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Visit our website!  
Stay up-to-date with the facts about living 
with epilepsy at www.E-Action.ca.

The	information	provided	in	this	magazine	is	educational	only	and	is	not	intended	
to	replace	the	advice	of	your	healthcare	professional.	Talk	to	your	doctor	about	the	
proper	management	and	treatment	of	your	epilepsy.

WELCOME

Check out our website! 
Get the facts you need about living with epilepsy at 
the click of mouse. Visit www.E-Action.ca.

Dear	Reader,

I’m	honoured	to	have	been	chosen	as	Guest	
Contributor	for	this	spring/summer	2014	issue	
of	E-Action®	magazine!	It	affords	me	the	rare	
opportunity	to	speak	to	a	wide	audience	of	
Canadians	with	epilepsy	—	a	condition	I	have	
dedicated	my	career	to.	

For	the	past	28	years,	I’ve	acted	as	Executive	
Director	of	the	Quebec	Epilepsy	Association	
(Association	Québécoise	de	l’Épilepsie,	or	
AQE).	More	recently,	I	received	my	doctorate		
in	Applied	Human	Sciences	from	the	
Université	de	Montréal,	having	chosen	the	
topic	of	epilepsy	and	workplace	integration		
as	my	thesis.

Raising	awareness	about	epilepsy	and	
improving	the	quality	of	life	for	all	Canadians	
affected	by	this	condition	are	causes	I’m	
passionate	about.	On	this	note,	I	am	pleased	
to	introduce	this	issue	of	E-Action®	magazine,	
which	explores	the	interaction	of	epilepsy	and	
all	the	different	facets	of	health.

In	the	cover	story,	The unstoppable Karl,	you’ll	meet	personal	trainer	and	former	triathlete	Karl	MacPhee,		
a	courageous	young	man	who	talks	to	E-Action®	about	his	internal	struggles	with	having	epilepsy,	and	how	
his	own	self-discipline	and	dedication	to	lead	a	healthy	lifestyle	have	helped	control	his	seizures.	In	Finding 
Hope in Despair,	E-Action®	looks	at	the	psychological	side	of	epilepsy,	discussing	the	relationship	between	
epilepsy	and	mental	health,	and	why	so	many	of	those	with	epilepsy	are	affected	by	depression	and	anxiety.	
In	Life After Surgery,	you’ll	meet	three	women	who	all	chose	surgery	to	treat	their	epilepsy.	Learn	about	their	
experiences,	what	led	them	to	choose	surgery,	and	how	they’re	doing	today.	In	this	issue’s	Ask the Expert 
column,	nurse	practitioner	Karen	Legg	answers	questions	related	to	epilepsy	and	health.	In	our		
Role Model column,	meet	Katie	Woudstra	and	Kara	Yednoroz,	the	two	friends	at	the	heart	of	Katie’s Run,		
a	scenic	run/walk	in	Haliburton,	Ontario	that	helps	raise	funds	for	epilepsy	research.	Last	but	not	least,	
in	my	own	personal	article	called	Shattering Myths,	you	can	learn	about	the	results	of	my	thesis,	which	
explores	epilepsy	and	workplace	integration.	

Epilepsy	is	a	condition	that	causes	much	distress	for	those	it	affects	in	a	very	all-encompassing	way.	
Together,	and	with	the	help	of	initiatives	such	as	E-Action®,	we	can	help	shape	a	brighter	future	for		
all	Canadians	with	epilepsy.

Wishing	you	all	the	best,

GUEST CONTRIBUTOR: FRANCE PICARD
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FRANCE PICARD, Ph.D.
Directrice Générale,
Association Québécoise de l’Épilepsie

Karl MacPhee working out at 
the the gym where he runs his 
personal training business, Ripple 
Effect Strength & Conditioning.



EPILEPSY AND WORKPLACE INTEGRATION

Given the weight of this issue, I wanted to present the main 
findings of my Ph.D thesis published at the Université de 
Montréal under the title: L’intégration de la différence en 
milieu de travail entre les travailleurs avec des incapacités  
et les travailleurs sans incapacité. These findings  
undoubtedly apply to people with epilepsy since seizures 
and their consequences can certainly lead to disabilities. 

I conducted a review of scientific literature needed to  
meet the Ph.D thesis-producing requirements, as well  
as a nine-month workplace analysis that included observing 
and interviewing disabled employees, non-disabled  
employees and managers in internal client services  
(bank employees), external client services (bank clients),  
as well as deposit processing services.

Following my research, various findings came to light.  
First and foremost, it is important to initially establish real 
suitability between the abilities of the worker — epileptic 
or not — and the job itself. Such suitability must take into 
account the worker’s training, experience, skills, interests, 
physical abilities and so on.  

Ultimately, results revealed the performance of employees 
with epilepsy to be either equal to or better than that of other 
workers. Performance is evaluated very carefully and with  
the utmost objectivity as it is a criterion that determines 
salary increases, bonuses, promotions and other forms of 
corporate rewards. This is what leads me to conclude that 
productivity is a marker of workplace integration.  

In the work environment under study, integrated workers are 
those who not only add to their community, but those who 
contribute to its development. In other words, those who 
develop a two-way relationship between the group’s future 
and their own.  Indeed, these are workers who provide added 
value to employers while developing their own potential.  

Differences between the two groups of workers are revealed 
in terms of their relationship with their work. Employees with 
epilepsy exhibit a closer kinship to their work and find it more  
gratifying; in light of this, managers believed that it was worth 

investing more in their training, as such investments were more 
likely to be profitable.

What is important when dealing with work integration is the 
person with epilepsy’s determination when faced with this issue.  
While the employer may open some doors, it is the individual 
who plays the main role in the integration process.  This is where 
the notion of empowerment takes on its full meaning; in other 
words, the individual is responsible for his or her own growth. 

It is also important to note that there are rules and regulations 
that support people with epilepsy; there are five in Québec  
as follows:  

• Canadian Charter of Rights and Freedoms

• Quebec Charter of Human Rights and Freedoms

• An act respecting equal access to employment in public bodies 

•  An Act to secure handicapped persons in the exercise  
of their rights with a view to achieving social, school and  
workplace integration

• The Employment Equity Act

The objective of each of these decrees is to eliminate all  
discrimination against targeted workers and to motivate  
employers to institute hiring objectives that highlight their  
own will to favour the integration of disabled employees,  
including those who are affected by epilepsy. Indeed,  
some employers find that these employees provide 
 a workforce that meets their needs. 

In this environment that is conducive to finding 
employment, it is important to increase awareness 
among people with epilepsy. Given the current 
legal framework that supports their efforts to  
find employment, the choice of revealing one’s 
epilepsy can translate into an advantage while 
also providing employers the opportunity to 
respect their legal and social obligations –  
a win-win situation for both parties. 

When considered in this light, workforce  
integration offers up a wide range of  
opportunities to workers with epilepsy  
wishing to join the labour market to  
develop their full potential while  
becoming increasingly autonomous.  

*  The Impact of Epilepsy on Canadians survey; conducted by Leger Marketing (2011). A sample of 671 Canadians living with 
epilepsy were surveyed. A probability sample of the same size would yield a margin of error of +/-3.8%, 19 times out of 20. 

32

Work is undoubtedly an important issue for all Canadians  
living with epilepsy. In fact, The Impact of Epilepsy on  
Canadians* survey revealed that maintaining employment was 
among the top five challenges faced by those with epilepsy. 

EPILEPSY AND WORKPLACE INTEGRATION

MythsSHATTERING 
RESEARCH SHEDS A POSITIVE NEW LIGHT ON EPILEPSY AND WORKPLACE INTEGRATION

FRANCE PICARD,
Ph.D., General Director of the  
Association québécoise de l’épilepsie  

E-Action.caTaking Action Against Epilepsy™
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North America’s largest Street Performer  
Festival also became the world’s largest  
epilepsy event last summer, as over a million  
spectators gathered in Downtown Toronto’s  
busy Yonge Neighbourhood to watch some  
of the world’s top street performers dazzle  
crowds in support of Epilepsy Toronto.

