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Dear Readers,

Let me begin by saying I don't have epilepsy, but 
that does not mean that I don't live with epilepsy 
every day. My two immediate family members who 
have seizure disorders never fail to inspire me in 
my desire to fi ght against this terrible condition 
which has such power to zap self-confi dence and 
interfere with quality of life. They are the source 
of my dedication and deep desire to serve people 
living with epilepsy and educate the community 
in general about this condition. As a stakeholder, 
I am passionate about creating awareness in the 
community and providing education on seizure 
fi rst-aid training. One way that I accomplish this is 
with the help of our wonderful team at Epilepsy 
Halton Peel Hamilton (EHPH), who’ve worked 
tirelessly to expand the services available in our 
community. For example, in just one year we have 
tripled our activities and programs, including 
support groups, in-school education, public 
education, community events, doctor and hospital 
packages, and seniors programs. Numerous 
media interviews have increased our exposure

and have resulted in amplifi ed awareness for EHPH, which translates to more clients being directed to us 
for the help they need. Another way is through my position on the editorial board of E-Action magazine. 
E-Action provides information and inspiration for people like you who live with epilepsy. It is brought to 
you by UCB Canada Inc., a patient-centric global biopharmaceutical leader that aspires to transform the 
lives of people living with severe conditions like epilepsy.

I’m proud to have been chosen to tell you about this second issue of E-Action magazine. Get ready to 
meet a number of women who know fi rst-hand about the struggles you face in your everyday life, from 
Whitney Goulstone who’s benefi ted from some much-needed surgery to Deirdre Floyd who, as Past-
President of the Epilepsy Association of Nova Scotia, knows how to fi nish what she starts. She’s living 
proof that if you need to get something done, you’d best ask a busy person! We’ll also take a look at the 
latest achievement of young Purple Day founder, Cassidy Megan, who continues to help put Canada on 
the map when it comes to raising epilepsy awareness worldwide. In addition to these and other fascinating 
personalities, you’ll read about the different ways our Ask the Expert neurosurgeon Alain Bouthillier has 
found to help improve the lives of people with epilepsy. You’ll also fi nd lots to learn and think about. For 
example, did you know that sleep deprivation is among the top ten threats to epileptic quality of life? 
We’ll also provide insights into a recent Canadian survey entitled The Impact of Epilepsy on Canadians. 
Let’s hope that a better understanding of the challenges those with epilepsy have to contend with will 
prove to be an essential step toward making it easier for all of us. 

Whether you yourself are living with epilepsy or, like me, are close to or 
caring for someone who does, I’m sure you’ll fi nd something in this and 
every ensuing issue of E-Action – Canada’s newest magazine for people 
living with epilepsy. 

Wishing you and yours the best of health, 

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

check out our new website! 
Get the facts you need about living with epilepsy at 
the click of mouse. Visit 

GUEST CONTRIBUTOR: CYNTHIA MILBURN

Whitney and Lilian enjoy story time.

Visit our website!  
stay up-to-date with the facts about living 
with epilepsy: at www.E-Action.ca.
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The information provided in this magazine is educational only and is not intended 
to replace the advice of your health-care professional. Talk to your doctor about the 
proper management and treatment of your epilepsy.

CYNThIA MILBuRN
editorial board member, 
canadian epilepsy alliance 
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SLEEP DEPRIVATION

hOW TO SLEEP BETTER 7

Fortunately, getting your daily dose of zzz’s is a dream within 
reach. The fi rst step is to establish good sleep hygiene. 
This includes going to bed and waking up at the same time 
each day; sleeping in a dark, quiet room; and not eating 
or exercising within at least a couple of hours of bedtime. 
Reducing stress can also help improve your rest. 

If establishing better sleeping habits doesn’t solve the 
problem, taking part in a sleep study might be the best way to 
discover the cause of your sleep issues. Conducted overnight 
in a special room with testing equipment, a sleep study 
measures brain activity and other bodily functions, such as 
breathing patterns. A detailed sleep study can also determine 
whether you’re having nocturnal seizures.

A sleep study can also reveal whether you have sleep apnea. If 
so, it can be treated by means of a small machine with a mask 
that helps regulate breathing. There may be an association 
between seizures and obstructive sleep apnea, especially in 
older adults.10

ThE AED ELEMENT6

In addition, you may want to talk to your doctor at your next 
consultation to fi nd out if your medications’ side effects or 
timing of administration factor into your sleepless nights. 
It’s not always a matter of having to switch medications, 
especially if an AED is providing good seizure control. 
Sometimes a simple adjustment in the time at which you 
take your medication may make a difference. For example, 
for people who have most of their seizures at night, timing 
their dosage so they have a peak level of medication in their 
system while they’re sleeping can be helpful.

Anyone can have a rough night’s sleep once in a while. 
Listening to your body when it needs a good rest—and 
discussing it with your doctor at your next appointment may 
help you get a leg up on keeping your epilepsy in check. 

hOW MuCh IS TOO MuCh?

One person’s sleep requirements are different from another’s, 
and some people just need more sleep than others. 
But sleeping too much can be a sign of depression, which 
can be fairly common in people with epilepsy.8  If you are 
concerned that you may be sleeping too much, be sure to 
ask your doctor about it at your next appointment.

ASK YOURSELF THESE QUESTIONS 
TO SEE IF YOU’RE SLEEPING TOO MUCH:

•   Do you sleep more than eight hours a night 
and still feel tired during the day? 

•   Even after sleeping about eight hours at night, 
do you still take naps? 

•   Are there mornings when you just don’t 
want to get out of bed?

•   Is your sleep frequently interrupted so that 
you sleep more than eight hours a night? 

If you answered “yes” to any of these questions, it may be that 
you’re just not getting quality sleep. Your doctor can tell you if 
you’re sleeping more than you should and he or she can help 
you determine the cause—and fi nd a solution that will add 
more waking hours to your day.

