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Tara with her daughter, 
Jessica Ann. Jessica Ann was 

just six years old when she 
was diagnosed with epilepsy.

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.

Jasmine Morante, BSW
EHPH (Epilepsy Halton Peel Hamilton)

Q:  WHAT DO YOU DO AS A SOCIAL WORKER?
A:		I	studied	social	work	and	graduated	with	my	Bachelor’s	

in	Social	Work	degree	from	Ryerson	University.	My	role	
as	a	Program	Manager/Client	Services	is	counselling,	
facilitating	support	groups	in	Mississauga	and	Hamilton,	
creating	awareness,	and	teaching	seizure	first	aid	through	
staff	trainings,	elementary	schools,	and/or	community	
agencies.	Lastly,	I	am	the	camp	director	for	Sunny	Days	
Camp	for	kids	with	epilepsy	and	their	siblings.

Q:  WHAT KINDS OF ISSUES DO PEOPLE COME TO  
YOU WITH?

A:		It	really	depends.	At	support	groups,	I’ve	come	across	
moms	of	children	with	epilepsy	who	bring	up	concerns	
about	how	their	child	is	being	treated	at	school.	We	also	
have	adults	calling	in	with	complaints	about	how	they	feel	
harassed	at	work	because	others	just	don’t	understand	
their	condition.	People	think	that	there	is	only	one	way	to	
experience	epilepsy,	when	in	reality,	every	single	individual	
experiences	epilepsy	differently.

Q:  IN YOUR EXPERIENCE, WHAT DO YOU THINK ARE 
SOME OF THE BIGGEST CHALLENGES FOR PEOPLE 
WITH EPILEPSY?

A:		I	would	say	for	children,	it’s	not	getting	the	attention	or	
educational	support	that	they	should	be	getting	at	school.	
For	adults,	I	think	it’s	independent	living.	A	big	struggle		
is	social	isolation,	especially	if	they	fear	going	out	and	
having	a	seizure	in	public.	Even	if	they’re	comfortable		
with	their	seizures,	they	wonder	how	people	would	react		
if	something	were	to	happen.

Q:  HOW DO PEOPLE GO ABOUT ACCESSING  
YOUR HELP?

A:		A	lot	of	people	usually	just	search	“Epilepsy	Peel”	and	they	
are	directed	to	our	website.	Many	[of	our	clients]	are	also	
being	referred	to	us	by	their	neurologists.	In	addition,	we	
have	a	Communications	Manager	who	disseminates	our	
educational	materials	to	hospitals,	doctor	offices,	clinics,	
etc.	You	can	also	find	us	on	YouTube,	Facebook,	Twitter,	
and	Instagram—@EpilepsyHPH.

Q:  DO YOU HELP PEOPLE ON AN ONGOING BASIS?
A:		It	depends	on	the	individual.	I	would	follow	up	regularly	

with	someone	if	I	felt	they	needed	it.	Some	people	keep	
themselves	connected	to	the	organization	by	attending		
the	support	groups	regularly,	or	by	attending	the	events		
that	we	have,	such	as	our	Purple	Gala	in	March	or	our	
Scotiabank	Toronto	Waterfront	Marathon	in	October.

Q:  DO YOU HAVE ANY ADVICE FOR PEOPLE WITH 
EPILEPSY OR THEIR CAREGIVERS?

A:		For	families	who	are	affected,	I	would	say	to	keep	
advocating	and	to	never	give	up.	I’ve	been	empowered		
by	seeing	moms	who	are	just	pushing	and	pushing	to		
the	municipal,	the	provincial	level	even,	getting	things	
done	for	their	kids	and	I	think	that’s	what’s	important.		
For	clients	themselves,	my	advice	is	to	not	be	afraid.	
And	I	know	that	sounds	so	cliché	and	so	easy	to	say.	But	
I	find	that	once	people	are	open	about	something	that	
they’ve	been	hiding	for	a	long	time,	something	they’ve	
been	scared	of,	it	opens	more	doors	for	support	and	
for	advocating	and	connecting	with	people	who	have	
experienced	it	or	are	experiencing	it	with	them.

Social workers can be found in all kinds of settings: child welfare agencies, schools, hospitals, correctional institutes, and health 
and community services centres, to name a few. But did you know that there are social workers dedicated to helping those afflicted 
with epilepsy? In this issue of E-Action®, social worker Jasmine Morante answers questions about her work, the kinds of issues she 
faces, and how one goes about accessing a social worker’s services.