The festival featured acrobats, artists, “flexible comedians”,  
yo-yoists, beat-boxers, pyrotechnics, stilt-walkers and more,  
all working to raise awareness and funds for epilepsy. In  
addition to admission donations, proceeds, which normally  
go directly to buskers, went to Epilepsy Toronto for two events  
(the Fire Show and the Grande Finale Show) and were matched  
dollar-for-dollar by Scotiabank.

   This year, organizers are hoping to raise even more funds, with busker acts that  
       continue to defy human limitations – not unlike many people living with epilepsy. 

Toronto’s 2013

“I really don’t even remember what  
I was like before epilepsy in a lot  
of ways,” Katie explains. “It (has)  
completely changed my view on the  
biggest decisions in my life, like my 
future and deciding to attend university.”

In 2012 during a particularly low point, 
Katie found a support team not only 
in her own family, but in the Pogues – 
longtime family friends of the  
Woudstras, and in particular, the  
Pogue’s daughter, Kara. Having at-
tended the same church for years,  
Katie and Kara became good friends 
despite a four-year age difference.  
“She was a happy girl (with an)  
everyday life, and (epilepsy) interrupted 
all that,” says Kara.  “She just wanted  
to be a normal girl.” 

Kara and her mother, both of whom  
are avid runners, decided that holding  
a local run in Katie’s name to raise  
funds for epilepsy research was the  
best way of supporting a family  
they’d known for over a decade.  
So, in 2012, Katie and Kara hosted  
the first ever Katie’s Run. 

“I remember the day she came to  
(my mother and I) and said, ‘what  
do you think about a run in Katie’s 
name?’” explains Katie. “I was just 
blown away, but I was also very  
intimidated by the idea. I knew right 
away I would have to share my story,  
and I was still in such a fragile place.  
I thought, ‘oh, wow, my name attached 
to epilepsy and put on display?’”

 

Ultimately, Katie took the same  
approach she did during her darkest 
days with epilepsy: she pushed forward. 
“I knew in my heart Katie’s Run was a 
good idea,” Katie stresses. “There was 
no question.”

The run itself winds through some of 
the incredible paths at Sir Sam’s Ski 
and Bike resort outside Haliburton, ON. 
With both a 2.5km walk and a 10km run, 
all participants get to take in the view of 
nearby Eagle Lake from the top of the 
mountain, and take part in a community 
event that continues to grow.

On July 5, 2014 runners and walkers will 
take to the start line for the third annual 
Katie’s Run. For more information on 
the run, and an in-depth look at Katie’s 
story, visit http://katiesrun.ca.

When epilepsy struck Katie, her friend, Kara, 
helped start a fundraiser run/walk in her name.
Katie Woudstra lived the average life of a Canadian teenager with school, homework, 
and friends. But in 2010, it all changed dramatically when she suffered her first 
tonic-clonic seizure. For Katie, the next few years were a dark period characterized  
by repeated seizures, failed medications, time off from school and separation  
from friends.

Taking Action Against Epilepsy™

ROLE MODEL

A Running 
Dream

Kara Yednoroz (née Pogue - left) and Katie Woudstra (right).  
Today, Katie is one and a half years’ seizure-free.

The Woudstra and Pogue families.



This summer, a unique online epilepsy training 
resource developed by Epilepsy Toronto is slated to 
become available. Epilepsy Toronto offers a range of 
employment services to employees and employers 
alike, but this resource is the first ever of its kind. 

Set up in several modules, the e-learning resource 
encourages users to “walk a mile” in the shoes of a 
co-worker with epilepsy. The rationale is that as more 
co-workers understand epilepsy and how it might affect 
a colleague or customer, the more inclusive, caring, 
productive—and ultimately profitable—the workplace 
becomes. Knowledge checks will appear throughout the 
employee/coworker training module and certification 
will be awarded upon its completion. Comprehensive 
resources, guidelines, and flowcharts for HR personnel, 
and even a “seizure simulator” are all in the works.

Although developed for Ontarians, the training  
resource will be of great value to all Canadians. 
Interested in checking out this valuable resource?  
Visit www.epilepsyatwork.com. 

This Workplace Training Resource is An EnAbling 
Change Project funded by the province of Ontario.

DOCUMENTARY TAKES AN 
UNFLINCHING LOOK AT LIFE 
WITH EPILEPSY
Depression, loneliness, alienation, stigma — these are just  
a few of the difficulties many with epilepsy face as a result of 
their condition. Sadly, epilepsy remains an often-misunderstood 
condition, only adding to the feeling of social isolation for  
those it affects. 

In On the Edge: Living with epilepsy, an independent filmmaker  
and epilepsy sufferer endeavours to break down some of the 
barriers faced by those with epilepsy by addressing the condition 
face-on. The filmmaker interviews patients, their family, friends, 
as well as medical specialists to offer viewers a very honest 
look at the pain and difficulty of living with epilepsy, as well as 
insights into the medical and social progress being made.  It’s a 
touching, hopeful must-see film for anyone.

For more information, visit www.epilepsyontheedge.com.

Cassidy Megan, founder of Purple Day for 
Epilepsy, was ecstatic to become one of the 
youngest recipients of the Canadian Red  
Cross Young Humanitarian Award at a  
formal awards dinner in Halifax on  
November 13, 2013.  

Honoured for her strong commitment  
and dedication to growing Purple Day, an  
international initiative devoted to raising  
awareness and reducing stigma about  
epilepsy, the 14 year-old received the award 
after being nominated by Epilepsy Nova  
Scotia for her humanitarian efforts. In  
addition, Cassidy was surprised at the dinner 
with a tribute video highlighting her personal 
interests and remarkable successes.

Cassidy created Purple Day for Epilepsy in  
2008 to spread epilepsy awareness on a  
national and global scale. In 2012, the Purple 
Day Act became a law and will be officially  
observed each year on March 26 in Canada.  
Visit www.purpleday.org for more information.

Big congratulations to Cassidy!
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EPILEPSY SUFFERER SET TO CLIMB GRAND 
CANYON TO HEIGHTEN EPILEPSY AWARENESS 
In October 2014, 26-year-old epilepsy sufferer Chelsea Kerstens will take part in the Grand Canyon Epic Climb. Initiated 
by Epilepsy Durham Region, the 4,500-foot climb will help raise money for families struggling with the effects of epilepsy. 
To give an idea of the magnitude of the undertaking, the climb is two-and-a-half times the height of the CN tower, and will 
take a gruelling 12 hours to complete.

Today, Chelsea is seizure free, thanks to appropriate treatment and lifestyle changes, but she knows the struggles  
of epilepsy all too well. For years, Chelsea struggled with ongoing seizures, living in constant fear of the next one.  
Worst of all, epilepsy isolated her from a life she formerly enjoyed.

Says Chelsea about the climb, “I need to do this to shine a light on a disease that is so often ignored and misunderstood…  
I have faced many uphill climbs in my life. Grand Canyon, you’re next!”

If you’d like to help support Chelsea’s epic climb, you can donate at www.epicclimb.ca.

COMING SOON:  
FREE EPILEPSY IN  
THE WORKPLACE  
TRAINING RESOURCE

Purple Day

Cassidy Megan
Honoured with

Red Cross
Humanitarian Award

Purple Day (March 26th) of 2014 saw 
the Grand Opening of a new Video-EEG 
(electroencephalogram) Telemetry unit at 
the Royal University Hospital in Saskatoon, 
Saskatchewan. Video telemetry aids in the 
diagnosis of epilepsy, helping neurologists to 
see exactly where in the brain a person’s seizures 
begin. This technology is also used to assess if 
someone is a candidate for surgery.

To celebrate the new addition to Royal University 
Hospital, a Grand Opening ceremony was held. 
Attendees included Dr. José Tellez, neurologist  
at Royal University Hospital, Dr. N Jette, President 
of the Canadian League Against Epilepsy, and 
Vanessa Monar Enweani, Vice-Chair of the Royal 
University Hospital Foundation.