S w e e t  D R E A M S

While good sleep is essential for everyone, the consequences 
of belonging to the toss-and-turn culture are even more 
profound for people living with epilepsy.1 Not getting enough 
or getting poor quality sleep is a common seizure trigger.1  
Nocturnal (or nighttime) seizures hamper sleep, possibly 
resulting in problems with memory and concentration the 
following day. Lack of sleep itself can affect concentration, 
short-term memory (a cognitive area that’s already 
problematic for many people with epilepsy) and mood.2 
Moreover, even anticonvulsant drugs can affect sleep, 
some in a positive way, and others in a negative way.2

Sleep habits and epilepsy actually play off each other: sleep 
disturbances can affect seizures and seizures can affect sleep. 
Brain activity changes while we sleep, and these electrical 
changes can have profound repercussions. Sleep activates 
the electrical charges in the brain that result in seizures, and 
seizures are timed according to the sleep-wake cycle.3 

Of course, sleep problems aren’t unique to people with 
epilepsy. Many Canadians suffer from sleep deprivation. 
According to fi gures released by Statistics Canada one in 
seven Canadians over the age of 15 — or around 3.3 million 
people — have diffi culty falling asleep or staying asleep.4 
The data — from the Canadian Community Health Survey — 
suggest that about 18 per cent of these people average less 
than fi ve hours of sleep a night.4

LOSING SLEEP 3,5

Why is it so hard to get enough sleep? Some reasons are 
universal—bad sleep habits, for example, or an overabundance 
of stress and anxiety. Other causes may be particular to 
people with epilepsy: nocturnal seizures, side effects from 
medications, and an increased incidence of obstructive sleep 
apnea.2,3 

Nocturnal seizures may disturb the normal sleep-wake cycle 
necessary for a good night’s rest. Because the sufferer may be 
unaware these seizures are occurring, they may not seek the 
help they need. But the fact is these under-the-radar seizures 
can signifi cantly impair daytime functioning.

Sleep apnea causes breathing to be briefl y but repeatedly 
interrupted, which can result in chronic snoring and poor 
sleep. People with epilepsy may be more likely to have this 
condition, although experts aren’t sure why. One possible 
explanation is that some anti-epileptic drugs (AEDs) may 
cause weight gain in some patients, and obesity is related to 
sleep apnea. 9

Indeed, AEDs themselves may cause sleep problems in 
people with epilepsy.6 Some patients experience insomnia or 
disruptions in the natural sleep cycle.6 Even AEDs that cause 
tiredness can be troublesome. Medications can make people 
sleepy during the day and potentially interfere with the sleep-
wake cycle, which is very complex and sensitive to change, 
and napping can make it harder to maintain a regular sleep 
schedule, which is essential to getting a good night’s rest.

DREAMSS w e e t
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ROLE MODELSLEEP DEPRIVATION

Reputedly one of the foremost fears 
shared by people around the world, 
public speaking is the one thing 24-year-
old Ontarian Brittany Farrell would like  
to see in her future! 

It may not be one of the first things 
you’d expect to hear from someone who 
suffers from complex partial seizures 
and the occasional tonic-clonic seizure. 
But Brittany Farrell is anything but typical. 
Despite the stigma of seeing people 
shrink away from her in fear, Brittany 
was able to achieve a university degree 
– a B.A. in contemporary studies from 
Wilfred Laurier University – in the normal 
four years. Going to university with 
epilepsy isn’t the easiest thing, especially 
when the classic response to exams is 
stress—the one thing that can be counted 
on to pretty much exacerbate seizure 
activity. But Brittany reasoned that since 
her seizures almost always occurred 
either at night or within a couple of hours 
of waking up in the morning, she could 
benefit from being able to write exams in 
the afternoon – which she did. Although 

shy, one thing Brittany never did was try 
to hide her epilepsy from others. Going 
to university is all about learning lessons 
– and they don’t all end in 101. Brittany 
learned that preparation is everything. 
She spoke to the administration at school 
and arranged to write her exams at a 
time that would best accommodate her 
condition. She passed with flying colours.

Brittany isn’t sure when her epilepsy 
started. When she was 15 she began 
having terrible headaches and frequent 
episodes of uncontrollable jerking that 
her doctors surmise may have been the 
result of a bicycle accident that rendered 
her briefly unconscious when she was in 
the eighth grade. Her first specialist was 
a pediatric neurologist and then, when 
they agreed she was getting a little past 
the age of needing a children’s doctor, 
she switched to a neurologist with a very 
busy practice treating adults. Feeling 
that her condition is not getting quite 
the attention it requires – lately she’s 
been hampered by bouts of depression 
– Brittany is about to switch doctors to 

another neurologist who, she hopes, will 
be able to spare a little more time for 
her than her current one. 

The good news is that over the last 
several months, Brittany’s seizure 
activity has been significantly reduced. 
She credits a change in lifestyle – she’s 
been diligent about daily workouts, has 
completely cut out alcohol and caffeine, 
and is eating healthy. A new neurologist 
and improved lifestyle are just two  
more ways that Brittany is preparing  
for improved quality of life.

As to her procedure for making her goal 
a life of public speaking, dedicated to 
raising awareness about epilepsy and 
making people realize that “it’s not 
something to fear… you wouldn’t shy 
away from someone for having type 1 
diabetes!”: the buzz word is preparation.  
“Standing up in front of a crowd of 
people when you don’t know what 
you’re going to say is really scary,  
“but when you’re prepared, you can  
be ready for almost anything.”

1. www.epilepsy.com/EPILEPSY/sleep_epilepsy        
2. www.epilepsy.com/epilepsy/sleep_disorders 
3. www.sleepfoundation.org/article/sleep-related-problems/epilepsy-and-sleep 
4. www.statcan.gc.ca/daily-quotidien/051116/dq051116a-eng.htm 
5. www.epilepsy.com/EPILEPSY/SLEEP_TYPES_DISORDER 
6. www.epilepsy.com/EPILEPSY/sleep_aeds  
7. www.mayoclinic.com/health/sleep/HQ01387 
8. www.epilepsy.com/EPILEPSY/behavior_personalitychanges 
9. . https://www.epilepsy.com/epilepsy/newsletter/sept09/aeds
10. http://www.umm.edu/patiented/articles/who_has_sleep_apnea_000065_4.htm 

 
•   Stick to a sleep schedule: Being consistent about when you 

go to bed and when you get up reinforces your body’s sleep-
wake cycle and enhances your night’s sleep.

•   Limit daytime naps: Sleeping during the day can interfere 
with your ability to sleep at night.  
If you absolutely must take a nap, don’t let it last longer than 
10 to 30 minutes and do it during  
the midafternoon.

•   Don’t be a couch potato: Regular exercise enhances sleep 
by helping you fall asleep faster and promoting deeper 
sleep. But don’t do it right before bed since it may make you 
feel energized. 

•   Pay attention to what you eat and drink: Don’t go to bed 
hungry or stuffed and limit liquids before bedtime to help 
prevent middle-of-the-night trips to the bathroom. Also be 
careful about your intake of nicotine, caffeine and alcohol,  
all of which can hamper sleep.

 

 
•   Create a bedtime ritual: Doing the same things each night 

before bed (e.g., a warm bath, a little reading, listening to 
soothing music) can send a signal to your body that it’s time 
to wind down and ease the transition between wakefulness 
and drowsiness.

•   Get comfy: Make sure your room is set up for sleep; keep it 
cool, dark and quiet. Your mattress, pillow and linens should 
be comfortable as well and, if you sleep with someone else, 
make sure you have enough room for both of you.

