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Ask the expert:
Questions about epilepsy? 
Dr. Warren Blume proviDes  
ansWers to help you along 
the learning curve.

CASSIDY’S
DREAM
She helped her Canadian 
classmates understand  
epilepsy—and launched  
a global awareness event.

INsIDe:

The DO’s and 
DON’Ts of  
seizure first aid

“What I wish 
people knew 
about epilepsy”

Canine  
companions— 
Best friends 
for people with 
epilepsy
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ON THE COVER

13-year-old 
Nova Scotian, 
Cassidy Megan, 
founded Purple Day 
to raise epilepsy 
awareness.
Photo by Ian Spanier.

CONTENT

Dear reader, 

We don’t just live with epilepsy, we also share 
challenges and celebrate successes. So it is my 
great pleasure to introduce you to this fi rst issue 
of E-Action, the new magazine developed by UCB 
Canada Inc., intended to inspire you to do the 
same. According to Anne de Cassini, Managing 
Director, UCB Canada Inc., “UCB aspires to be a 
patient-centric global biopharmaceutical leader, 
transforming the lives of people living with severe 
diseases like epilepsy.” 

I’d also like to take this opportunity to tell you 
about the Canadian Epilepsy Alliance (CEA), 
a voice of Canadians with epilepsy from coast to 
coast across Canada.  We are dedicated to the 
promotion of independence, quality of life, and 
full community participation of people with and 
affected by epilepsy, through innovative support 
services, advocacy, education and 
public awareness.

The goals of E-Action are similar and complementary to the CEA: to introduce you to others in the 
epilepsy community and to provide you with useful information about important epilepsy-related issues. 
Throughout these pages, you’ll be introduced to people living with epilepsy, facing their lives with 
perseverance and courage. These stories are intended to reassure you, inspire you and give you strength. 
E-Action will also help answer your questions and provide tips and tools for working with your doctor.

This premier issue profi les Cassidy Megan, the teenage Nova Scotian who founded Purple Day—the 
global Day of Epilepsy AwarenessTM in 2008 (when she was only nine). It is a day created to raise 
awareness of and debunk myths about epilepsy, one of Canada’s most common neurological disorders. 
Purple Day is dedicated to promoting the understanding of epilepsy and empowering individuals with 
epilepsy to take action in their communities. When you read Cassidy’s story, we trust you will truly 
understand what a difference one person can make.  Cassidy believes, as do the members of the CEA 
and UCB, that providing the public with accurate information about epilepsy can change our world.

Whether you are living with epilepsy or caring for someone with epilepsy, we want to help you face the 
future with confi dence and resolve and to live a full, happy and rewarding life.

For even more information about epilepsy, please visit the newly launched website at 
www.E-Action.ca. To fi nd out more about the CEA and what the CEA is doing in your community, check 
out www.EpilepsyMatters.com or call 1-866-EPILEPSY. 

Wishing you 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 

Visit our website!  
stay up-to-date with the facts 
about living with epilepsy: 
at www.E-action.ca.

GUEST CONTRIBUTOR: GAIL DEMPSEY

GaIl DEMPSEY
president, 
canadian epilepsy alliance

Cassidy Megan presents fl owers to 
Queen Elizabeth II on behalf of the province of 

Nova Scotia during Her Majesty’s June 2010 
visit to the atlantic provinces.
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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.
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Hope for seizure 
control 
add-on treatment may reduce seizures

In Canada, approximately 50,000 people with epilepsy continue to have seizures despite having tried two or more antiepileptic 
drugs (AEDs).1 Due to the variations in types of epilepsy, there are many different medications. 

       Treatment with just one AED (monotherapy) is preferable but   
       sometimes more than one drug (polytherapy or adjunctive therapy) 
       is required.2 If monotherapy fails, adding a second or third AED, as   
       prescribed by your doctor, may result in better seizure control.3

your doctor is your best resource for information about your medications 

and treatments.  

is an ambulance 
necessary?
In assessing the need to call 911, a combination of factors 
must be considered. For example, if a seizure lasts more than 
5 minutes or recurs call 911. If a person is known to have 
epilepsy and the seizure pattern is uncomplicated and 
predictable, then 911 help may not be necessary.