Getting 
Answers 
 
Jasmine Morante answers questions 
about her role as a social worker and 
how she makes a difference in the lives 
of people living with epilepsy.

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.
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EAST MEETS WEST

They say that every cloud has a silver lining. And in Mel  
and Nat’s case, that certainly seems to be true. Both know 
the feeling of being held hostage by epilepsy. Both have 
experienced the loss of independence that comes with it,  
and the horrible feeling of not being able to trust your  
own body. But at the same time, had it not been for the  
path epilepsy led them down, they wouldn’t have found  
each other. And The Mel and Nat Movement—an initiative  
the two began to raise awareness of, and funds for,  
epilepsy—would never have been born.

Since meeting in early 2013 on an online epilepsy forum,  
Mel and Nat have found kindred spirits in one another.  
They crossed paths during a critical point in their lives,  
when both were facing the prospect of brain surgery— 
the first surgery for Nat, and the second for Mel. Recalls  
Nat, “Scrolling through the brain surgery posts on my 
forum, I came across a new member who was facing her  
second surgery. Attached was a video she made, and  
I watched it about 40 times with continuous tears.” 

In Mel, Nat felt like she met another version of herself,  
and vice versa. They were around the same age, had similar 

personalities, and both lived in Canada—Nat in BC and Mel 
in Ontario. Says Nat, “I contacted her a few weeks later, and 
from that day on, we were like one person.” Nat sent Mel 
cards and words of support as Mel’s surgery date was  
fast approaching. Though they lived far apart, Nat says,  
“My love and hope was with Mel right in the operating room.” 
A few months later when Nat was days away from her left  
temporal lesionectomy, Mel sent her a text saying, “If I could 
go through it a third time so you wouldn’t have to, I would!” 
Says Nat, “I let her know that it was because of her that I had 
the strength to go through with it.”

Mel was able to paint Nat a picture of what brain surgery was 
like, having already undergone a right temporal lobectomy  
in 2001. Although the surgery did eliminate her seizures  
for a period of time, sadly, they made a comeback 11 years 
later. Says Mel, “My seizures unexpectedly returned with  
a vengeance. Having to relive that part of my life again was  
a terrible déjà vu.” 

Although Mel was the brain surgery veteran at the time,  
both women knew the devastating effects of epilepsy only 
too well. In the span of 19 years, Nat experienced over  
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2,000 seizures, which caused a total loss of independence.  
Says Nat, “I had to learn how to be the passenger in my  
car, how to be stuck at home, how to strictly watch the  
clock for medication times, and also made the life-altering  
decision to not have children.” The resulting dependency  
foisted onto her by epilepsy left her “feeling like a 5-year-old  
all the time.”

For Mel also, the loss of independence that came with  
having epilepsy was devastating. Mel was 22 when she  
began experiencing complex and simple partial seizures, 
which forced her to stop driving and take medical leave from 
work. She also worried about being able to care for her young 
son as a single mother. Mel recalls that her son even learned 
to patiently wait out her seizures. He would gently rub her  
leg and say, “It’s OK Mommy, I’ll take care of you.” 

The thought of an uncertain life with epilepsy made the 
choice to have surgery a clear one for both Mel and Nat. 
Thankfully, their choices paid off—the surgeries were  
a success. Mel has been completely seizure-free. And  
although Nat has had some simple partial seizures, she has  
been free of tonic–clonic seizures. Says Nat, “I ecstatically  

count my milestones, and recently reached 1,200 days  
tonic–clonic free!” Mel echoes this sentiment: “Having  
positive milestones to focus on was helpful throughout  
my recovery, and I couldn’t have done it without amazing 
friends, family, and my Nat to help support me.”

Mel and Nat’s friendship is proof that something beautiful  
can blossom even in the harshest of circumstances. Being  
part of each other’s journey brought newfound strength, and 
they wanted to turn their difficult experiences into something 
positive for others as well. And so, in 2015, The Mel and Nat 
Movement was born. Explains Mel, “We’re hoping to engage 
epilepsy patients, caregivers, communities, and organizations 
to keep spreading the word, and increase funding to reduce 
wait times for patients to get the required testing to  
determine surgical candidacy.” 

Apparently, distance hasn’t kept Mel and Nat from making  
a difference in the epilepsy community. Says Nat, “We live  
on opposite ends of the country and both lead busy lives,  
but are ‘together’ every day. With the right side of my brain, 
and my Mel’s left, we affectionately (and literally!) figure if  
we put our heads together, there’s nothing we can’t do.”