•   Manage stress: If your engines are running, sleep can 
become practically impossible. Sometimes, just writing 
down what’s on your mind before you get into bed and 
setting aside your list until tomorrow can help you relax and 
get to sleep. Yoga, relaxation exercises and a good laugh can 
also be helpful. 

Public Knowledge

The first  
step to sleeping 
better is to  
establish good 
sleep hygiene”

Tips for getting  
a better night’s sleep7
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TEST SMARTS
We hear the names of these medical tests all the time, but what do they really mean? 
Your doctor may use these tests to assist in your diagnosis.

CAT Scan 
(Computerized axial 
tomography) 3

Creates a 3-D image of the brain to show any possible abnormalities

EEG 
(electroencephalogram) 4

Records brain waves to measure electrical activity in the brain and identify 
areas where seizures take place.

MRI 
(Magnetic resonance 
imaging) 5

Uses radio-frequency waves and a strong magnetic fi eld to provide clear and detailed 
images of the brain. Like CAT Scans, MRIs may uncover growths, scars or other 
conditions that may cause seizures.

PET Scan 
(positron emission 
tomography) 6

Uses short-lived radioactive substances to produce 3-D images that help locate 
an epileptic region by revealing problems in the blood fl ow of the brain, chemical 
processes or metabolism.

And one more word we think you should know . . .

Interictal 7 The period of time between epileptic seizures.

1. © 2008 Canadian Epilepsy Alliance: http://www.epilepsymatters.com/english/webcast2recording-e.html
2. Epilepsy Education Programs. © 2010 Epilepsy Support Centre  
3. ©1996-2012 MedicineNet, Inc.: www.medicinenet.com/cat_scan/article.html
4. ©1996-2012 MedicineNet, Inc.: www.medterms.com/script/main/art.asp?articlekey=11199 
5. ©1996-2012 MedicineNet, Inc.: www.medicinenet.com/mri_scan/article.htm
6. ©1996-2012 MedicineNet, Inc.: www.medterms.com/script/main/art.asp?articlekey=11912
7. McGraw-Hill Concise Dictionary of Modern Medicine. © 2002 by The McGraw-Hill Companies, Inc.: http://medical-dictionary.thefreedictionary.com/interictal 
8. www.epilepsy.com/EPILEPSY/behavior_personalitychanges
9. www.articlesbase.com/health-articles/is-there-such-a-thing-as-oversleeping-1694256.html

NEWSROOM

FuTuRE DIRECTIONS IN 
EPILEPSY TREATMENT 1

In October 2011, Dr. Bernd Pohlmann-Eden, Professor 
of Neurology & Pharmacology at Dalhousie University in 
Halifax, provided a webcast for Canadian Epilepsy Alliance 
that revealed some interesting new directions in epilepsy 
treatment for patients who do not respond satisfactorily to 
medication. He explained that within the next fi ve to 10 years, 
it is possible that new technology may enable physicians to 
more accurately identify responders and non-responders to 
medication. With this information, neurologists will be able to 
provide more highly individualized therapies and eliminate a 
lot of the treatment trial and error that is so often necessary 
today. For those patients who still can’t reach their therapeutic 
goals, techniques that are currently being explored for future 
use include:

•   non-surgical tissue removal via radiotherapy or gamma 
knife

•   deep-brain stimulation, which is already established 
therapy for Parkinson’s disease that may also help control 
epileptic seizures, and a

•   brain pacemaker which would involve implanting a chip 
into the brain to stop seizures electrically.

Stay tuned for more news about what the future may hold in 
epilepsy therapy. 

BRAIN MATTERS: AN INTRODuCTION 
TO NEuROSCIENCE 2

Have you heard about Brain Matters? It was launched a little 
over a year ago by the Epilepsy Support Centre (London, 
Ontario), London Health Sciences Centre’s Epilepsy Program 
and the Ontario Minister of Health and Long Term Care, to 
educate high school students about epilepsy. The Brain 
Matters 107-page resource book and DVD are being used in 
high schools across Ontario to teach students in grade 12 
academic-level biology classes about seizures and epilepsy. 
The aim of the program is threefold: 

•   to raise awareness about epilepsy

•   to teach students seizure fi rst aid

•   to explore potential career paths for interested individuals 
(from epilepsy researcher and epileptologist to eeG 
technicians and neuropsychologists) and inspire future 
generations of healthcare professionals to consider a career 
in neurology.

Knowledge is one of the best weapons in the fi ght against the 
stigmatization associated with epilepsy and the Brain Matters 
program is one more step in the right direction. 

For additional information about the program, please write to 
Mary Secco, Executive Director, Epilepsy Support Centre at: 
ed@epilepsysupport.ca.

NON-SuRGICAL

BRAIN
PACEMAkER

DEEP-BRAIN
STIMuLATION

SEIZuRE 
FIRST-AID

∂

∆

∞ √

∂

∆

∞

√∂

∆

∞

√

Brain
Matters
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Whitney 
Goulstone

Over the next few years, I continued to experience 
the occasional seizure, however, most of these 
were quite well managed with medication. On the 
“not so bright” side of things, my driver’s license 
was revoked and that had quite a negative impact 
on my sense of independence. But, never one to 
be defeated, I completed my university studies, 
married Richard, and enjoyed a thriving career. In 
2007, I was ecstatic when I gave birth to Andrew, 
my delightful baby boy. 

Then my good luck changed. When my son was 
about fi ve weeks old, the seizures  -- which up until 
then had been mostly nocturnal and, therefore, 
not too intrusive -- returned with a vengeance. 
Perhaps it was the sleep deprivation or just the 
sheer exhaustion of breastfeeding and caring 
for an infant that triggered the change in seizure 
activity. I began having simple partial seizures more 
frequently, night and day and, suddenly, I became 
unable to talk or maintain my balance while having 
them.  I switched to a different medication and my 
condition improved to the point where I was only 
having the odd, partial seizure, and only at night. 

At age 30, when I became pregnant with my 
daughter, I suddenly started experiencing drop 
seizures, whereupon I would just fall down, without 
any warning and with no memory after of what had 
happened. On one such occasion, I had hit my head 
so hard that I ended up needing seven stitches 
to my head. Needless to say, Richard and I had 
tremendous anxiety about what would happen next.

As time went on, things progressed from bad to 
worse. I experienced fi ve to seven seizures a day, 

of all sorts: partial, drop and, of greatest concern, 
tonic-clonic seizures that affect the entire brain. 
My concentration and memory were so severely 
affected that I had to quit my job. 