Call 911 if:

•  A convulsive seizure lasts longer than fi ve minutes. 

•  Consciousness or regular breathing does not return after the seizure 
has ended. 

•  A seizure repeats without full recovery between seizures. 

•  Confusion after a seizure persists for more than one hour. 

•  A seizure occurs in water and there is any chance that the person has 
inhaled some. Inhaling water can cause heart or lung damage. 

•  It is a fi rst-time seizure, or the person is injured, pregnant or has 
diabetes. A person with diabetes may experience a seizure as a result 
of extremely high or low blood-sugar levels. 

•  If the person is injured in the seizure.

is an ambulance 
necessary?

Call 911 if:

In assessing the need to call 911, a combination of factors 
must be considered. For example, if a seizure lasts more than 
5 minutes or recurs call 911. If a person is known to have 
epilepsy and the seizure pattern is uncomplicated and 
predictable, then 911 help may not be necessary.

•  A convulsive seizure lasts longer than fi ve minutes. 

•  Consciousness or regular breathing does not return after the seizure 

•  A seizure repeats without full recovery between seizures. 

•

•

•

•

is an ambulance 
necessary?

Call 911 if:

FiRst aiD FoR seiZuRes

10 QuICK TIPS IN CaSE Of a SEIZuRE EMERGENCY4

Despite advances in our understanding about epilepsy, many 

people don’t know how to administer proper seizure fi rst aid. If you 

witness someone having a seizure, are you prepared to assist 

and provide support?  Learn the do’s and don’ts.

DO stay calm. Let the seizure take its course.

DO time the seizure. 

DO  protect the person from injury. If necessary, ease the person 

to the fl oor. Move hard or sharp objects out of the way. Place 

something soft under their head.  

DO  make the person as comfortable as possible. Loosen anything 

tight around the neck. Check for medical identifi cation.  

DON’T restrain the person.  

DON’T  put anything in their mouth. The person will not swallow 

his or her tongue.  

DON’T  give the person water, pills or food until the person 

is fully alert.  

DO  gently roll the person onto his or her side as the seizure 

subsides to allow saliva or other fl uids to drain away and keep 

the airway clear.  

DO  talk to the person reassuringly after the seizure. Wait until 

the person is re-oriented before leaving. The person may 

need to rest or sleep.  

DO  call 911 if the seizure continues longer than fi ve minutes.    

+

taking action against epilepsy™ www.e-action.ca

You may know Buddy Valastro from the hit reality 
TV show Cake Boss. Every week he and his team 
create extravagant edible art modeled after, say, the 
Bronx Zoo, Sesame Street or a full-scale racing car. 

But, in spring 2011, the chef’s biggest ambition was 
more far-reaching: baking to increase awareness 
and funds for people with epilepsy. In March 2011 
he hosted “Cupcakes with Buddy: Supporting 
Epilepsy Awareness” in hoboken, N.J. The sweet-
stravaganza brought in top bakeries from three 
states, and each one created a delectable array of 
purple cupcakes. 

“The event was spectacular!” says Valastro, who 
hosted the celebration at the W hotel. “Epilepsy is 
something that is near and dear to my heart since 
my niece has epilepsy. raising awareness means a 
lot to me and my family. I understand what families 
affected by epilepsy are going through and I’m 
thankful that there are organizations who we can 
partner with to make a difference.”

Epilepsy is far from a new cause for the Boss and 
his family. Valastro’s niece, Bartolina Faugno, 

began to have infantile seizures when she was six 
months old. Now 14 and seizure-free for nearly 
three years, Bartolina leads an active, average 
teenage life.

But her family has never forgotten how terrifi ed and 
helpless they felt when Bartolina’s seizures hit—
or when they ran into people who were ignorant 
about epilepsy. The proceeds from Cupcakes with 
Buddy, which was organized by the Anita Kaufmann 
Foundation, went toward funding education 
programs and materials, and for sessions at which 
individuals are trained, at no extra cost, to deliver 
fi rst aid to someone having a seizure.  

