those	who	had	difficulty	effectively	engaging	with	this	
process,	and	(3)	those	who	embraced	this	process	postsur-
gery.	The	latter	group	was	younger	at	epilepsy	onset	and	
had	lived	with	epilepsy	for	longer	prior	to	surgery,	giving	
surgery	 greater	 potential	 to	 challenge	 their	 sense	 of	 self	
but	also	to	prompt	positive	psychological	growth.33,34

4.1	 |	 Indicationsoflong-term
postsurgicalidentitychange

When	 compared	 to	 a	 surgically	 naïve	 epilepsy	 cohort,4	
our	ATL	patients	showed	a	shift	out	of	Diffused	identity.	
Interestingly,	at	long-	term	follow-	up	this	change	appeared	
to	 be	 underpinned	 by	 an	 increase	 in	 identity	 commit-
ment,	not	exploration,	with	the	majority	of	post-	ATL	pa-
tients	in	a	Foreclosed	status.	Postoperative	seizure	status	
was	 significantly	 associated	 with	 identity,	 with	 100%	 of	
the	SF	patients	having	Foreclosed	identity	status	(reduced	
identity	exploration).	This	was	contrary	to	expectation,	as	

those	who	achieve	seizure	freedom	are	typically	thought	
to	 engage	 more	 in	 the	 process	 of	 identity	 reconceptual-
ization	 from	 chronically	 ill	 to	 well.14,15	 Drawing	 on	 the	
qualitative	 literature,	 however,	 it	 may	 be	 that	 this	 shift	
to	a	Foreclosed	identity	reflects	commitment	to	the	pre-
surgical	 expectation	 of	 achieving	 seizure	 freedom	 and/
or	feeling	"cured"	postsurgery,	and	the	increased	explora-
tion	of	social	opportunities	described	by	some	patients	is	
circumscribed	to	the	attempted	fulfilment	of	presurgical	
expectations.14,16,35

For	 example,	 common	 expectations	 include	 gaining	 a	
driver's	 license,	 increased	 vocational	 opportunities,	 and	
family	milestones.36–	38	The	achievement	of	these	milestones	
postsurgery	 may	 be	 more	 of	 an	 exercise	 of	 "catching	 up"	
with	peers,	rather	than	a	true	exploration	of	a	diverse	range	
of	 social	 and	 relational	 roles.19,39	 Presurgical	 expectations	
may	therefore	 limit	 the	 level	of	genuine	exploration	some	
patients	are	willing	to	engage	with	following	surgery	if	sei-
zures	are	eradicated.	Further	prospective	and	longitudinal	
analysis	is	needed	to	comprehensively	characterize	this	pro-
cess	and	examine	whether	patient	expectations	guide	the	de-
gree	of	postoperative	identity	exploration	and	commitment.

F I G U R E  4  Self-	reported	health-	
related	quality	of	life	(HRQOL;	top)	and	
mood	symptoms	(bottom)	according	to	
the	level	at	which	patients	embraced	
the	postoperative	meaning-	making	and	
self-	reflection	process.	AEDs,	antiepileptic	
drugs;	NDDI-	E,	Neurological	Disorders	
Depression	Inventory	for	Epilepsy;	PHQ-	
GAD-	7,	Patient	Health	Questionnaire	for	
Generalized	Anxiety	Disorders–	7-	item;	
QOLIE-	31,	Quality	of	Life	in	Epilepsy	
Inventory–	31-	item.	*p < .05
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The	 highest	 level	 of	 identity	 exploration	 was	 seen	
among	 patients	 experiencing	 more	 recent	 postsurgical	
seizure	recurrence.	Over	the	long	term,	the	uncertainty	
of	seizure	recurrence	may	prompt	increased	questioning	
of	 the	 degree	 to	 which	 patients	 can	 engage	 with	 their	
desired	social	roles	and	values,	now	and	into	the	future,	
as	well	as	questioning	whether	 they	still	have	epilepsy.	
Of	note,	the	two	patients	who	had	reached	an	Achieved	
identity	status	at	 long-	term	follow-	up	both	experienced	
ongoing	seizures	following	surgery.	This	may	represent	
the	 successful	 resolution	 of	 this	 questioning	 process,	
and	acceptance	of	epilepsy	as	part	of	their	identity.	The	
broader	 meaning-	making	 literature	 suggests	 that	 those	
who	are	able	 to	view	uncertainty	as	an	opportunity	 for	
change	 are	 best	 placed	 to	 engage	 with	 the	 meaning-	
making	process.40