The situation reached the point where, in order to 
avoid concussions, I needed to use a wheelchair and 
to wear a helmet to protect my head from further 
injury. I was even unable to hold my kids for fear of 
hurting or dropping them in the event of a seizure. 
It was a horrible time for a young mother doing her 
best to cope with the challenges of motherhood, 
compounded by the challenges of trying to live 
successfully with epilepsy. Richard was supportive 
but, of course, it put a strain on him, too. When 
Andrew was just three years old, he would hold my 
hand during my seizures and say to me, “It’s going 
to be okay, Mommy.” That’s not something a three-
year-old should have to deal with.

Both of my neurologists and my neurosurgeon at 
the Epilepsy Clinic at Toronto Western Hospital, 
where I am treated, thought that my epilepsy may 
have been hereditary, since I had an aunt with the 
condition. However, pathology results showed 
that, in fact, my condition was caused by cortical 
dysplasia – a birth defect. It was simply a matter 
of how my brain formed in utero. Anyone with 
epilepsy knows that fi nding the right medication 
can be tricky and the side effects are sometimes 
diffi cult to deal with. We found out through diffi cult 
trial and error that I’m allergic to one particular 
group of medications and that one or two other 
drugs had no effect on me. Unfortunately, some 
antiepileptic drugs may cause sedation and weight 
gain in some people, which was the case for me. I 
also became a little clumsy and forgetful.

Meet Whitney Goulstone, a 
33-year-old mother of two toddlers 
(Andrew, 4, and Lillian, 2), who 
has epilepsy. In November 2010, 
Whitney agreed to have a dramatic 
form of surgery in the hope of 
reducing her seizures. Now, she is 
happy to report that she is living 
seizure-free for the fi rst time in 
20 years. Whitney derives great 
satisfaction as a writer and an 
epilepsy advocate. She and her 
husband Richard reside in the 
greater Toronto area. 

i’ve been living with epilepsy for almost 
20 years, although i didn’t know it for 
the fi rst six! i started having partial 
seizures when i was 13, but at the time, 
i didn’t know what they were. i began 
to notice that my vision would become 
distorted for about 10 seconds, as if 
everything was two dimensional.  

my GP wasn’t able to arrive at a 
diagnosis so he referred me to an 
ophthalmologist. You can imagine how 
frustrated – and surprised – i was when 
he prescribed glasses that i didn’t really 
need. after all, i didn’t have problems 
reading or seeing things at distance. it 
wasn’t until i had my fi rst tonic-clonic 
(grand mal) seizure at the age of 19 
that a neurologist diagnosed me with 
epilepsy. while, naturally, i wasn’t 
happy to receive the news, i was actually 
relieved to at last have a diagnosis.

Visit our website!  
Learn how you can get 
involved in Purple day 2013 
at www.purpleday.org.

COVER STORY
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My next step was to consult a 
neurosurgeon who believed I 
might be a good candidate for a 
craniotomy, a specialized type of 
brain surgery that can offer relief 
for people with drug-resistant 
epilepsy. A craniotomy often 
involves removing the portion of 
the brain that causes seizures. In 
late 2010, I had my fi rst surgery, 
in which a grid was placed on 
my brain to monitor and map 
my seizures. A few weeks later, 
during a six-hour procedure, a 
large lesion the doctors thought 
was the main cause of my 
seizures was removed. Before 
surgery I was on fi ve medications; 
currently I’m on three.

I haven’t had a seizure since the 
surgery and I can once again do 
the things that are important to 

me, like putting my kids to bed. I’m enjoying being 
a part of their lives again. Of course, I might have 
seizures in the future, but for now, my quality of life 
has improved and I’m not constantly worried about 
my “next” seizure. In fact, I’m hoping to be seizure 
free until November 2012, which will mark “two years 
of freedom” from epileptic seizures. At that time, 
my doctors will assess my condition and see if I can 
reduce my medications. 

With epilepsy, we don’t talk about a “cure”; rather, we 
aim for control. For me, when it comes to seizures, 
“control” and “quality of life” mean the same thing. 
There were times over the years when I had to switch 
medications, and depression would kick in after 
certain seizures. But all in all, I felt I had control over 
the situation from the time of my diagnosis in August 
1999 until February 2009, when the seizures came 
back full force. 
The hardest challenge for me has been not being 
able to be as much of a hands-on mother as I’d like. 
For a long time I felt guilty that my children had an 
absent parent because there were things I simply 
wasn’t able to do. In addition, at times I have felt 
extremely stigmatized. At one point I was wearing 
a helmet everywhere and people stared at me 
wherever I went. I stuck epilepsy decals all over it 
and, with a big smile on my face I told anyone who 
stared long enough that I had epilepsy. 

I have always tried to educate people about my 
condition. I’m an outspoken person and I think that 
people need to know about epilepsy. Unlike others 

I’ve known who suffer from epilepsy, I’ve never tried 
to hide it from my employers or friends, and I’ve 
certainly never felt that it defi ned me.

In terms of emotional support, my husband and the 
rest of my family have always been there for me. 
Epilepsy Toronto has been a wonderful support 
group, as well. I fi rst connected with them by joining 
their Expecting and New Moms Network, where I was 
fortunate to fi nd a warm group of women who shared 
and encouraged one other. Going to the group was 
critical because when you’re living with epilepsy, you 
can talk to your partner or your parents, but no one 
can truly understand what you’re going through like 
someone else who has epilepsy.

While it seems that controlling the seizures is beyond 
us, there are actually things we can do to improve 
our quality of life. I make sure to get lots of sleep 
and I exercise as much as I can. In terms of changing 
habits, my fi rst step – and this is just me – was to 
cut out caffeine, which helped. Stress and sleep 
deprivation were my big triggers, so I started yoga 
and knitting. I also tried acupuncture, acupressure 
and massage therapy. I found temporary relief with 
some, but everyone is different. 

I have a very strong vision for my future. Large goal, 
small steps. The goal is a fi ve-year plan during which 
I’ll do whatever I can to raise awareness and support 
for epilepsy, through advocacy and education. I 
use my blog – http://whitney.goulstone.com/ – as 
well as Twitter (@itterbit) and Google+ to make 
connections and keep informed about what’s going 
on in the world of epilepsy. I’m also working on 
another blog/website dedicated solely to epilepsy, 
and I plan to continue talking to community groups 
and schools as much as possible. On top of all that, I 
have a fundraising project in the works. It’s no secret 
that there isn’t nearly enough money allocated to 
epilepsy research. 

Last summer, I was spokesperson for Scotiabank’s 
BuskerFest whose proceeds go to Epilepsy Toronto, 
and I was profi led in a Toronto Star article. In addition, 
the University Health Network is producing a short 
fi lm about my story which will be used for the 
hospital’s fundraising and educational programs. 
As part of my community outreach, I participate 
in Purple Day, an international grassroots effort 
dedicated to increasing awareness about epilepsy 
worldwide. Last, I sit on a number of committees 
to stay involved and do whatever I can to help. I’m 
always happy to do my best to support the cause of 
epilepsy.