ROYAL UNIVERSITY 
HOSPITAL IN SASKATOON 
OPENS NEW VIDEO-EEG 
TELEMETRY UNIT

MAGNETOENCEPHALOGRAPHY 
(MEG) IMAGING:  
A NON-INVASIVE APPROACH  
TO STUDYING THE BRAIN

Although Wada testing is still being used to localize 
origins of seizures and determine how language  
and memory can be affected by surgery, functional 
imaging is increasingly being explored as a more 
patient-friendly alternative. 

Magnetoencephalography (MEG) imaging measures 
the magnetic field produced by electrical currents  
inside neurons of the brain. Like a traditional MRI, 
MEG is non-invasive and can measure real-time  
activity, allowing investigators to determine when, 
where and how brain functions enable sensation, 
perception, memory, language, decision-making, 
thinking, and controlled action.

Canadian researchers are still exploring how best  
to maximize data produced by MEG images but  
there is tremendous promise for this less risky,  
non-invasive approach to studying the brain.

Cassidy after the Award presentation with, from right, His Honour Brigadier-General The Honourable 
J.J. Grant, CMM, ONS, CD (Ret’d), Lieutenant Governor of Nova Scotia; Her Honour Mrs. Joan Grant; 
and Ismael Aquino, Provincial Director for the Canadian Red Cross.



8 9

LIFE AFTER SURGERY LIFE AFTER SURGERY

E-Action.caTaking Action Against Epilepsy™

Unable	to	drive	or	work,	Jessica’s	freedom	had	been		
significantly	limited.	When	her	epileptologist	suggested		
she	might	be	a	candidate	for	surgery,	Jessica	didn’t	hesitate	
to	get	the	process	started.

Real risks
There	was	some	hesitation	and	fear,	of	course	–	brain	surgery	
is	a	pretty	big	deal,	after	all.	There	was	a	risk	of	memory	loss,	
speech	impairment,	vision	problems,	and	a	chance	that	she	
might	experience	even	more	seizures	after	surgery.	But	there	
was	also	a	chance	Jessica	could	experience	a	life	without	
seizures	–	and	for	her,	this	was	a	risk	worth	taking.	

Professional and peer support
Jessica	did	a	lot	of	research	before	going	into	surgery	and	
praises	her	neurosurgeon,	Dr.	Valiante	and	his	team	at		
Toronto	Western	Hospital	for	thoroughly	assessing	her		
situation	and	providing	words	of	comfort	and	reassurance.	
Jessica	was	confident	that	there	would	be	no	surgery	if		
Dr.	Valiante	thought	she	wouldn’t	benefit.	Jessica	was	also	
fortunate	enough	to	have	a	strong	support	system	of	people	
who	had	already	gone	through	surgery	and	were	eager	to	
share	their	stories.	(To	find	a	support	group	in	your	area,	visit:	
www.E-Action.ca	and	click	on	the	“Events	&	Resources”	tab).	
“Hearing	other	peoples’	stories	was	very	encouraging“		
Jessica	insists.	“There’s	a	lot	of	good	support	out	there!”	

Preparation for surgery
Jessica’s	neurosurgeon	took	the	time	to	explain	what	her	
surgery	would	involve,	describing	how	long	it	would	take,	
what	she	could	expect	the	day	of	surgery	(barely	any	head	
shaving!)	and	in	the	days	immediately	following	(swelling,	
headaches).	Her	doctor	also	told	her	that	she	would	have		
to	take	an	anticonvulsant	for	the	rest	of	her	life.	It	was	sure		
to	be	no	picnic,	but	she	could	hardly	wait	for	The	Big	Day.

Testing for Eligibility
Jessica	had	to	undergo	extensive	neurological and  
neuropsychological evaluations	as	well	as	a	Wada	test		
to	determine	whether	or	not	other	parts	of	her	brain	would		
be	able	to	compensate	for	the	part	of	her	brain	being		
removed.	Testing	took	several	weeks	(and	a	lot	of	patience),	
but	the	results	ultimately	confirmed	that	Jessica	was	a		
suitable	candidate	for	surgery.

New beginnings
In	December	2012,	Jessica	had	a	left	anterior	temporal	
lobectomy.	This	involved	removing	about	4	cm	of	her	left	
hippocampus	and	a	small	part	of	the	neural	cortex	around	
the	hippocampus.	Post-surgery,	Jessica’s	short-term	memory	
was	affected	for	a	few	brief	months,	and	she	felt	tired	and	
headachy.	But	overall,	Jessica	recovered	remarkably	well.		
So	well,	in	fact,	that	she	is	now	seizure-free.	

Jessica’s	newfound	seizure	freedom	has	allowed	her	to		
go	back	to	work	full	time.	She	also	plans	to	work	on	getting	
her	driver’s	license	in	the	near	future.	Best	of	all,	Jessica		
is	looking	forward	to	the	next	stage	of	her	life	–	being	a		
mentor	and	source	of	support	for	others	contemplating	
epilepsy	surgery.	

We all ultimately have a different story…  
but it’s very empowering to hear everybody’s story 

about their journey with epilepsy.“ ”
—  Jessica G. 

Glossary of Terms
Neuropsychological testing:	Includes	personality,	memory,	and	language	tests	that	document	consequences	of	seizures	on	brain	function.

Wada Test: Also	known	as	the	intracarotid	sodium	amobarbital	procedure	(ISAP).	It	involves	injecting	anesthesia	into	one	of	the	carotid	arteries	
to	suppress	one	hemisphere	of	the	brain.	This	helps	determine	which	brain	hemisphere	contains	the	language	functions.

Jessica’s 

      STORY

Surgery
AFTER

WHAT’S LIFE REALLY LIKE AFTER SURGERY?  
E-ACTION® ASKED THREE WOMEN TO SHARE THEIR EXPERIENCES.

Life

I think the truth about epilepsy surgery is that it’s just 
slowly starting to come out of the shadows…“ ”

—  Jessica G. 

Continues	on	next	page...

Jessica was diagnosed with epilepsy when she was barely a teenager. While 
medication initially kept her condition in check, by the time she reached 
adulthood Jessica’s seizures had become increasingly difficult to control. 
Jessica tried a number of different medications over the years and made 
significant lifestyle changes, but she still experienced seizures at least  
a few times a month. 
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Donna	had	epilepsy	for	over	30	years.	Throughout	this	time,	
she	experienced	frequent	auras	and	as	many	as	15	complex	
partial	seizures	per	month.	No	medication	or	lifestyle	change	
ever	really	worked	for	her.	“There	was	always	hope	that	
medication	would	eventually	work,”	she	recalls,	but	nothing	
ever	did.	

Donna	refused	to	give	up,	however.	She	was	committed	to	
finding	a	solution.	When	a	newly	assigned	neurologist	in		
Ottawa,	Dr.	Giaccone,	suggested	that	surgery	might	be	an		
option,	Donna	felt	that	she	had	finally	gotten	an	answer		
she	had	been	pushing	for.

In	August	2007,	Donna	was	admitted	to	the	Neuro		
(the	Montreal	Neurological	Institute	and	Hospital)	for		
observation.	Walking	through	the	doors,	Donna	remembers	
feeling	like	she	had	“just	won	the	lottery.”	She	was	filled		
with	energy,	hope	and	optimism.

Less	than	a	month	later,	Donna	had	a	left	temporal		
lobectomy,	which	involved	the	removal	of	her	left		
hippocampus	and	amygdala.	The	result?	Donna	has	been	
seizure-free	ever	since.	She	is	also	off	all	her	medication		
and	considers	herself	“cured.”	

A life, transformed
Donna	cannot	understate	how	life-altering	the	procedure	has	
been	for	her.	“It’s	quite	the	transformation,	from	being	told	
to	just	deal	with	epilepsy	the	best	you	can	for	the	rest	of	your	
life,	to	waking	up	cured	after	a	short	surgical	procedure.	My	
life	is	amazing	today.	I’m	seizure-free.	I’m	off	all	medication.	
What	could	be	better?”