While faced with upcoming  
brain surgery for epileptic  
seizures, Melanie and Natasha  
(affectionately known as  
“Mel and Nat”) unexpectedly 
found friendship and support  
in one another—and from  
opposite ends of the country.

I contacted her a few weeks  
later, and from that day on,  

we were like one person.“ ”
Pictured above: Mel (left) and Nat (right). 
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It was the summer of 2002. Tara Murley and 
her husband were driving home after spending a 
relaxing Labour Day weekend at the cottage with their 

daughters, 10-year-old Emily Jane and 6-year-old 
Jessica Ann. The girls were in the back seat, exhausted 

from an entire day of swimming in the lake. 

Tara never imagined that anything bad would happen  
to her daughters. In her eyes, they were perfect: two 
beautiful, blue-eyed, bubbly little girls. Jessica Ann was an 
accomplished young highland dancer with several medals 
under her belt, and Emily Jane was a talented figure skater.

But fate had something else in mind on the ride home that 
day. Emily Jane piped up from the back seat, “Mommy, what’s 
wrong with Jess? Something’s happening to Jess.” When  
Tara looked to see what was going on, Jessica Ann’s body  
was rigid, her eyes were rolling, and she was frothing at the 
mouth. It was her first big tonic–clonic seizure. 

Tara’s husband immediately pulled over, and Tara cradled 
her tiny daughter in her arms until the seizure ended. Recalls 
Tara, “I knew she could hear me, and I kept saying, ‘It’s OK, 
Jess—I’m right here. It’s OK, Jess—I’m right here.’” Jessica 
Ann tried speaking, but all that came out was, “Wha, wha, 
wha, wha”. It was only after a few minutes passed, when the 
ambulance arrived, that Jessica Ann was finally able to say, 
“Why weren’t my words working?”

At the hospital, Jessica Ann suffered several more seizures. 
After running an MRI, the doctors gave Tara and her husband 
the diagnosis: epilepsy. The MRI also revealed a 2-mm 
tumour in Jessica Ann’s brain, but thankfully, it was  
non-cancerous and completely unrelated to her seizures.  
Still, Tara was devastated. She says, “When you’re given a 
diagnosis such as epilepsy, or any condition for your child,  
you shut down. Your instinct as a parent is to wrap them in  
a bubble and to never let them go.”

After returning home, the Murleys’ first priority was to ensure 
Jessica Ann’s safety. They took away anything that could have 
been a potential hazard—her bike, her skates, her trampoline. 
Tara even recalls taking swimming lessons at 40 just to be 
alongside her daughter in the pool. Says Tara, “As a parent, 
you just become so engulfed… I was probably somewhat 
smothering, for sure. And I think at times I still am.”

The other big hurdle was finding the right medication—
easier said than done, as the Murleys discovered. The first 
medication caused little Jessica Ann to gain 30 lbs in just  
12 weeks, forcing her to give up the highland dancing 
she loved so much. Tara’s heart bled as she could see the 
emotional toll the weight gain was taking on her daughter.  
She describes her as being “completely deflated”. 

So they tried another medication. Although it didn’t cause 
weight gain, the new drug did come with some other, very 
unwanted side effects. Explains Tara, “Jessie’s only emotion 
was rage. She went from being this happy, funny jokester with 
missing front teeth to absolute rage.” She took a swing at her 
sister with a hockey stick, and even tried taking scissors to the 
cat’s ears. It was clear that this was not the medication either.

The whole experience with medication side effects made 
Tara realize she had to be an advocate for her daughter. She 
advises other parents to “respect your doctors, but know that 
you are your child’s voice. If it doesn’t feel right, go with your 
parental instinct.” 

So, Tara listened to her gut, and contacted Jessica Ann’s 
doctor again, who switched her to a third medication. 
Thankfully, it worked. Tara recalls waking up one morning and 
hearing Jessica Ann singing in her room. At that point, Tara 
and her husband knew they had their daughter back. “We all 
cried. The whole house cried. She was loving and playing, her 
normal toys, her normal games, her normal giggle,” says Tara.

Although the Murleys were able to find a medication that 
worked for Jessica Ann—and thankfully continues to work to 
this day—Tara admits that epilepsy took a toll on the whole 
family. “It changed our lives. It changed all of our lives,” she 
says. There were times it was particularly hard for Jessica 
Ann’s sister, Emily Jane. Says Tara, “There was definitely 
a time when Emily Jane felt she was 
so far on the back burner, she wasn’t 
even on the stove.” 