QUESTION:  What do the Woman of 
Excellence Award from the Halifax 
Progress Club, the Volunteer of the 
Year Award from Epilepsy Nova Scotia, 
the Volunteer Award for Outstanding 
Community Service from the Halifax 
Regional Municipality, and the G7 
Summit in Halifax Volunteer Award 
from the Federal Government all have 
in common?  

ANSWER: Deirdre Floyd. 

When Deirdre Floyd was around eight 
years old, the Canadian Broadcasting 
Company did the unthinkable: they 
pre-empted the Bugs Bunny Hour 
midway through in favour of a baseball 
game. Fuming, she went running to her 
mother who said, ‘don’t just sulk; think 
about what you can do about it.’ So she 
did: She sat down and wrote a letter of 
complaint to the CBC. When a short time 
later she received a letter of apology back 
from them, Deirdre’s destiny was sealed. 
She’d learned her lesson; not simply that 
the squeaky wheel gets the grease, but 
that you might actually be able to get 
the attention of the powers-that-be 
(and perhaps even make a difference) 
if you take the time to do something 
and let your feelings be known.  

Daring, 
Dynamic 
DiligentA

N
D
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That belief was reinforced tragically for Deirdre 
when, about four years later, her father was killed 
by a hit-and-run driver.  When the driver was 
apprehended several hours later, it was too late 
for a breathalyser to confirm his drunkenness, but 
witnesses could tell he had been. In court, it was 
also determined that he’d been driving without a 
license. This was almost forty years ago and the 
punishment for vehicular manslaughter was not 
what it is today. The driver was slapped with a $25 
fine and, to add insult to injury, he applied for 
and received a driver’s license within a few days. 
Deirdre’s mother was not about to sit still for this – 
she did everything she could to make a difference 
and the legislation was ultimately changed. 

Not very long after that, at the age of 14, Deirdre 
had her first tonic-clonic seizure while at school 
and was subsequently diagnosed as suffering 
from partial complex seizures. Over the years, 
Deirdre has tried various medications and, in 1990, 
her neurologist suggested she be assessed as 
a possible candidate for epilepsy surgery … she 
wasn’t. Instead, in 1999, she was outfitted with a 
vagus nerve stimulator (VNS).

Similar to a pacemaker, a vagus nerve stimulator 
(VNS) is a small device implanted under the 
skin near the collarbone.1 A lead under the skin 
connects the device to the vagus nerve in the neck.  
The device is then programmed by the doctor to 
produce weak electrical signals that travel along 
the vagus nerve to the brain at regular intervals. 
These signals help prevent the electrical bursts in 
the brain that cause seizures. The battery-powered 
device can also be programmed from outside the 
body, enabling the individual with epilepsy to use 
a handheld magnet to turn it on when a seizure 
seems about to start. It is a last resort for some 
people who have partial seizures and have not 
responded well to antiepileptic medicines, and who  
 
 

 
 
are not candidates for epilepsy surgery. It doesn’t 
work for everyone but, along with two antiepileptic 
medications that she’s still taking, it’s been very 
effective for Deirdre. “It can keep my simple-partial 
seizures from graduating into complex-partial ones 
or sometimes stop the seizure entirely.” She is able 
to activate it on her own when she gets an aura or 
early warning – in her case, a sensation similar to 
butterflies in the stomach – that a seizure is about 
to occur.

Deirdre has tackled chronic illness the same way 
she learned early on to do everything else … with 
a vengeance. When some time after her diagnosis 
she was stymied in her efforts to get the help she 
needed from the government and couldn’t afford 
to hire the lawyer required to lobby the Human 
Rights Commission on her behalf, she figured out 
how to do it on her own. She’s been advocating for 
herself and others ever since. And you can tell from 
the awards listed at the beginning of this article that 
she’s met with a great deal of success. She explains 
that “there’s really no right or wrong way to get 
important things done. You identify the key points, 
figure out what needs to be done and then just do 
it. If your problem involves the government, write 
to your Member of Parliament. Make sure he or 
she gets to know who you are and what you need. 
If you make a mistake, learn from it; and when you 
achieve success, learn from that, too.”

In 1992, Deirdre turned advocating into a ‘voluntary 
career move’ when she began working with the 
Epilepsy Association of Nova Scotia (EANS), 
preparing grant proposals, counselling clients and 
supporting others with epilepsy when they needed 
help. And she’s been doing it full-time, up to 12 
hours a day, ever since. In 2004, she joined the board 
of the Canadian Epilepsy Alliance (later serving as 
CEA vice-president for a year) and, from 2005 until 
May of this year, she served as president of EANS. 

LAuNChING PuRPLE DAY

Since 2008, Deirdre has chaired Purple Day, turning 
it from the musings of a nine-year-old girl who 
thought epilepsy should have its own ‘awareness’ 
day into an annual international event. Deirdre 
suggested that Cassidy Megan, the youngster who 
founded Purple Day, focus her ideas about how to 
get started making epilepsy awareness a reality. 
Together, they put together a Facebook® page 
and got Cassidy’s school involved in preparing 
a launch day at the school for Purple Day – so 
named by Cassidy because purple is a strong form 
of lavender, a colour that, as Deirdre explained to 
her, symbolises loneliness and solitude in some 
cultures. They also set up the official website 
(www.purpleday.org) which includes a wealth of 
information about epilepsy and seizures and is 
designed to connect people with epilepsy agencies 
in communities worldwide. According to Deirdre, 
“I needed Cassidy to explain her idea to me to fill 
out the information for the Purple Day website. I 
needed information from her that would reflect the 
youth of today. In the end, I discovered that despite 
the age difference between us, Cassidy and I had 
something in common. We both wanted the public 
at large to understand more about epilepsy and 
seizures.” Meanwhile, thinking this was a project 
they might find interesting, a colleague at the 
Canadian Epilepsy Alliance put the Anita Kaufmann 
Foundation (in the United States) in touch with 
Deirdre. Delighted with the idea, they’ve been a 
great source of advice and support and played a key 
role in helping to transform Purple Day from a local 
initiative into a global affair. 

 
 
Regarding Purple Day, Deirdre has been very 
actively involved in the enactment of Private 
Member’s Bill C-278, written at Cassidy’s behest by 
her MP, the Hon. Geoff Regan of Halifax West. The 
purpose of the bill is to officially recognise March 
26 as the day for epilepsy awareness in Canada. 
A federal proclamation to that effect has already 
been prepared. 