She	says	that	she	communicates	with	more	confidence	now,	
is	much	more	alert,	and	believes	that	surgery	has	actually	
made	her	more	of	an	extrovert.	Life	after	surgery	was	also	a	
process	of	adjustment	for	Donna’s	spouse,	James,	who	for	
years	“protected”	Donna,	always	anticipating	her	next	seizure.	
Now	that	he	no	longer	had	to	be	so	guarded,	he	too	had		
so	much	more	freedom.	“It	really	did	end	up	being	a	life	
transformation	for	both	of	us,”	Donna	shares.	

A re-learning process
Adjusting	to	her	new-found	freedom	and	energy	took	some	
getting	used	to,	however.	Donna	describes	having	to	“retrain	
her	brain”	after	surgery.	For	instance,	she	no	longer	had		
to	make	sure	a	chair	was	nearby	when	she	felt	a	seizure		
coming	on.	And	she	no	longer	had	to	be	constantly	“on	
guard”	or	make	compromises	because	of	her	epilepsy.		
But	one	of	Donna’s	biggest	challenges	was	adjusting	to		
an	“unrestrained	level	of	energy.”		Previously,	her	energy		
had	always	been	regulated	by	anti-seizure	medications.		
Now,	Donna	literally	had	to	train	herself	to	relax.	It	was	a	
frightening	experience	to	feel	that	she	could	accomplish		
so	much	more	in	a	day.	Says	Donna,	“It	was	like	venturing		
into	this	new	world	I	never	knew	existed,	and	all	of	a	sudden	
having	to	live	within	it.”	

Life after surgery begins before surgery
Since	surgery,	life	has	indeed	become	more	fulfilling	for	Donna,	
which	she	attributes	to	the	way	she	lived	life	before	surgery.	
Even	with	epilepsy,	Donna	always	made	an	effort	to	fit	into	this	
world	as	best	she	could.	If	it	weren’t	for	doing	so,	she	believes	
she	wouldn’t	be	in	the	same	place	she	is	today.	Advises	Donna,	
“Pursue	those	hobbies	you	never	thought	you	could.	Challenge	
yourself.	Make	the	adaptations	you	need	to,	but	don’t	write	
things	off	simply	because	you	have	epilepsy.	Because	if	that	day	
comes	when	you	are	finally	‘cured’	or	in	better	control	of	your	
epilepsy,	the	last	thing	you	want	to	experience	is	bewilderment,	
wondering	what	to	do	next	in	your	life.”	

One-year	post	surgery,	Donna	returned	back	to	work	as	an	HR	
professional.	She	is	also	an	E-Action®	Leader	and	a	Board	of	
Director	Member	with	Epilepsy	Ottawa-Carleton	(EOC).	

Amina’s 

      STORY
Donna’s 

      STORY

People look at surgery as a fix. It’s a fix for your  
epilepsy – it’s not a fix for your life.“ ”

- Donna B.

When Jessica G. speaks of the importance of talking  
to others about their experience with surgery, one  
of her greatest sources of support has been Donna.

Everybody’s experience with epilepsy surgery is different, 
to paraphrase Jessica G. While some stories are smooth 
sailing, others are a bit more of a roller coaster ride.

Amina’s	account	of	epilepsy	surgery	is	one	such	example		
of	the	ups	and	downs	one	may	experience	before,	during,	
and	after	epilepsy	surgery.	

Like	Jessica	and	Donna,	Amina	struggled	to	control	her	
epilepsy	for	a	number	of	years.	Despite	having	tried	several	
medications,	Amina	still	had	auras	and	seizures	that	were	
beginning	to	seriously	disrupt	her	life.	Amina	adjusted	her	
lifestyle	as	much	as	she	could,	but	the	demands	of	her		
career	and	work	environment	made	significant	lifestyle	
change	difficult.

Amina	decided	to	consult	her	family	doctor	and	neurologist.		
After	several	rounds	of	tests,	it	was	determined	that	she	would	
be	a	good	candidate	for	selective	surgery.	This	involved	removing	
the	scar	tissue	that	was	thought	to	be	causing	her	seizures.

A	few	short	weeks	after	agreeing	to	surgery,	Amina	had	the	
procedure	done.	But	it	wasn’t	an	immediate	success	story		
for	her.	Amina	suffered	from	seizures	for	a	few	months		
afterwards,	as	well	as	swelling.	She	had	difficulties	with		
concentration,	attention	and	short-term	memory	and		
had	cognitive	therapy	to	help	improve	them.	But	perhaps	
most	disturbing	of	all,	Amina	experienced	a	dramatic		
personality	shift.

Surgery “changed me” – and not for the better
Amina	was	informed	about	the	potential	effects	she	might	
experience	after	surgery;	however,	there	was	no	preparing	
for	this	profound	change	in	who	she	was.	Normally	mild-
mannered	and	gracious,	Amina	had	emerged	from	surgery	
an	aggressive,	impatient,	even	volatile,	woman.	She	was		
difficult	to	get	along	with	and	began	showing	signs	of		
depression.	Her	family	doctor	gave	her	medication	and		
she	began	seeing	a	neuropsychologist	on	a	regular	basis.		
The	medication	and	therapy	both	helped	greatly,	but	a	lot		
of	damage	had	been	done.	Amina	had	already	lost	some		
of	her	closest	friends.

A second surgery
Amina	started	working	full-time	again—against	doctor’s	
advice—and	began	to	have	seizures	shortly	thereafter.	She	
started	to	forget	things	and	found	it	difficult	to	find	the	right	
words	when	she	spoke.		

Doctors	told	Amina	she	would	either	have	to	quit	her	job		
or	have	another	surgery.	But	this	time,	they	cautioned,	the	
risks	associated	with	surgery	would	be	greater.	She	could		
end	up	deaf,	blind,	mute,	or	worse.	

Amina	wanted	surgery	anyway.	She	didn’t	have	any		
autonomy	the	way	she	was.	She	couldn’t	drive,	go	outside		
unaccompanied,	or	participate	in	simple,	everyday	activities.	

Not without complications
After	the	second	surgery,	Amina	awoke	with	left	hemiparesia;	
that	is,	she	was	paralyzed	on	the	left	side.	She	was	also		
unable	to	talk.	“I	was	not	nice	to	see,”	she	concedes.	

The	hemiparesia	lasted	six	months.	For	the	first	few	days		
following	her	surgery,	Amina	was	in	a	wheelchair.	Eventually	
she	progressed	to	a	walker	and	then	a	cane.	She	suffered	
from	vertigo	for	about	a	year	and	underwent	cognitive	
therapy	again	to	improve	memory	and	concentration.	She	
also	had	speech	therapy	because	she	was	mixing	up	Hindi,	
Gujarati	and	French.	Simple	math	was	now	a	challenge	and	
Amina	had	to	relearn	the	basics.	Recovery	was	no	fast	and	
easy	process.

But	surgery	did	stop	the	seizures.	It	also	allowed	Amina	to	
reduce	her	medication.	She	still	gets	auras	and	migraines	
and	sometimes	her	leg	doesn’t	“respond”	to	what	she	wants	
it	to	do,	but	does	Amina	regret	having	surgery?	

Not	one	bit.

The end of the roller coaster ride
“I	can	do	a	lot	of	things	now	that	I	wasn’t	able	to	do	before,”	
Amina	beams.	“I	can	drive.	My	ability	to	see	has	improved,	
and	my	concentration	and	short-term	memory	are	better.		
I’m	able	to	get	back	to	work.”	

Amina	now	does	a	lot	of	volunteer	work	driving	people	to		
appointments	and	helping	patients	in	palliative	care.	She		
is	also	an	active	member	at	Épilepsie	Granby.	Says	Amina,		
“I	am	very	happy	now.”

Sometimes you just have to go ahead and do it. 
I was thinking, if I continue having these seizures,  

how is my life going to end up?“ ”
- Amina B.
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For Karl MacPhee, an epilepsy diagnosis wasn’t the end of the 
road, but an obstacle to overcome. In the process, he found out 
how to turn a healthier lifestyle into a way of life.

“Oh hold on.” Karl stops our phone interview momentarily. 
“We’ve got some blood.” One of his five-year-old twin girls  
can be heard calling for “Daddy” in the background. She’s 
bumped herself and Karl quickly attends to the small cut  
with a bandage. 