When asked what advice she would 
give to other parents who have children 
with epilepsy, she underscores the 
importance of remembering that you 
are still a family, and to try to make 
time for the things that are important to 
everybody. She also wisely says to “trust 
in the fact that if you set up boundaries, 
and if you set [your child] up to succeed, 
that’s all you can do.”

Despite the hardships and 
challenges Tara faced in raising 
a child with epilepsy, she has 
unwavering optimism for her 
daughter. “There’s an amazing life 
after diagnosis. It’s empowering.  
It gives you strength. You learn  
a lot more empathy and 
patience.”

COVER STORY
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LOVE
Mother’s

Tara Murley shares the trials—and triumphs— 
of raising a daughter with epilepsy.

“ ”There’s an amazing life after diagnosis. It’s empowering. It gives you strength. 
You learn a lot more empathy and patience.
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CAREGIVERFOR THE
Caring

There’s	a	lot	of	information	and	support	directed	at	those	afflicted	with	epilepsy.	But	what	about	the	people	who	care	for	
them?	In	different	ways,	loved	ones	can	suffer	just	as	much.	There’s	the	feeling	of	living	constantly	on	the	edge,	wondering	
when	the	next	seizure	will	take	place.	There’s	the	gut-wrenching	feeling	of	helplessness	when	it	does	happen.	There	are	
doctors’	appointments	and	medication	schedules	to	keep	track	of.	And	then	there’s	the	issue	of	having	to	deal	with	others’	
ignorance	about	epilepsy.	In	a	nutshell,	the	pressure	of	caring	for	someone	with	epilepsy	can	feel	downright	overwhelming.

WHEN YOU CARE FOR SOMEONE WITH EPILEPSY, 
IT’S EASY TO FORGET ABOUT YOUR OWN NEEDS. 
READ THESE HELPFUL TIPS TO MAKE SURE 
YOU’RE TAKING GOOD CARE OF YOURSELF, TOO.

If	you’re	in	a	caregiving	role	or	a	companion	to	someone	with	epilepsy,	it’s	easy	to	become	so	absorbed	with	the	needs	of	the	
person	you’re	caring	for	that	you	neglect	your	own.	But	know	this:	not	only	is	it	OK	to	look	after	yourself	too,	it’s	crucial.	After	
all,	taking	care	of	your	own	needs	helps	you	be	a	better	caregiver	or	companion	to	your	loved	one.	It’s	known	that	caregivers	
and	companions	can	have	a	significant	impact	on	the	quality	of	life	of	someone	with	epilepsy,	making	your	health	and	well-
being	all	the	more	important.	Read	on	for	some	tips	to	help	you	avoid	caregiver	burnout.

Know your limits.
Say	“no”	to	responsibilities	
or	activities	you	just	feel	
you	can’t	take	on.	And	
don’t	be	afraid	to	ask	for	
help	when	you	need	it.		
For	example,	ask	a	friend	
or	family	member	to		
help	you	out	with		
running	errands.

Watch for signs  
of stress.
These	include	things		
like	trouble	sleeping,	
headaches,	feeling		
irritable,	and	withdrawing	
from	friends	and	family.	
If	you	notice	any	of	these	
signs,	take	it	as	a	cue	to	
carve	out	some	relaxation	
time	for	yourself.

Don’t skip your  
veggies—or your 
workouts. 
This	is	easier	said	than	
done.	Nevertheless,		
eating	well	and	exercising	
regularly	(not	to	mention	
getting	proper	rest)	can	all	
help	to	reduce	your	stress	
levels.	If	the	idea	of		
regular	exercise	and	
healthy	eating	seems	
daunting,	start	small.	Try	
incorporating	one	healthy	
food	into	your	diet,	or		
going	for	a	short	walk.		
You	can	build	from	there.

Take time for you.
Being	a	caregiver	or		
companion	to	someone	
with	epilepsy	24/7	can	
feel	overwhelming.		
So	don’t	feel	guilty	about	
carving	out	some	time	just	
for	you.	Consider	asking	a	
friend	or	relative	to	spend	
time	with	your	loved	one	
so	you	can	have	a	break.	
Do	an	activity	that	you	
enjoy,	whether	it’s	going	
out	with	friends,	reading,	
or	gardening.