Although Deirdre is now the Past-President of 
EANS, she has every intention of continuing to 
work as an advocate and mentor for individuals 
with epilepsy and helping to promote epilepsy 
awareness. For example, she is currently assisting 
Cassidy in her quest to stop television programs 
– from soap operas to medical shows – from 
inaccurately portraying epileptic seizures and 
epileptic first aid. The two are hoping that Purple 
Day ambassadors across Canada will pick up 
the mantle and do whatever they can to also get 
involved if they see something in print or on TV that 
projects the wrong information about epilepsy and 
seizures. 

And, of course, Deirdre is and will continue to 
actively promote Purple Day. She is proud that it 
has “become something that has helped people of 
various ages to be inspired because they now have 
a special day to call their own.”  

 
 
 

1. www.webmd.com/epilepsy/vagus-nerve-stimulator-for-epilepsy

Deirdre is proud that because they now have 
a special day to call their own, Purple Day has 
helped inspire people of various ages to get 
involved in raising awareness about epilepsy.”  
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huGGABLE hEROES 

Getting 
Answers
 

An epilepsy Q & A featuring 
advice from the experts

Alain Bouthillier, MD, FRCSC, Neurosurgery Division, Centre hospitalier de l’Université de Montréal, 
Hôpital Notre-Dame, Montreal, Canada. Everyone with epilepsy has questions about diagnoses, 
treatment and other medical and nonmedical issues. Whether you have been living with epilepsy for 
years or were only recently diagnosed, there may be things you simply don’t know, information that 
could help you manage your condition or get more effective therapy. In this issue, Dr. Alain Bouthillier, 
neurosurgeon at Hôpital Notre-Dame of the CHUM (Centre hospitalier de l’Université de Montréal), 
provides answers to help you along the learning curve.

Alain Bouthillier, 
MD, FRCSC
neurosurgery division, 
centre hospitalier 
de l’université de 
montréal, hôpital 
notre-dame, montreal, 
canada

EA: 1. wiLL GettinG enouGh sLeeP and 
eXercise heLP me aVoid seiZures?  
For people with epilepsy, lack of adequate sleep 
can not only trigger seizures, it can even increase 
their intensity and length. Although the reasons 
aren’t completely clear, we do know the sleep-wake 
cycle is associated with prominent changes in both 
brain electrical activity and hormonal activity. 
Some people with epilepsy have all of their 
seizures during sleep and others have most just 
as they are falling asleep or just after waking up, 
while still others’ seizures are randomly spread 
throughout the day and night. 

As for exercise, it is benefi cial to your overall 
health and has also been shown to reduce 
stress. This may be why some studies suggest a 
connection between exercise and reductions in 
seizure frequency. A lot more study is needed 
before a defi nite conclusion can be made, but a 
solid case can be made for the fact that regular 
exercise can help people relax and relaxation can 
be helpful in reducing the likelihood of seizures. 

Avoidance of mood-altering drugs and alcohol 
is also recommended. 

EA: 2. what’s the best waY to Let 
reLatiVes or friends Know about 
mY seiZures? 
The best way to inform the people you know is to 
accurately describe the nature of your seizures 
so they can recognize it if you have one in their 
presence. You should also explain what they 
should do: for example, tell them to help you 
lie on your side (but not pin you down), remove 
anything nearby that could cause injury, and not 
put anything in your mouth. Basically, they should 
just let it happen. Some people videotape their 
seizures to help themselves see what they look like. 
Sometimes, once they’ve actually seen their seizure 
on tape, they realize that they may not be as bad as 
they thought and are better able to explain them to 
other people.  

EA: 3. mY doctor seems satisfied 
with mY ProGress, but i am not. how can 
i asK him to do more? 
You need to explain your expectations to your 
doctor(s) and communicate to the best of your 
ability. If you still don’t think you’re making the 
progress you expect and you want a second opinion, 
don’t hesitate to get one, possibly with a doctor who 
is more highly specialized in working with epilepsy.

“After 
one year 
without 
seizures 
you should 
be able 
to drive.”

CASSIDY MEGAN, 

A hALIGONIAN 
huGGABLE hERO!
Have you heard of huggable heroes? Forget 
Superman, Spiderman and Batman, these heroes – 
young leaders across North America – may not have 
super powers, but their commitment to improving 
the lives of others makes them role models for kids 
everywhere. The Build-A-Bear Workshop Huggable 
Heroes© program encourages and empowers kids 
to be young leaders and honours them for their 
dedication and accomplishments. The program 
is launching its seventh year of recognising young 
leaders who are actively doing big and small things 
to make a difference in their local communities or 
around the world.

Since 2004, more than 100 exceptional young 
people have been recognized as Build-A-Bear 
Workshop Huggable Heroes©. The program 
supports thousands of causes and champions the 
efforts of kids dedicated to making a difference. 
Each of the 2012 Huggable Heroes receives a 
$7,500 educational scholarship from Build-A-Bear 
Workshop as well as $2,500 from the Build-A-Bear 
Workshop Foundation to be donated to the charity 
or cause of their choice. 

If you know any young leaders, ages eight to 
18, who provide extraordinary service in their 
communities or around the world, nominate them 
by going to www.heroes.lovehugssmiles.com. 

That’s just what Cassidy Megan’s 15-year-old 
brother and biggest fan, Chad, did last year for 
one of 2011’s 10 winners (the youngest one), his 
younger sister! Four years before, when she was 
nine, Cassidy established  March 26 as Purple 
Day for Epilepsy to promote epilepsy awareness. 
Purple Day has since partnered with the Epilepsy 
Association of Nova Scotia and the Anita Kaufmann 
Foundation in the USA and is now recognised 
internationally with supporters in Spain, Iran, 
Australia, England, Africa, Cyprus and other 
countries (about 50 in all) worldwide. During the 
Huggable Bears photo shoot, Cassidy was asked 
to pick two bears. She selected a purple one (of 
course!) and another one in an RCMP uniform. 
When her Mom, Angela, asked her why she picked 
that one, she said: “This way, people will know I was 
one of two Canadians who received this award.” 
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DR. BOuThILLIER’S CLIMB

The highest peak (6,194 metres – more 
than 20,300 feet) in North America, 
Mount McKinley has been enticing 
high-altitude climbers ever since it was 
fi rst climbed in 1913. Mount McKinley 
is located in the state of Alaska and its 
proximity to both the Arctic Circle and 
the Pacifi c Ocean means the weather 
can be among the most brutal in the 
world. Because of its ease of access 
– and because it is very challenging 
– some climbers use McKinley as a 
training ground for climbing Mount 
Everest.