So what special cake did Valastro unveil at the 
event? “The cake I created was purple with a 
globe on it. Purple is the offi cial color symbolizing 
epilepsy and the globe represents the impact that 
this disorder has on people all around the world.” 
It was a sweet message for those in attendance. 
Like Buddy says: “If we all come together we can 
raise awareness and better the lives affected by 
epilepsy.”

CupCAKes AND CouRAGe
Superstar pastry chef Buddy Valastro has a sweet strategy for raising awareness

if we all 
come 
together 
we can raise 
awareness

1.  Burneo Jg, McLachlan rS. CMAJ 2005; 172 (9):1175-1177. doi: 10.1503/cmaj.045118, 
http://ecmaj.ca/content/172/9/1175.full

2.  Panayiotopoulos CP. A Clinical guide to Epileptic Syndromes and their Treatment. 
©Spring healthcare Ltd., 2010; chapter 7:187. 

3.  Panayiotopoulos CP. A Clinical guide to Epileptic Syndromes and their Treatment.   
©Spring healthcare Ltd., 2010;chapter 7:173. 

4.  Seizures and First Aid Epilepsy, © Edmonton Epilepsy Association, 2011 and 
www.Epilepsy.com

if monotherapy fails, 
adding a second or third 
aeD, as prescribed by your 
doctor, may result in better 
seizure control.3



History 
lesson
Some of the world’s most 
extraordinary and infl uential 
people are believed to have had 
epilepsy. Their success is proof 
that epilepsy doesn’t have to 
stand in the way of reaching 
your goals.

lEaDERS
Political and military fi gures alexander the 
Great, Julius Caesar and napoleon bonaparte 
are said to have had seizures. U.S. abolitionist 
Harriet tubman developed seizures around the 
age of 13 and went on to lead hundreds of people 
to freedom via the Underground railroad.

WRITERS
In Alice’s Adventures in Wonderland and 
Through the Looking glass, lewis Carroll 
was probably writing about his own seizures! 
Charles Dickens, author of classics such as 
A Christmas Carol and Oliver Twist, had seizures, 
as did several characters in his books.

aRTISTS
Vincent van Gogh is said to have had seizures at 
the time he created masterpieces such as Starry 
Night. Likewise, it is believed that renowned 
composers Handel, tchaikovsky, 
and beethoven suffered from seizures 
caused by epilepsy.

—gretchen roberts 
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not just for 
the vision 
and hearing 
impaired”
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best Friends
CaNINES aS COMPaNIONS KEEPING 
PEOPlE OuT Of HaRM’S WaY

Since 1983, the lives of more than 
1,700 men, women and children have 
been enriched with newfound freedom 
and independence by the services of 
the specially trained guide dogs from 
the Lions Foundation of Canada.* It 
may surprise you to learn that these 
canine companions are available not 
just for the vision and hearing impaired, 
but for individuals with epilepsy, as well.

Seizure response dogs can’t predict seizures but are trained 
to react to their owners’ physical cues (such as falling, 
convulsions, etc.) and to get attention by barking. No one 
really knows how or why some dogs seem to have this ability—
whether they react to a chemical or physical change in the 
person before an epileptic episode or if it’s something else 
entirely. Whatever the reason, these dogs are invaluable and 
more than just friends!

For more information, visit www.dogguides.com or 
call 1-800-768-3030.
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*  N. Moncur of Lions Foundation of Canada/Dog guides Canada
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Hit the books!  
Bookworms of all 
ages will love these 
stories featuring 
epilepsy awareness. 

Mommy, I Feel Funny! 
Diagnosed with epilepsy at age two, writer Danielle rocheford 
draws on her childhood to tell the story of Nel, a little girl 
learning about epilepsy in the days after her fi rst seizure. 
“Mommy, I feel funny!” is kiddie code for when she sensed an 
aura or seizure. (Children, ages 4–8.)

Trick or Treat or Trouble  
What’s scarier—exploring a ghoulish haunted house or talking 
about epilepsy with your fi fth-grade friends? This lively 
halloween adventure offers concrete information about 
epilepsy for kids. (Adventure, ages 9–12.) 