Patients	 appeared	 to	 demonstrate	 subjective	 insight	
into	their	identity	status	given	its	association	with	narra-
tive	 type;	 in	other	words,	 identity	status	as	measured	by	
the	EIPQ	was	significantly	associated	with	self-	report	of	
being	 a	 different	 person	 postsurgery	 (or	 not).	This	 find-
ing	aligns	with	theories	of	meaning-	making	that	suggest	
identity	 development	 and	 maturity	 may	 be	 considered	
"outcomes"	of	the	meaning-	making	process.33	In	contrast,	
there	was	no	association	between	identity	status	and	nar-
rative	strength	or	the	presence	of	discrepancies,	suggest-
ing	 that	 although	 these	 aspects	 of	 meaning-	making	 aid	
identity	 development	 postsurgery,	 meaning-	making	 and	
identity	 development	 are	 not	 synonymous	 constructs.	
This	is	also	consistent	with	the	broader	meaning-	making	
literature,	which	suggests	identity	change	can	be	an	out-
come	of	the	meaning-	making	process.33,41,42

4.2	 |	 Positivepsychological
growthandthebenefitsof
embracingchange

Our	findings	also	illustrated	the	value	of	meaning-	making	
as	a	tool	to	facilitate	postoperative	identity	development,	
as	it	allows	for	the	incorporation	of	key	experiences	and	
emotional	learning	into	one's	sense	of	self.33,41,42	Here,	we	
identified	three	subgroups	varying	in	the	degree	to	which	
they	embraced	the	process	of	meaning-	making	and	iden-
tity	 change	 following	 surgery,	 with	 approximately	 one	
third	embracing	change.

The	successful	engagement	in	meaning-	making	that	re-
sults	in	improved	well-	being	and	a	positive	sense	of	self	is	
typically	referred	to	as	posttraumatic	growth.33,43	A	major	
challenge	to	an	individual's	sense	of	self	is	thought	to	be	
key	 to	prompting	posttraumatic	growth.33,43	 In	 line	with	
this,	those	who	had	embraced	change	had	a	younger	age	
at	regular	seizure	onset	and	longer	duration	of	presurgery	

epilepsy.	 Patients	 who	 have	 been	 living	 with	 epilepsy	
for	 longer	 appear	 more	 likely	 to	 see	 surgery	 as	 a	 major	
challenge	 to	 their	 sense	 of	 self,	 particularly	 if	 epilepsy	
emerged	prior	to	the	key	stage	of	identity	development	in	
adolescence.	Consistent	with	this,	short-	term	research	has	
also	 identified	greater	experiences	of	 the	burden	of	nor-
mality	as	well	as	greater	perceived	postoperative	person-
ality	change	among	patients	with	younger	age	of	regular	
seizure	onset.44

Those	in	Foreclosed	and	Moratorium	appeared	to	have	
difficulties	effectively	engaging	with	the	meaning-	making	
process.	This	may	initially	appear	counterintuitive,	given	
that	they	represent	opposing	identity	profiles	of	low	com-
mitment,	 high	 exploration	 (Moratorium)	 and	 high	 com-
mitment,	 low	 exploration	 (Foreclosed).	 However,	 these	
groups	may	be	"struggling	with	change"	in	different	ways.	
As	noted	earlier,	patients	with	a	Foreclosed	identity	status	
were	more	likely	to	have	maintained	seizure	freedom	over	
the	longer	term,	potentially	allowing	the	avoidance	of	self-	
reflection	 and	 meaning-	making	 to	 remain	 unchallenged	
due	to	the	absence	of	seizure	recurrence.	The	fulfilment	of	
their	presurgical	expectations	may	be	the	extent	to	which	
they	 engage	 with	 psychosocial	 change	 and	 adjustment,	
precluding	 a	 deeper	 meaning-	making	 or	 benefit-	finding	
process.