On June 1, 2011, Montreal neurosurgeon 
Dr. Alain Bouthillier achieved something 
very few of us ever will: he reached 
the summit of Mount McKinley. 
Accompanied by four other climbers 
and fi ve guides, the climb took 11 
days – the descent took only four. Dr. 
Bouthillier explained that in addition to 
excellent gear, you need to have your 
wits about you at all times. The mountain 
is a mass of crevasses, ridges and very 
steep slopes which, combined with the 
ongoing risk of avalanches, means you 
have to watch out with each and every 
step. The risks are great: only about 50% 
of climbers actually reach the top and 
many die trying. Asked why he liked to 
climb, he said he loves the challenge, 
it keeps him very fi t and it gives him a 
real break from his work. Climbing to 
raise money is the icing on the cake. 
He explained: "I believe in the power of 
medical research and the possibility of 
discovering new treatments to improve 
the quality of life for people living with 
epilepsy. That's what motivates me!" 

Doctor Bouthillier’s goal in 2011 was to 
raise funds for epilepsy research and to 
increase awareness about the disorder. 
The recipient was the Canadian League 
Against Epilepsy (CLAE), an organization 
of medical and basic sciences 
professionals counting more than 125 
members, including physicians, basic 
scientists, nurses, neuropsychologists, 
neuroradiologists, students and other 
health professionals. He was able to 
raise $30,000 on this climb. The money 
is being used to fund grants for the 
two best epilepsy research proposals 
submitted this year, as judged by CLAE. 
The CLAE, the Canadian Epilepsy 
Alliance (CEA) and the CHUM (Centre 
hospitalier de l’Université de Montréal) 
are some of the groups that supported 
Dr. Bouthillier in this undertaking for 
epilepsy research. UCB Canada Inc. was 
the leading corporate sponsor of this 
ascension.

In August 2012, Dr. Bouthillier is 
planning to climb Mount Elbrus, 
Europe’s highest peak at 5,642 meters 
(18,505 feet). It is located in the western 
Caucasus Mountains, in Russia, near the 
border of Georgia. This time, he’s doing 
it just for the challenge; he explained 
that the risk isn’t great enough to warrant 
donations. We’ll let him be the judge 
of that! It’s also going to provide him 
with an opportunity to practice for his 
intended 2013 climb … Mount Everest 
– the world’s highest mountain, with a 
peak 8,848 metres (29,029 ft) above 
sea level. It is located in the Mahalangur 
section of the Himalayas and separates 
Nepal and Tibet. This climb will 
defi nitely warrant donations and the 
intended recipient is epilepsy research.

EA: 4. mY eeG came bacK with normaL 
readinGs; does that mean i don’t haVe 
ePiLePsY? 
No, it doesn’t; electroencephalograms (EGG), which 
measure electrical activity in the brain, are helpful 
but not foolproof. Moreover, they are often normal 
between seizures, although not necessarily. To 
date, there are no tests that can accurately predict 
whether or not you will continue to have seizures. 

Still, some people think that a normal EEG reading 
means they don’t need to be on medication or they 
don’t really have epilepsy. That’s not necessarily 
true; your doctor is the best judge of your medical 
needs, including what treatment you require. Try 
and be as self-aware as possible and time will tell 
whether or not you’ll have seizures in the future.

EA: 5. i’m not satisfied with mY druG 
theraPY; is surGerY aVaiLabLe and how 
do i Know if i’m a Good candidate for it? 
Maybe. If you and your doctor are not satisfi ed 
with your progress after trying (under a physician’s 
supervision) the different medications that are 
available, or if you have serious side effects, you 
may be a candidate for surgery. Doctors typically 
evaluate patients in a hospital setting for a week 
or longer, using continuous video-EEGs in order 
to characterize the type and frequency of seizures 
as well as the part of the brain where seizures are 
originating. The better the doctors can localize 
the source, the more likely it is that they will be 
able to correct the problem by, for example, 
removing a lesion from the brain (provided the 
area to be operated on is not responsible for any 
critical functions, such as language, sensation or 
movement). You will need to be referred to an 
epilepsy surgery centre – not all hospitals are 
equipped to handle brain surgery. You also need 
a neurosurgeon and surgical team specialized in 
epilepsy surgery. 

If the entire brain appears to be involved, your 
candidacy for surgery is questionable, although 
sometimes certain areas can be operated on and 
some measure of relief may be possible. A scar 
or benign tumour can, depending on its location, 
be removed and the results will usually be very 
positive. Still, because of surgery’s invasive nature, 
it is usually considered only after appropriate 
medications have failed or produced intolerable 
side effects.

EA: 6. what can i eXPect Post-surGerY 
(e.G., wiLL i stiLL reQuire medication)?
Usually, you’ll be asleep for the surgery so you’ll 
awaken in a special recovery area where you can 
be monitored carefully. You may need to spend 
the fi rst night in an intensive care unit. Your total 
hospital stay will usually be about three or four 
days. Although most postoperative swelling and 
pain resolve within a few weeks, you’ll likely only be 
able to return to work or school after about three 
months. You need to rest and relax for the fi rst few 
weeks and then gradually increase your activity. You 
aren’t likely to need rehabilitation as long as the 
surgery was completed without complications. 

Post-surgery, it has been reported that at least 
70% to 80% of patients have a marked reduction in 
seizures or seizure free.

EA: 7. if i haVe surGerY, wiLL i be eLiGibLe 
for a driVer’s License? 
After one year without seizures you should be 
able to drive. The requirements may vary based on 
where you live. Contact your provincial Ministry of 
Transportation for more information.

1. www./professionals.epilepsy.com/page/surgery_outlook.html

Post-surgery, it has been 
reported that at least 70% 
to 80% of patients have 
a marked reduction in 
seizures or seizure free.
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IMPACT OF EPILEPSY ON CANADIANS

“ since i was 
diagnosed with 
epilepsy more 
than 28 years 
ago, i have 
learned to cope 
with the many 
challenges of 
this disorder, 
including the 
debilitating 
effects of 
seizures and 
the feeling of 
isolation which 
comes as a result 
of stigma and 
discrimination,” 
says terri beaton, 
who lives in 
Victoria, b.c.

“ this survey, 
as well as 
connecting with 
my local epilepsy 
society, has given 
me a voice – 
a way to share 
my experiences 
with epilepsy, 
in the hopes of 
overcoming the 
obstacles faced 
by all those who 
are touched by 
it, including our 
family, friends 
and colleagues.”

 

IMPROVED ACCESS TO 
SPECIALIZED CARE AND 
SuPPORT SERVICES NEEDED 

The survey results also indicate that beginning at 
diagnosis and throughout their lives, Canadians 
living with epilepsy need improved access to 
specialized medical care. In fact, on average, 
respondents said it took nearly 3.5 years to be 
diagnosed with epilepsy, e.g., ≤6 months, 37%; 
≥6 months-1 yr, 12%; >1 yr – 5 yrs, 11%, >5 yrs, 11%; 
and an average of 9.8 months to be seen for the 
fi rst time by an epilepsy specialist. Raised as an 
issue by the epilepsy community in Canada, the 
wait time to undergo surgery continues to be 
lengthy, with over half (60 per cent) of respondents 
reporting an up to fi ve-year wait.  