The Curse of Captain LaFoote   
Fifteen-year-old ricky Bradshaw has epilepsy—and the blues—
until he suddenly goes from channel surfi ng to battling pirates 
and hunting for treasure. Author Eddie Jones will donate a 
portion of the proceeds from this swashbuckling adventure 
to the Epilepsy Foundation. (Adventure, ages 12–17.) 

Available online at www.amazon.ca, www.amazon.com and other resources.

elevate your  
awareness! 
accurately evaluating the 
effi cacy of your meds is now 
as easy as going online.

If you’re looking for an effi cient tool to help you improve your 
awareness and record your seizure activity, look no further. 
SeizureTracker.com® helps you keep track of your medications 
and your seizures so that you can share this information with 
your doctor quickly and effi ciently on an ongoing basis. A free, 
new online tracking system, SeizureTracker.com® generates 
reports, complete with corresponding graphs that can be 
easily shared with your doctor to discuss your treatments. Just 
register at www.seizuretracker.com, then log your seizures 
as they occur onto the easy-to-use, web-based forms and 
input your meds and their dosages. You’ll receive graphic 
results and concise reports listing seizure events, medication 
dosages, daily notes and more that you can bring to your 
doctor. The site also provides various downloadable forms 
that you can print for use when you don’t have access to 
a computer. 



true tails THREE PEOPlE WITH EPIlEPSY SHaRE STORIES 
aBOuT THEIR fOuR-lEGGED BffS.

she helped her Canadian 
classmates understand 
epilepsy—and launched a 
global awareness event. 

“I used to feel like I was the only 
kid with epilepsy,” says 13-year-
old Cassidy Megan. after she was 
diagnosed with complex-partial 
seizures at age seven, Cassidy 
asked her parents not to tell 
anyone. “She was afraid that her 
friends would make fun of her,” 
says her mother, angela.

to ease her daughter’s fears, angela 
asked the epilepsy association of nova 
scotia to speak to cassidy’s second-
grade class. cassidy saw how genuinely 
curious her friends were and decided 
that her mother and teacher could tell 
the class about her condition. and when 
cassidy learned that there wasn’t a 
designated epilepsy awareness day, she 
asked her principal if her school could 
have one. purple Day was born.

the fi rst purple Day, on march 26, 
2008, involved cassidy’s school as 
well as a handful of other schools and 
organizations in canada. it also had 
star power: paul shaffer, the canadian-
born musical director of the late show 
with David letterman, wore a purple 
tie on the air after cassidy wrote him a 
letter. three years later, purple Day 2011 
was celebrated in almost 50 countries 
and involved hundreds of thousands 
students. supporters donned purple 
and sold thousands of purple cupcakes. 
even niagara falls was lit up in purple. 
and the event is slated to get bigger 
and better every year!

TaKING aCTION aGaINST EPIlEPSY
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Visit our website!  
learn how you can get 
involved in purple Day 2012 
at www.purpleday.org.

Mandiye W. was diagnosed with 

epilepsy in 2003. She adopted 

her black labrador, Medic, for 

companionship, but found that 

he could recognize her seizures. “I once had a 

seizure in a store, and no one came when he 

started barking,” Mandiye says. “he eventually 

jumped up on the customer service desk and 

kept barking until they fi gured it out. Medic has 

helped me keep my independence.”

Rachel W., 10, was diagnosed 

with epilepsy at age fi ve and 

has a golden retriever named 

Cappi. “I sleep much better at 

night knowing Cappi is here to let us know if 

something happens,” says rachel’s mother, 

Michele. “Because she has Cappi, I will let 

rachel walk to school without me when she’s 

old enough. rachel has a list of things she 

might want to do when she grows up, and one 

of them is to train dogs like Cappi.”