Now that Karl has his seizures well under control, these  
types of everyday issues are more the norm. In fact, Karl’s life 
seems to be filled with the kind of blissful, domestic chaos 
typical of any parent of young children. 

Today, Karl has life ‘figured out’. He’s a husband, a father, not  
to mention a proud owner of a personal training business, 
Ripple Effect Strength & Conditioning, which consequently 
allows him to be a stay-at-home dad during the day. He’s also 
been seizure-free for over four years, for which he largely has 
himself to thank. After all, it’s his self-discipline and dedication 
to a healthy lifestyle that have helped him manage his epilepsy. 

Karl’s life may seem effortless these days. However, the battle 
to get here has been anything but.

The day the bomb dropped
In 1996 at just 21 years of age, Karl was part of the Canadian 
Light Infantry on a peace-keeping mission in war-torn Bosnia. 
He was living in the attic of what’s called a “platoon house” 
along with 12 other soldiers, maintaining the sort of schedule 
even a superhero would find exhausting. They worked in  
three-days-on, one-day-off shifts, rotating through vehicle 
patrol, foot patrol, or gate duty. On days when they were on  
gate duty, they worked in 4-hour shifts, 24 hours a day. Even 
on their ‘days off’, they’d still be cleaning, doing repairs, and 
practicing their skills.

On top of the grueling schedule, Karl and his platoon had  
just relocated their camp from the city of Bihać to Ćoralići.  
All of this left Karl exhausted, sick, and suffering from constant 

headaches. Karl’s physical stress finally culminated one night 
in a tonic-clonic seizure that landed him in the local field 
hospital. Says, Karl, “I’m certain that the schedule I kept in the 
military sort of brought me to my trigger point.” 

When he awoke, he was given the devastating news that he’d 
suffered a seizure, and that he likely had epilepsy. One seizure 
is not necessarily grounds for a diagnosis of epilepsy. However, 
Karl’s sister has suffered from the condition since childhood. 
Given that epilepsy was ‘in the family’, the odds were good that 
Karl was affected by it too.

The aftermath of diagnosis
When asked what he felt like after being diagnosed, Karl says, 
“I think anger and denial were the first emotions. I dropped a 
few F-bombs, that’s for sure.” He also began thinking about all 
of the doors he thought epilepsy would close on him. “I knew 
that was it for me in the military, and I knew that it was going  
to cause some significant changes. So I started to think of all 
the things that I wasn’t going to be able to do.”

The next five years were a dark period in Karl’s life. He was 
angry. He struggled with accepting his epilepsy.  He treated 

himself poorly by keeping an erratic schedule and drinking in 
excess, which consequently led him to have frequent seizures. 
He also felt that he just couldn’t open up to others for fear of 
being judged. “It’s not like there was nobody in my life I could 
talk to. But I just wasn’t able to get to that point where I was 
able to accept it.”

Then, serendipity stepped in, and Karl’s life slowly began to 
steer in a new direction. For one thing, he met his future wife.  
In her, Karl finally felt like he had a confidante, someone he 
could talk to openly about his epilepsy without fear of being 
judged. Karl also found a silver lining to having epilepsy: 
“Because I wasn’t allowed to drive, I started rollerblading, 
mountain biking and running to work. So I quickly became 
an endurance athlete just by default.” Karl eventually threw 
swimming into the mix, and before he knew it, he was 
competing along side his wife in local triathlons. 

Upping the ante
To train for the triathlons, Karl would swim twice a week,  
bike twice a week, and run twice a week, with one day off.  
But eventually, he realized this was only making him good  
at swimming, biking and running. So, he decided to up the  
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KARL
unstoppable

I really think epilepsy came into my  
life for a reason. Being compassionate is one, 

but it’s sort of forced me to dive into 
 the lifestyle that I now have.

“ ”
Karl with his five-year-old twin daughters.
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ante and do strength training as well. “I started lifting weights 
and learning Olympic-style weightlifting, and I switched 
most of my swimming, biking and running to strength and 
conditioning at the gym.”

Karl’s change in training strategy paid off. In 2006, he qualified 
for the ITU Elite and Age Group Triathlon World Championship 
in Lausanne, Switzerland. The triathlon was Olympic distance: 
a stamina-testing 1500 m swim, a 42 km bike ride, and a  
10 km run. Karl ended up finishing 98th out of 140 in his age 
group, with a time of 2 hours 31 minutes — an astonishing 
achievement for someone who was once concerned about  
all the things epilepsy wouldn’t allow him to do.  

From regiment to regimen
Although it’s been a few years since Karl has competed in  
a triathlon, Karl’s self-discipline and love of an active lifestyle 
endure. In fact, along with adhering to treatment, it’s these 
characteristics that have played an enormous role in his being 
seizure-free for over four years. Karl is adamant about getting 
enough rest. He’s in bed by 10:00 every night, without fail. 
He also eats at set, regular intervals, doing his best to only 
consume what he calls “real food”, with the odd treat here  
and there.

But the realization of just how much lifestyle plays a role in 
epilepsy didn’t happen overnight. Says Karl, “It’s very difficult 
when you’re struggling to overcome something like epilepsy. 
Things like diet and nutrition and lifestyle are the last things 
you want to think about, when actually they should be the first.”

Clearly, Karl’s astonishing self-discipline stems largely from  
a desire to keep his epilepsy under control. But he also admits 
that, as a personal trainer, he feels he has a responsibility to 
“lead by example.” “If I’m asking somebody to do something,  
I should darn well be doing it myself as well.” 

Living with and managing epilepsy can be a challenge.  
Not only do many people need treatment to control their  
seizures, but there are other factors that can make life more  
difficult. One of these factors is mental illness, which can be  
far more common in people with epilepsy.

Finding Hope in Despair:  
Epilepsy and  
Mental Illness

When you throw epilepsy 

and a mood or anxiety 

disorder at somebody, 

you’ve really given them 

a tremendous amount  

to personally deal with.

-	Dr.	Martin	Katzman,	Psychiatrist.

“

“
Continues on next page.

The bigger picture of epilepsy
Epilepsy has undoubtedly caused a lot of turmoil in Karl’s life. 
But despite its sometimes-traumatizing impact, Karl sees 
epilepsy as a gift: “Prior to me having epilepsy, I was —  
I wouldn’t say selfish, but I thought about myself a lot. And 
since I’ve been living with epilepsy, I’ve learned not only to 
take care of myself, but to appreciate the fact that everybody 
has their own story. It’s taught me to think before I judge,  
and to be more compassionate.” 

As far as feeling oppressed by his condition, Karl says,  
“I’m not held down by my epilepsy anymore compared to how 
I used to be.” For this super-fit personal trainer/entrepreneur/
former triathlete/stay-at-home dad, it certainly seems so.

Father and daughter time: Karl relaxes with his twin girls.

Karl working out at the gym where he runs his business, Ripple Effect Strength & Conditioning.

Dr. Martin Katzman,  
Psychiatrist
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UNDERSTANDING WHY
So why are people with epilepsy more 
likely to experience depression or an 
anxiety disorder? 

Dr. Katzman explains that people with 
epilepsy may just be biologically attuned 
to develop a mood or an anxiety disorder.  
He explains that the neurocircuitry—or 
the way the brain is wired—is different 
in those with epilepsy. Thus, the brain 
is more vulnerable, which invites more 
opportunities for potential issues or 
problems in general, which can then 
lead to mental health issues.  

As well, epilepsy medications may 
contribute to the development of anxiety 
or depression symptoms. Dr. Katzman 
explains that each medication can 
potentially come with its own set of pros 
and cons.  “Some of the medications [for 
epilepsy], for example, can exaggerate 
anxiety while some of them can make 
anxiety better but increase depression. 
So, it really is important to work with 

each patient and tailor a treatment that 
works best for all of the symptoms  
with which the patient presents.”