Consistent	 with	 the	 idea	 of	 "struggling	 with	 change,"	
the	 broader	 identity	 literature	 notes	 that	 the	 high	 self-	
exploration	 evident	 in	 Moratorium	 is	 primarily	 an	
information-	seeking	process	that	can	generate	feelings	of	
both	distress	and	exhilaration,	and	low	commitment	can	
prompt	a	negative	affect	due	to	a	yearning	for	a	stronger	
personal	identity.1,2,23,45

4.3	 |	 Clinicalimplications

Our	 findings	 point	 toward	 the	 psychologically	 adaptive	
benefits	 of	 embracing	 a	 process	 of	 self-	reflection.	 More	
broadly,	using	meaning-	making	to	create	cohesive,	well-	
structured	 narratives	 has	 been	 found	 to	 help	 patients	
make	sense	of	traumatic	events	and	promote	greater	well-	
being.33,43	 Active	 therapeutic	 approaches	 such	 as	 narra-
tive	therapy	may	be	particularly	useful	for	supporting	this	
process,	with	cognitive	reframing	shown	to	be	successful	
for	poststroke	patients	who	experience	a	loss	of	self.46

Acceptance	and	commitment	 therapy	 (ACT)	has	also	
shown	 significant	 benefits	 in	 promoting	 posttraumatic	
growth	among	long-	term	cancer	survivors	following	diag-
nosis	and	treatment.47	Although	ACT	has	been	utilized	to	
improve	general	mood	and	self-	management	among	peo-
ple	 living	 with	 epilepsy,48,49	 as	 well	 as	 those	 with	 none-
pileptic	seizures,50	 it	has	not	specifically	been	utilized	to	
support	patients	through	postsurgical	adjustment.
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4.4	 |	 Studylimitations

The	process	of	 shedding	 the	sick	role	 following	epilepsy	
surgery	has	been	 identified	 through	qualitative	 research	
as	 a	 key	 aspect	 of	 postsurgical	 identity	 reconceptualiza-
tion.14,16	The	EIPQ,	however,	does	not	include	questions	
on	health	and/or	chronic	illness	as	a	part	of	identity.22	As	
such,	it	may	not	capture	the	full	breadth	of	patient	identity	
exploration	following	epilepsy	surgery.

Although	our	sample	was	robust	for	the	original	quali-
tative	analysis,17,19	the	small	sample	size	represents	a	chal-
lenge	for	secondary	quantitative	analysis.	For	example,	our	
original	qualitative	work	noted	that	most	discrepant	narra-
tives	captured	a	more	positive	trajectory	than	documented,	
but	a	few	were	the	reverse	(i.e.,	patients	reporting	a	more	
negative	 adjustment	 trajectory	 than	 that	 documented	 in	
psychosocial	records).	Numbers	were	too	small,	however,	to	
analyze	any	further	subgroups	than	the	ones	included	here.

There	was	a	significant	difference	in	age	at	onset	of	epi-
lepsy	between	the	surgical	and	surgically	naïve	groups,	with	
the	surgical	group	having	younger	age	of	habitual	seizure	
onset.	Theoretically,	this	may	suggest	that	the	surgical	group	
experienced	 greater	 identity	 disruption	 prior	 to	 surgery,	
making	the	postoperative	change	potentially	even	more	dis-
tinct.	This	cannot	be	determined,	however,	without	a	longi-
tudinal	study	that	tracks	identity	change	pre-		to	postsurgery.	
The	current	paper	is	therefore	considered	an	early	descrip-
tive	study,	providing	greater	theoretical	depth	to	our	under-
standing	of	long-	term	postsurgical	psychosocial	adjustment,	
and	highlighting	avenues	for	further	empirical	research.