Consider a  
support group.
Sometimes,	it	can	be		
helpful	to	speak	with		
other	caregivers	who		
share	your	experiences.	
Knowing	that	someone		
can	relate	to	what	you’re	
going	through	might		
actually	help	reduce	your	
stress.	Check	your	local	
epilepsy	association	to	see	
what	services	they	offer.

Try some  
stress-reduction  
techniques.
Aside	from	managing	your	
responsibilities	and	taking	
time	out	for	yourself,	there	
are	lots	of	things	you	can	
actively	do	to	help	reduce	
stress.	Try	meditating	for		
a	few	minutes	each	day,		
or	sign	up	for	a	yoga	class.	

Keep informed.
The	more	you	know	about		
epilepsy,	the	more	confident	
—and	less	stressed—	you’ll	
feel	about	caring	for	your	
loved	one.	Learn	what	type(s)	
of	seizures	your	loved	one	
suffers	from	so	you	know	
what	to	do	when	one		
happens.	Keep	in	touch		
with	doctors	to	stay	in	the	
loop	about	the	details	of		
your	loved	one’s	condition.	
And	lastly,	talk	to	your	loved	
one.	The	more	you	see	
epilepsy	through	their	eyes,	
the	better	you’ll	be	able	to	
support	them.

Seek help if  
you need it.
If	you’re	still	feeling		
overwhelmed	despite		
trying	to	manage	your	
stress	levels,	don’t	hesitate	
to	get	professional	help.		
A	good	place	to	start	is		
your	family	doctor.	He	or	
she	can	assess	your	needs,	
and	work	with	you	to		
determine	next	steps.		
Also,	if	you	decide	to	see	a	
mental	health	professional,	
you	may	need	a	referral	
from	your	family	doctor.	

Try this de–stressing technique
This	relaxation	technique	called	“visualization”	involves	imagining	scenes	that	give	you	
a	sense	of	peace	and	tranquility.	Try	to	use	as	many	senses	as	you	can,	imagining	all	the	
sights,	sounds,	smells,	and	sensations	around	you.	For	example,	if	you	picture	an	open	
meadow,	think	about	the	smell	of	the	wildflowers,	the	sound	of	wind	gently	blowing	
through	the	grasses,	or	the	warm	feel	of	the	sun	on	your	skin.	
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His goal: to raise awareness of—and funds for—epilepsy, a disorder he  
feels passionately about because his mother, Judy, suffers from it. After 
witnessing her first seizure, he just knew he wanted to make a difference. 
And that’s when he came up with the idea of doing a long-distance bike ride 
to raise money.

Donning a purple T-shirt with “Pedal for Purple” on the front, Cartwright 
departed from his public school accompanied by a police escort and a  
support team of family and friends. Said Cartwright, “I think what [people 
with epilepsy] suffer is far worse than the pain I will have in my legs from  
this ride.”

All of the proceeds from the ride were donated to the Epilepsy Support 
Centre in London, Ontario—a non-profit organization that relies on 
donations. His original fundraising goal was $5,000, which he surpassed 
with a grand total of $7,500.16. 

Way to go, Chase!

Cycling for 
Epilepsy Awareness

On June 23, 2016, 14-year-old 
Chase Cartwright made an 
astonishing 350 km journey on 
his bicycle from his hometown 
of Windsor, Ontario to the  
CN Tower in Toronto.

Fun 
Ways  
TO FUNDRAISE
Looking for ways to support the 
epilepsy community? Why not 
host a fundraiser? There are lots 
of fun ways to raise money other 
than dinners and marathons. 
Here are a few ideas to get  
you started.

Karaoke Concert:  
Get participants who are willing 
to raise money for their vocal 
prowess (or lack thereof). Sell 
tickets to the performance, and 
dedicate the funds to your local 
epilepsy association.

Benevolent Birthday Bash: 
Invite friends over to celebrate 
your birthday. Ask guests to 
donate funds for epilepsy in  
lieu of birthday gifts.

Change for Change:  
Ask your neighbours to start a 
spare-change jar. The money will 
be donated to support epilepsy 
research. The person with the 
most change wins a prize!

NEWSROOM

At the University of Saskatchewan,  
Dr. José Tellez-Zenteno and Dr. Farzad  
Moien-Afshari are breaking ground  
with Canada’s first Epilepsy Brain Bank   
in the hopes of gaining a better understanding of the  
causes of adult refractory epilepsy (epilepsy that is difficult 
to treat or manage). Their research may lead to insights  
that could inform research in drug development.  