Another factor associated with 
anxiety and depression symptoms in 
those suffering with epilepsy, is the 
psychological stress related to epilepsy. 
This includes excessive worrying about 
when or where you might have a seizure, 
or about limitations associated with 
epilepsy (e.g., not being able to drive or 
having problems with work or school). 
Dr. Katzman explains that, “… not being 
able to do simple things like work can 
create interaction between anxiety, 
depression and seizures.  It’s interaction 
between the damage that epilepsy  
does to your life that results in anxiety 
and depression.”

GETTING HELP
An important thing to remember is 
that just because somebody might be 
more prone to certain mental illnesses 

because of epilepsy doesn’t mean there 
is no hope. In reality, the opposite is true. 

Dr. Katzman knows this firsthand. 
“If patients get the help they need, 
their quality of life can change 
phenomenally.” This involves not only 
identifying that there may be a potential 
issue, but seeking out help for it as 
well. Telling either your family doctor 
or neurologist, who can then refer 
you to the appropriate mental health 
professional, is the first step. 

So what advice does Dr. Katzman have 
for anybody with epilepsy that might  
be currently struggling with a mental 
health disorder? 

“Well, my first piece of advice is to have 
faith.  You need to accept the fact that 
there’s hope, and that you need to be 
invested in your treatment.  So talk to  
your doctor about the management 
of your symptoms; he or she can use 
treatments that can help both your 
epilepsy and your mental health disorder.”

EPILEPSY AND MENTAL HEALTH
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ANXIETY DISORDERS  
AND RELATED DISORDERS

TRAITS/CHARACTERISTICS

Generalized Anxiety Disorder (GAD) Repeated, exaggerated worrying for more than six months; high levels  
of worry over routine events and activities that others feel are of minor 
concern; always expecting the worst.

Panic Disorders “Panic attacks” are associated with these disorders; they can strike without 
warning and are accompanied by feelings of terror that range from mild to 
extreme. These can be so bad that they can prevent those who experience 
them from leaving the house. 

Phobias Specific phobias are an uncontrolled, irrational fear of something in  
particular. It could be an object, situation, animal, activity or anything  
else. This leads people to go to extremes to avoid encountering it.
Social phobias involve excessive anxiety over social situations. People  
with social phobias would rather avoid a gathering of people than suffer 
the anxiety that accompanies the situation.

Post-Traumatic Stress Disorder (PTSD) Following a life-threatening experience or one that caused physical or 
emotional harm, a person can experience PTSD. This could include fear  
of having more seizures. People with PTSD can also have flashbacks of 
the incident, nightmares, depression, uncontrolled anger and irritability.

Obsessive-Compulsive Disorder (OCD) People with OCD have unwanted, persistent thoughts (obsessions) and  
a need to perform repetitive activities (compulsions) that can overtake 
their lives.

Two of the most common symptom 
types associated with mental illnesses 
that are seen in people with epilepsy 
are depression and anxiety. That 
means that people with epilepsy are 
often not just working on controlling 
their seizures, but struggling with 
other conditions that can have a 
negative impact on their lives. 

The good news is there’s hope if you  
or somebody you know with epilepsy  
is coping with a mental health disorder.  
So let’s begin by taking a look at the 
most common mental illness people 
with epilepsy experience, depression. 

MORE THAN JUST  
“THE BLUES”
Depression is associated with feelings of 
severe despair over an extended period 
of time (lasting at least two weeks or 
more), and it can affect every aspect  
of your life—emotions, physical health, 
relationships and your work or studies. 

Simply put, it is not just being in a bad 
mood, but rather it may feel as if there’s 
no “light at the end of the tunnel” and 
that there’s little or no hope.

And unfortunately, it’s very common. 
While depression rates are high in the 
general population (~8%), they are 
approximately twice as high in people 
with epilepsy. People with epilepsy who 
also experience depression may not  

be getting the proper treatment for 
their depression. 

Partially, the barriers to treatment  
for these individuals are made worse 
by the depression itself, according 
to Dr. Martin Katzman, a psychiatrist 
from Toronto’s START (Stress, 
Trauma, Anxiety Rehabilitation  

and Treatment) Clinic for Mood  
and Anxiety Disorders.

Dr. Katzman notes that many patients 
with severe depression may be 
reluctant to seek treatment, “as a 
result of their own symptoms and 

inability with severe depression to find 
motivation to make decisions, even if 

it is a decision to find help.”

ANXIETY: ANOTHER  
COMMON PROBLEM
Like depression, not only are people 
with epilepsy more prone to anxiety 
disorders, they’re also less likely to seek 
medical treatment for them as well. 

Anxiety disorders (see sidebar) cause 
excessive fear and dread for no apparent 
reason. The symptoms may be physical, 
including rapid heartbeat, stomach or 
chest pain, shortness of breath, as well 
as worry, which may culminate in intense 
fears of impending doom.

What makes anxiety disorders different 
from the anxiety of nervousness or  
fears is that anxiety, when not part of  
an anxiety disorder, is self-limited, 
lasting for a short time, and is not as 
destructive to the sufferer’s life.  Anxiety 
disorders on the other hand, are often 
long-lasting and intensely destructive.  
Often, they can be stress-related, last 
at least six months, and can get worse 
without treatment.

So why are people so reluctant to 
get treatment? One reason, as Dr. 
Katzman explains, is that as a society, 
there is often the belief that it seems 
so overwhelming to work through the 
necessary changes to improve one’s 
mental health. The problem is that 
“when you throw epilepsy and a mood 
or anxiety disorder at somebody, you’ve 
really given them a tremendous amount 
to personally deal with.” 

If patients get the help 

they need, their quality 

of life can change 

phenomenally. 

-	Dr.	Martin	Katzman,	Psychiatrist.

“

“

Adapted from: Canadian Mental Health Association (CMHA) and  the Diagnostic and Statistical Manual of Mental Disorders (DSM).
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ASK THE EXPERT

EA: 2. I SUFFER FROM TONIC-CLONIC 
SEIZURES AND WANT TO START EXERCISING. 
WHAT ADVICE DO YOU HAVE FOR ME? ARE 
THERE ANY EXERCISES I SHOULDN’T DO?

Regular	exercise	is	good	for	you	and	is	generally	
recommended	for	most	people,	including	those	
who	have	epilepsy.	Exercise	provides	the	added	
benefits	of	improved	overall	cardiovascular		
and	bone	health	as	well	as	improved	mood	
and	self-esteem,	and	reduced	social	isolation.	
For	people	with	well-controlled	seizures,	most	
exercise	is	not	generally	considered	dangerous.	

For	people	who	have	difficulty	with	ongoing	
seizures,	extra	care	must	be	taken	to	avoid	

situations	in	which	a	loss	of	consciousness	
or	a	fall,	as	a	result	of	a	seizure,	might	
result	in	significant	injury.	

Some	sports	have	a	significantly	
higher	risk	for	serious	injury	if	
a	seizure	was	to	occur	during	
them.	This	includes	sports	like	

scuba	diving,	skydiving,	and	rock	
climbing.	Swimming	and	other	water	
sports	also	have	the	very	specific	
risk	of	drowning	to	be	considered.	
Walking,	jogging	and	running	
are	excellent	options	for	aerobic	

exercise.	This	is	particularly	true	if	they	
can	be	done	on	an	indoor	or	supervised	
track.	The	risk	of	injury	from	a	fall	still	
exists,	but	it	is	generally	no	different	
than	if	you	were	walking	somewhere.	
Exercising	using	something	low	to	the	
ground,	like	a	recumbent	exercise	bike,	
rather	than	a	treadmill,	is	a	good	option.	

When	using	a	treadmill,	the	emergency	
stop	safety	feature	should	be	used	to	

stop	the	track	in	the	event	of	a	fall.	Weight	
machines	are	generally	safer	to	use	than	free	
weights.	General	safety	measures	should	also	
be	taken,	including	wearing	recommended	
protective	equipment,	and	using	a	helmet	
when	biking	or	skiing.	Exercising	with	a	partner	
or	friend	is	also	an	added	safety	feature	as		
well	as	a	great	motivator.	