4.5	 |	 Futuredirections

Our	paper	stands	as	an	initial	exploration	of	 identity	in	a	
group	 of	 patients	 who	 underwent	 ATL.	 Further	 work	 is	
needed	to	disentangle	other	factors	contributing	to	identity	
development	 and	 change	 among	 patients	 with	 epilepsy.	
One	valuable	avenue	for	further	study	would	be	to	explore	
the	 impact	 of	 full-	scale	 intelligence	 quotient	 (FSIQ)	 and	
language	function	on	narrative	measures.	Due	to	our	inclu-
sion	criteria,	there	was	not	significant	variation	in	FSIQ	in	
the	 current	 study	 to	 explore	 the	 possible	 impact	 of	 intel-
lectual	function	on	narrative	expression.	The	psychosocial	
outcomes	 of	 surgery	 for	 patients	 with	 an	 intellectual	 dis-
ability	(ID)	is	an	understudied	area,	including	the	impact	
of	ID	on	identity	change	and	development.	With	regard	to	
language	function,	previous	research	has	shown	that	people	
with	TLE	produce	increasingly	verbose	accounts	of	stories	
on	successive	retellings,	in	contrast	to	healthy	controls	who	
produce	increasingly	concise	stories.51	The	relationship	be-
tween	epilepsy,	language,	and	identity	may	therefore	be	a	
complex	one,	worth	exploring	further	in	its	own	study.

Future	 research	 is	 also	 needed	 to	 examine	 broader	
psychosocial	 factors	 that	 may	 influence	 the	 meaning-	
making	 process	 among	 patients	 with	 epilepsy,	 such	 as	
psychiatric	 history,	 personality,	 and/or	 social	 support.	
Interestingly,	 the	 meaning-	making	 groups	 identified	
in	our	study	were	broadly	consistent	with	different	ad-
justment	 trajectories	 seen	 following	 natural	 disaster.52	
More	 specifically,	 the	 change-	related	 groups	 identified	
here	 (Minimal	 Change,	 Struggling	 With	 Change,	 and	
Embracing	Change)	resemble	those	of	Davis	et	al.,	who	
examined	family	responses	to	the	loss	of	a	loved	one	in	
the	1992 Westray	mine	collapse	in	Canada.	Davis	et	al.	
described	three	groups:	(1)	those	who	showed	a	typical	
pattern	 of	 posttraumatic	 growth,	 (2)	 those	 who	 per-
ceived	minimal	threat	to	their	sense	of	self	and	therefore	
showed	 minimal	 engagement	 with	 meaning-	making,	
and	 (3)	 those	 who	 did	 not	 experience	 growth	 because	
they	could	not	identify	meaning	in	the	situation.52	Taken	
with	the	findings	from	our	current	study,	this	may	point	
to	natural	variation	in	individual	adjustment	trajectories	
following	adversity	and	highlights	the	importance	of	ex-
ploring	intrapersonal	factors	as	well	as	seizure	variables	
in	future	work.

5 	 | 	 CONCLUSIONS

This	was	the	first	study	to	comprehensively	examine	pa-
tient	self-	identity	at	long-	term	(15–	20 years)	postsurgical	
follow-	up	and	delineate	the	complex	relationship	between	
patient	identity,	seizure	outcome,	and	well-	being.	Of	par-
ticular	importance	for	clinicians,	our	findings	point	to	the	
lasting	 benefits	 of	 embracing	 the	 process	 of	 self-	change	
and	 meaning-	making	 for	 long-	term	 patient	 well-	being.	
Findings	 also	 highlight	 the	 unique	 opportunity	 to	 study	
meaning-	making	 and	 posttraumatic	 growth	 afforded	 by	
epilepsy	surgery,	given	that	the	majority	of	this	literature	
explores	 such	 change	 following	 objectively	 negative	 life	
events,	whereas	epilepsy	surgery	is	generally	considered	a	
positive	step	in	a	patient's	life.
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