For some patients, such as those with temporal lobe  
epilepsy, surgery is an option. During surgery, the brain  
is resected in the area where the seizures originate.  
Normally, the tissue sample extracted is taken for  
histopathology and later incinerated. However, for 
those who consent, a portion of the tissue is 
preserved by immediately freezing it 
in liquid nitrogen, and storing it 
at -80°C for the Brain Bank. 

This tissue can later be studied for potential drug  
targets by comparing DNA, proteins, and other  
biological markers found in brains with epilepsy with  
those in healthy brain tissue.  

Currently, research in human epilepsy is far behind  
compared to diseases like Parkinson’s and Alzheimer’s, 
with 90% of epilepsy research being done using animal 
models. The Epilepsy Brain Bank presents researchers with 
the unique opportunity to work with human tissue from live 
donors in order to further research in the development of 
new treatment options. With 17 samples collected to date, 
the doctors and their team hope to gain further funding  
to expand their Brain Bank. 

To help fund this research, donations  
are being accepted by the Royal  

University Hospital (Epilepsy 
fund) in Saskatoon.

Advancing  
Epilepsy Research  
with Canada’s First 
“Epilepsy Brain Bank”

Visit https://ruhf.org/
dr-jose-tellez-zenteno/ 
to donate!

Dr. Tellez-Zenteno

Dr. Moien-Afshari



IF YOU’RE A CAREGIVER, YOU SHOULD KNOW THAT…

•		People	with	epilepsy	believe	they	are	protecting	their	
caregivers	by	not	involving	them	in	their	thoughts		
and	feelings.	

•		Epilepsy	can	make	people	feel	like	they	have	no	control.		
Shutting	caregivers	out	may	be	a	way	of	trying		
to	establish	a	sense	of	control	and	independence.

•		Sometimes,	people	with	epilepsy	are	hesitant	to	describe	
their	seizures	simply	because	they	don’t	remember	them	
very	well.	

•		Especially	after	diagnosis,	some	people	with	epilepsy		
go	into	denial.	Shutting	their	caregivers	out	may	be	a	way		
of	rejecting	their	epilepsy	diagnosis.

Information you may want to share…
•		How	your	loved	one’s	epilepsy	makes	you	feel.	Let	them	

know	that,	emotionally,	it’s	a	diagnosis	that	affects	you,	too.

•		How	you	want	to	help	your	loved	one.	Your	idea	of		
a	supportive	caregiver/companion	may	be	different		
than	theirs.

•		Ask	about	doctors’	appointments,	medication	schedules,	
and	seizure	tracking	diaries	so	you	can	stay	in	the	loop		
when	it	comes	to	your	loved	one’s	medical	care.

•		Ask	how	your	loved	one	wants	to	be	handled	in	the	event	
of	a	seizure	(e.g.,	Do	they	want	to	be	moved	or	need	any	
special	items	like	a	new	change	of	clothes?).

IF YOU HAVE EPILEPSY, YOU SHOULD KNOW THAT…

•			Caregivers	want	to	help,	but	often	feel	helpless.	Opening		
up	to	them	helps	them	feel	empowered.

•		Epilepsy	may	be	scary	for	you,	but	caregivers	are	often	
afraid,	too.	Talk	about	what’s	scary	so	you	can	both		
take	steps	to	minimize	fear.

•		In	different	ways,	caregivers	can	suffer	just	as	much		
as	those	with	epilepsy.	Every	time	you	have	a	seizure,		
it’s	gut-wrenching	for	them,	too.	

•		Caregivers	often	feel	somewhat	removed	from	the	person	
who	experiences	epilepsy,	but	they	genuinely	want	to	be		
let	in	so	they	can	help.

Information you may want to share…
•		How	you	want	to	be	handled	when	a	seizure	happens		

(e.g.,	Is	it	OK	if	they	move	you?	What	should	they	say	to	
other	people?).

•		What	it’s	like	from	your	perspective	when	you	have	a	seizure.

•		How	epilepsy	makes	you	feel	(e.g.,	sad,	angry,	scared).	
Sharing	your	innermost	feelings	will	help	your	caregiver		
feel	empowered.

•		When	your	next	epilepsy	appointment	is,	so	your	caregiver/
companion	can	come	with	you.

THE COMMUNICATION GUIDE
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Visit our website!
Find other helpful resources online at  
 www.E-Action.ca

Communication is important for those with epilepsy and their caregivers. Read on for insights and tips that 
will help you be the best communicator you can be.
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