The	physical	and	psychological	benefits	
of	exercise	generally	outweigh	the	risks.	
However,	before	starting	an	exercise	program,	
the	type,	duration	and	frequency	of	exercise	

should	be	individually	determined	in	consultation	
with	your	healthcare	provider,	based	on	your	
overall	health	and	your	risk	of	seizure.		

EA: 3. WHY ARE PEOPLE WITH EPILEPSY  
MORE PRONE TO ANXIETY AND DEPRESSION? 

Depression	and	anxiety	are	common	medical	
conditions	that	can	affect	anyone.	They	have	also	
been	found	to	be	very	frequently	present	in	people	
who	have	epilepsy.	The	cause	of	this	common	
relationship	between	depression/anxiety	and	
epilepsy	is	not	entirely	known.	

Biological	factors	like	having	an	area	of	the	brain	
that	is	not	functioning	normally	or	having	ongoing	
seizures	can	have	an	effect	on	many	of	the	brain’s	
functions,	including	mood	and	anxiety.	Family	
history	of	depression/anxiety	also	has	an	influence.	
Psychological	and	social	factors	also	play	a	role	
in	depression	and	anxiety.	Having	seizures	can	
influence	how	others	respond	to	you,	and	their	
response	can	sometimes	affect	your	mood.	The	
concern	about	possible	embarrassment	or	social	
rejection	as	a	result	of	a	seizure	can	further	impact	
mood	and	anxiety.	Even	for	people	with	well-
controlled	epilepsy,	the	fear	of	the	possibility	of	
having	an	unexpected	seizure	and	the	loss	of	control	
associated	with	that	can	also	significantly	affect	
mood/anxiety.	Another	factor	influencing	depression	
and	anxiety	for	people	with	epilepsy	is	that	some	
anti-seizure	medications	can	cause	side	effects	that	
impact	mood	and	anxiety	(positively	or	negatively).		

Most	of	the	research	done	looking	at	the		
co-existence	of	depression/anxiety	and	epilepsy	
has	focused	on	people	who	have	had	epilepsy	for	
some	time.	Very	little	has	been	done	to	date	looking	
at	the	relationship	of	these	conditions	at	the	onset	
of	epilepsy.	There	has	been	some	research	that	
suggests	that	having	depression	can	predispose	
one	to	epilepsy,	but	there	is	no	proven	correlation.	
Current	research	is	looking	further	into	this.		
Another	consideration	currently	being	looked		
into	by	researchers	is	the	time	of	onset	of	both	
epilepsy	and	depression/anxiety.	In	other	words,		
if	epilepsy	and	depression/anxiety	begin	at	the		
same	time,	is	there	some	kind	of	brain	disturbance	
that	leads	to	both?	

The	relationship	between	depression/anxiety		
and	epilepsy	is	highly	individualized	and	
complicated,	and	is	likely	related	to	many	
interconnected	factors	including	biological,	
psychological	and	social	factors.	

Karen Legg, MN, RN-NP
Queen Elizabeth II Health Sciences Centre, Halifax, Nova Scotia

EA: 1. HOW MUCH DOES LIFESTYLE 
PLAY A ROLE IN CONTROLLING 
SEIZURES? FOR EXAMPLE, EATING 
WELL, GETTING ENOUGH SLEEP,  
AND EXERCISING?

Lifestyle	factors	are	definitely	important	
in	the	management	of	seizures.	Lifestyle	
factors	and	medication	are	full	partners	
when	it	comes	to	controlling	seizures	and	
managing	epilepsy.	Focusing	on	one	and	
ignoring	the	other	is	risky.	Many	people	
with	epilepsy	can	identify	lifestyle	factors	
that	trigger	their	seizures	(i.e.,	make	them	
more	frequent	or	more	severe).	There	are	a	
number	of	triggers	that	seem	to	be	similar	
for	many	people	with	epilepsy,	but	how	
they	impact	each	individual	person	can	be	
very	different.	Knowing	and	managing	your	
individual	lifestyle	factors	is	a	key	part	of	
controlling	seizures	and	managing	epilepsy.	

Getting	enough	good	quality	sleep	is	a	very	
important	part	of	managing	epilepsy.	Not	
getting	enough	sleep,	or	having	poor	quality	
sleep,	can	increase	the	risk	of	having	a	
seizure.	Although	the	exact	reason	that	this	
happens	is	not	entirely	clear,	we	do	know	
that	sleep	and	seizures	are	related.	Getting	
adequate	sleep	also	helps	with	overall	
wellbeing	by	helping	to	improve	mood,	
memory	and	ability	to	concentrate.	Exercise	

also	provides	excellent	overall	
health	benefits	and	plays	a	key	
part	in	stress	reduction,	enhancing	
mood	and	in	helping	with	sleep.	
Unless	you	have	been	told	otherwise,	
exercise	should	be	a	part	of	your	regular	
routine.	Taking	control	of	stress	and	worry	
is	another	lifestyle	intervention	that	is	
important.	Uncontrolled	stress	interferes	
with	sleep	and	wellbeing.		

In	regards	to	diet,	there	is	no	clear	link	
between	dietary	choices	and	seizures	for	
most	people	with	epilepsy.	Setting	regular	
meal	times	can	be	helpful	for	scheduling	
medications	and	managing	medication	
side	effects.	Healthy	meal	choices	can	
improve	overall	wellness	and	impact	
sleep.	If	there	are	specific	foods	that	
aggravate	your	individual	seizures	or	if	you	
have	been	prescribed	a	special	diet	for	your	
epilepsy,	make	sure	to	talk	with	a	dietitian	
or	other	health	provider	for	advice.	
The	amount	and	frequency	of	alcohol	
intake	is	also	an	important	consideration	
for	managing	epilepsy.	Another	very	
important	lifestyle	factor	influencing	
seizure	frequency	is	adhering	to	
treatment.	Managing	all	of	these	lifestyle	
factors	allows	you	to	have	an	active	role	in	
your	epilepsy	care.

Everyone with epilepsy has questions about their condition. Whether you’ve been living 
with epilepsy for years or have only been recently diagnosed, there are probably things 
you aren’t sure about or information you might not be aware of that could help you 
better manage your condition. For this issue of E-Action®, nurse practitioner Karen 
Legg, who specializes in neurology and epilepsy, answers common questions about 
epilepsy, with a focus on health and lifestyle.

Getting 
Answers 
 
Nurse practitioner Karen Legg  
answers health-related questions  

The information provided in this article is educational only and is not intended to replace the advice of your 
healthcare professional. Talk to your doctor about the proper management and treatment of your epilepsy.



CHECKLIST

  Describe my seizures, and let my doctor  

know how often I get them.  

(Remember to bring your seizure diary!)  

Description:  ___________________________________________________

 ____________________________________________________________________

 ____________________________________________________________________

 ____________________________________________________________________

  Talk to my doctor about the following side effects 

I’ve been having:   ___________________________________________

 ____________________________________________________________________

 ____________________________________________________________________

  Talk to my doctor about all treatment options 

available to me:  _____________________________________________

 ____________________________________________________________________

 ____________________________________________________________________

  Talk to my doctor about a persistent symptom 

(such as headache, depression, dizziness, sleep 

changes, moodiness or loss of appetite) that  

my epilepsy or my medication may be causing.

  Ask about steps to take if I am planning  

to become pregnant.

  Tell my doctor that I’ve been taking the following 

over-the-counter medications or new drugs  

prescribed by another doctor:  ____________________________

 ____________________________________________________________________

 ____________________________________________________________________

  Ask about local resources, such as support 

groups, caregiver respite or summer camps.

  Tell my doctor if I’ve started having seizures that 

are different from the ones I’ve had in the past, 

and describe how they’re different:   __________________

 ____________________________________________________________________

 ____________________________________________________________________

  Tell my doctor if my epilepsy medication isn’t 

controlling my seizures.

Have more to talk about? Add it here.  ___________________

_________________________________________________________________________

_________________________________________________________________________

_________________________________________________________________________

_________________________________________________________________________

_________________________________________________________________________

_________________________________________________________________________

Get More
From Your Next  
Doctor’s Visit
FILL OUT THIS FORM AND ARRIVE  
ARMED WITH INFORMATION TO  
SHARE, AND QUESTIONS TO ASK.