“When it comes to regular or ongoing treatment, 
only 40 per cent of survey respondents said 
they routinely see their general practitioner 
(GP) or family doctor, whereas 68 per cent of 
respondents say they regularly see a specialist 
for their epilepsy. Of this 68 per cent, 53 per cent 
say they see a neurologist, 16 per cent say they 
see an epileptologist, fi ve per cent say they see a 
neurosurgeon and three per cent say they see a 
neuropsychologist.”

Further, the survey results identify that access to 
social services is lacking (44%). Social services and 
programs exist for people living with epilepsy, but 
there’s a good chance many people aren’t aware 
of them, and two-in-ten say such services aren’t 
available in their communities. 

The survey results also reveal the community’s 
perceptions on the subject of disability as it relates 
to epilepsy. Uncontrolled epilepsy should be 
classifi ed as a disability, according to 77 per cent 
of respondents. In line with the fi nding that more 
awareness is needed about government support 
programs, just under half of respondents (42 per 
cent) report that government disability programs 
are not available to them.

✗

✗ ✗

✗

✗

✗

✗

CANADIAN
SURVEY ✗

 

CANADIAN SuRVEY PROVIDES 
FRESh INSIGhT INTO TOP 
ChALLENGES OF LIVING 
WITh EPILEPSY

Earlier this year, results from a new survey titled 
The Impact of Epilepsy on Canadians were released, 
providing a candid glimpse into the disorder’s 
effect on adults living with epilepsy, and the 
challenges they contend with on regular basis.  

“We are grateful to the many Canadians from St. 
John’s to Victoria who shared their experiences 
living with epilepsy through this important survey,” 
says Gail Dempsey, President of the Canadian 
Epilepsy Alliance (CEA). “Their insights confi rm 
that many are still struggling to live well with 
epilepsy, and importantly, they point to where 
changes are needed most across the country to 
improve lives.”

 

RESTRICTED INDEPENDENCE, 
WORk BARRIERS AND 
DISCRIMINATION AMONG 
ThE TOP ChALLENGES

The top challenges identifi ed by the results of this 
fi rst-of-a-kind survey may not come as a surprise 
to those within the epilepsy community, but they 
clearly illustrate the barriers many face in their 
daily lives. 

“The number one challenge identifi ed by survey 
respondents, at 56 per cent, is the restricted 
independence caused by seizures. Canadians’ 
lack of awareness, the resulting stigma and 
social discrimination surrounding epilepsy, rank 
at number two-tied with the disorder’s impact 
on one’s social life identifi ed by 38 per cent of 
respondents. The third greatest challenge facing 
adults with epilepsy is maintaining employment 
at 31 per cent. In fact, half of respondents say their 
job choices are restricted, and 39 per cent believe 
they are unable to get a job if they disclose they 
have epilepsy.”

✗
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 tell my doctor about my latest seizure. (remember to bring your seizure diary!)

 tell my doctor about the following side effects i’ve been having: 

 talk to my doctor about all treatment options available to me:

  tell my doctor about my upcoming travel plans and get a note to carry with me stating 
my condition and the medications i take, as well as the name of an epilepsy specialist  
in the city i’m visiting.

  tell 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 about the following changes in 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)

TAkING ACTION AGAINST EPILEPSY
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Visit our website!  
find other helpful resources online at  
www.E-Action.ca.

✓

E-Action.ca

 
 
 
“In light of the survey findings, it is time for 
Canadians to take a stand in support of people 
living with epilepsy,” said Gail Dempsey, President 
of the Canadian Epilepsy Alliance (CEA). “Together, 
we must strive to eliminate stigma through greater 
public education; expect and demand the best 
specialized care and social support; and ensure 
better access to all safe and effective management 
options to help these Canadians take back control 
of their lives.”

For more information,  
visit www.epilepsymatters.com.

What can be done to improve  
the lives of people with epilepsy? 

•   All Canadians need to eliminate the stigma 
facing those living with epilepsy by  
supporting greater public education  
and awareness about the disorder 

•   All levels of government should ensure  
access to all safe and effective options  
for optimal seizure control

•   All Canadians living with epilepsy  
should expect and demand the best  
possible specialized care, treatment  
and social support

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Source: 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.

The survey was funded by UCB Canada Inc.; UCB aspires to be a patient-
centric global biopharmaceutical leader, transforming the lives of people 
living with severe diseases like epilepsy.

IMPACT OF EPILEPSY ON CANADIANS

✗

✗

77%✗
OF RESPONDENTS
THINK THAT UNCONTROLLED EPILEPSY 
SHOULD BE CLASSIFIED AS A DISABILITY



… and especially 
on the WEB! 

Epilepsy support is everywhere in 
Canada… no matter where you live

You just have to know where to look! Today there is a growing epilepsy 
community available to you that’s ready to share ideas, facts, epilepsy 
information, and advice. Besides E-Action magazine, whose mission is 
to bring you easy-to fi nd, up-to-date, important information twice a year, 
epilepsy support can come from a number of sources, including people 
living with epilepsy, neurologists, plus your school nurse and other 
healthcare providers.

And let’s not forget the Web! Each and every province in Canada 
has its own resources and websites, not to mention there are 
Canadian sites created for the whole country. 

Just visit www.E-Action.ca and click on the applicable links to locate 
coast-to-coast services in Canada ranging from counselling, education, 
advocacy and public awareness to employment help, children’s programs, 
support groups, special events and more.

Our new website is chock full of the 
facts you need to manage your epilepsy. 
In addition to archiving E-Action 
magazine, our goal for the website is 
to provide you with useful information 
about important epilepsy-related issues 
and try to help answer your questions 
in an easy-to-use online environment. 
We’ll also introduce you to people with 
epilepsy who are facing life’s challenges 
with perseverance and courage—stories 
that are bound to reassure, empower, 
and inspire you. And we’ll offer tips 
to help you deal with everything from 
understanding your condition to helping 
others understand it, too. We’ll also 
supply tools to help you communicate 
with your doctor to ensure you’re getting 
the best treatment available. 

And, perhaps most important of all, 
www.E-Action.ca will help you realize 
you’re not alone. There are literally 
millions of people in Canada and around 
the world successfully living their lives 
with epilepsy … and you can too.

DON’T PuT IT OFF ANOThER 
MINuTE. VISIT WWW.E-ACTION.CA  

TODAY!
WWW.E-ACTION.CA

Visit www.E-Action.ca to find 
local resources.
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