At my next appointment with my epilepsy doctor, I plan to: (check all that apply)
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ASK THE EXPERT

Taking Action Against Epilepsy™

EA: 4. CAN EXERCISE EVER TRIGGER A SEIZURE?

Regular	exercise	is	good	for	you	and	is	generally	
recommended	for	most	people,	including	those	who	
have	epilepsy.	Exercise	itself	is	almost	never	a	trigger	
for	seizures.	In	rare	circumstances,	it	can	be	a	trigger	in	
predisposed	individuals	(certain	reflex	epilepsies).	It	has	
also	been	reported	that	seizures	can	sometimes	occur	
right	after	exercising,	during	recovery	and	relaxation.	
Sometimes,	exercising	when	overly	tired	or	to	the	point	of	
hyperventilation	can	make	seizure	occurrence	more	likely.	
Pacing	your	activity,	choosing	exercises	that	do	not	lead	
to	hyperventilation,	exercising	during	cooler	times	of	the	
day	(e.g.,	early	morning)	and	not	exercising	during	times	of	
extreme	fatigue	are	strategies	you	can	use	to	try	to	avoid	
situations	that	can	trigger	seizures.	Some	anti-seizure	
medications	can	increase	your	risk	of	overheating,	so	check	
with	your	healthcare	provider	before	beginning	an	exercise	
program	to	review	your	overall	health	as	well	as	your	risk	
for	seizure.	If	exercise	is	identified	as	being	a	trigger	for	an	
individual,	then	a	specially	designed	exercise	program	can	
be	developed	to	allow	them	to	exercise	safely.	

EA: 5. I THINK I MIGHT BE DEPRESSED, BUT AM NOT 
REALLY SURE. EVERY DAY FEELS LIKE A STRUGGLE, 
AND I JUST DON’T FEEL LIKE MYSELF. HOW DO I KNOW 
IF I AM? COULD THIS HAVE TO DO WITH MY EPILEPSY 
OR MEDICATION?

Depression	is	a	common	medical	disorder	that	can	affect	
anyone	at	any	time.	It	can	have	many	emotional,	cognitive,	
physical	and	behavioural	symptoms	associated	with	it.	Your	
healthcare	provider	can	review	your	symptoms	with	you	
and	help	identify	if	you	are	experiencing	depression.	The	
first	step	is	reaching	out	to	friends,	family	and	healthcare	
professionals	to	explain	your	situation	and	to	ask	for	help.	

Depression	and	other	mood	problems	can	be	caused	by	or	
related	to	many	factors,	including	having	a	chronic	condition	
(like	epilepsy).	Mood	issues	have	also	been	associated	with	
some	medications	used	to	treat	epilepsy.	It	may	be	that	your	
symptoms	are	a	side	effect	of	your	epilepsy	treatment	and	
that	things	may	be	managed	with	a	change	in	your	anti-
seizure	medication.	However,	it	is	possible	that	something	
else	is	going	on	and	only	through	assessment	can	this	be	
accurately	determined.	Any	time	you	have	symptoms	that	
interfere	with	your	daily	life	you	should	see	your	doctor	or	
healthcare	provider	to	try	to	find	possible	causes	and	plan	
steps	to	find	solutions.	Clearly	identifying	all	of	the	factors	
that	might	be	causing	depression	or	anxiety	in	an	individual	
situation	is	key	to	successful	management.	

EA: 6. I’VE HEARD LACK OF SLEEP CAN TRIGGER 
SEIZURES, BUT I OFTEN HAVE TROUBLE SLEEPING 
BECAUSE I WAKE UP A LOT. WHAT SHOULD I DO?

Getting	enough	good	quality	sleep	is	a	very	important	part	of	
managing	epilepsy.	Not	getting	enough	sleep,	or	having	poor	
quality	sleep,	can	increase	the	risk	of	seizures.	Although	the	
exact	reasons	that	this	happens	is	not	entirely	clear,	we	do	know	
that	sleep	and	seizures	are	related.	Some	people	who	have	
epilepsy	are	more	bothered	by	sleep	disturbance	than	others,	
but	it	is	generally	a	concern	for	all	people	who	have	epilepsy.	

If	you	are	having	trouble	sleeping,	there	are	a	number	of	things	
that	need	to	be	considered.	The	most	common	cause	of	poor	
sleep	is	poor	sleep	habits.	Another	factor	that	may	be	related	is	
age.	Our	sleep	patterns	change	as	we	age,	and	for	adults	over	
age	50	sleep	is	often	more	fragmented	or	broken,	meaning	
that	these	people	often	wake	more	during	the	night.	Another	
consideration	is	the	medications	you	are	taking	and	the	time	
of	day	you	are	taking	them.	Many	anti-seizure	medications	
(and	others)	can	also	have	an	impact	on	sleep	(i.e.,	can	either	
improve	or	disrupt	it).	Adjusting	timing	of	your	medication	may	
be	helpful.	Another	consideration	for	sleep	impairment	is	the	
possibility	that	nocturnal	seizures	(i.e.,	those	that	occur	during	
sleep)	are	occurring	and	interfering	with	sleep.	This	can	lead	
to	a	cycle	of	seizures	interfering	with	sleep	and	then	the	sleep	
disturbance	impacting	seizures.	There	are	also	a	number		
of	other	medical	conditions	that	can	interfere	with	sleep		
(e.g.,	sleep	apnea).	See	your	seizure	specialist	and	discuss		
your	sleep	issues.

Depending	on	the	cause	of	your	sleep	disturbance	there		
are	a	number	of	things	you	can	do:	

1.		Make	sure	you	are	providing	enough	time	to	get	the	right	
amount	of	sleep.	Busy	lives	mean	that	we	often	“steal”	time	
from	sleep	to	get	other	things	done.	

2.		Practice	good	sleep	habits.	This	includes	going	to	bed	and	
getting	up	at	the	same	time	each	day.	Limit	naps.	If	they	
are	used	they	should	be	brief,	scheduled	and	consistent,	
and	should	not	result	in	being	awake	in	the	night.	Make	
sure	where	you	sleep	is	set	up	for	sleep	(i.e.,	dark,	quiet,	
comfortable,	proper	temperature,	free	of	distractions).	Avoid	
stimulants	like	caffeine,	chocolate,	and	nicotine	later	in	the	
day.	Schedule	exercise	for	earlier	in	the	day.	Try	to	keep	your	
bed	for	sleeping;	do	work	or	homework	in	another	area.	

3.		Write	down	or	talk	to	someone	about	issues	causing	stress	
and	worry.	Lying	in	bed	worrying,	rather	than	sleeping,	is	a	
common	challenge.			

4.		Have	a	discussion	with	your	healthcare	provider	to	discuss	
any	role	your	medications,	your	seizures,	or	any	other	health	
condition	might	be	playing	in	your	sleep.	Changes	in	your	
treatment	might	be	needed,	or	investigations	into	other	
medical	issues	might	be	required.

Visit our website!
Find other helpful resources online at  
www.E-Action.ca.
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Don’t forget to visit us online!
Get the facts you need about living with epilepsy at 
the click of mouse. Visit www.E-Action.ca.

E-Action® Info is a fun and interactive way to:

3 Access lifestyle tips

3 Learn more about different types of seizures

3 Find epilepsy associations in your area

3 Test your knowledge of brain anatomy 

E-Action® Info works on iPhone,  
iPad and iPod Touch. Visit the Apple 
App Store and download it today!

There’s an app for that!

Looking For
epilepsy information

on-thE-go?

A LITTLE INFO ABOUT E-ACTION® INFO
E-Action® Info was launched at the beginning of 2013 
by UCB Canada Inc.—the same company that produces 
E-Action® magazine. 

To help create buzz about the app, UCB initiated a 
promotional campaign spanning print, broadcast and web. 
Launch coverage included CTV News Channel, Cineplex 
Media, and Rogers TV, to name a few. The campaign was 
a success. To date, E-Action® Info has reached over 5,000 
downloads, and counting! 

 