Rick s. was diagnosed with 

epilepsy in 1992. he’s had his 

black labrador, Sawyer, for 

almost fi ve years, since before his 

nocturnal seizures were under control. Sawyer 

has had no training, but one night rick woke up 

to fi nd Sawyer in bed with him, lying across his 

waist. “I’ve hurt myself many times falling out of 

bed, so if I’d known Sawyer could help, I would 

have gotten him sooner. I’ve had my own home 

for three years, and with Sawyer here, I feel safe 

for the fi rst time in my life.”

true tails THREE PEOPlE WITH EPIlEPSY SHaRE STORIES 

Cassidy’s
purple 
powerTh
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PuRPlE RulES! 
Cassidy’s mom told her that lavender (which, in some cultures, symbolizes isolation and solitude) is the 
internationally recognized colour associated with epilepsy and seizures, so she picked purple to mark the 
day. It also happens to be one of her favourite colours! In just a few short years, Cassidy has come a long 
way from that frightened little girl who didn’t want to talk about her condition. She’s learned that most of 
her peers, when they find out about her epilepsy, are surprised, fascinated, caring and supportive. And, 
“Best of all, they then just go on acting normally around me.” She’s pleased that epilepsy has helped 
shape her into a stronger person and introduced her to literally thousands of people around the world, 
among whom she counts numerous good friends. “Just check out my page on Facebook and Twitter!” 

Angela is justifiably proud of her daughter’s strength and perseverance and is motivated by her every day, 
saying, “She’s an inspiration to me. She had this amazing idea when she was only nine. It proves that you 
can make a difference no matter what age you are.” 

“I want to teach people about epilepsy so if they have a friend who has a seizure, they know what to do,” 
Cassidy says. That’s what Purple Day is all about: making sure people know about the condition and how to 
handle it. Cassidy is looking forward to Purple Day 2012 and wants to be sure that anyone who’s interested 
goes to the Purple Day website (www.purpleday.org) to find out about events in their area. “It’s easy to get 
involved—participants can wear purple or host a Purple Day fundraising event in their home, school or 
business.” 

When asked if she has any advice for other kids with epilepsy, Cassidy said, “I’d tell them not to be  
afraid and to talk about it as much as they can. They should contact local agencies for information and 
remember that they can do anything they want, that nothing can stop them. And I’d tell them that they 
should follow their dreams.” In addition to being the founder of Purple Day and a proud spokesperson  
for the Epilepsy Association of Nova Scotia and kids with epilepsy, Cassidy is a very busy teen. She’s an avid 
cheerleader, makes pottery, paints, and has even appeared in a number of commercials and played the 
lead in a movie featured in the Atlantic Film Festival. When she grows up, Cassidy wants to be an actress 
or an artist or maybe even a hairdresser and she wants to keep working on Purple Day. She’s grateful to 
the many people who have helped her spread her message and the word about Purple Day, including “my 
mom, my family and friends, my teachers and doctors, as well as ambassadors around the world and my 
partners Deirdre and the Epilepsy Association of Nova Scotia, the Canadian Epilepsy Alliance and the Anita 
Kaufmann Foundation, and all the groups from all over the world. I also want to thank UCB Canada Inc. for 
all their help and support.”

50 MIllION PEOPlE HaVE EPIlEPSY
Cassidy couldn’t have been more wrong about being the only kid in the world with 
epilepsy! The condition affects about 300,000 people in Canada1 and 50 million people 
worldwide—more than multiple sclerosis, cerebral palsy, muscular dystrophy, and 
Parkinson's disease combined.2 It’s the second most common neurological disorder 
after migraine.3 Yet, despite its prevalence, epilepsy is not well understood and 
people with epilepsy continue to face discrimination. Cassidy’s brainchild is dedicated 
to changing all that. Purple Day for Epilepsy is helping to reduce the stigma while 
empowering individuals with epilepsy to take action in their communities. Observed in 
almost 50 countries around the world,4 from the United States to Croatia, Kenya, Egypt, 
Israel, the Philippines and even down under, Purple Day is supported by 24 epilepsy 
education agencies in Canada alone (which together comprise the Canadian Epilepsy 
Alliance).5 In three short years, Purple Day has become a global campaign, celebrated 
each March 26. It’s going a long way in helping to demystify epilepsy—a major step 
toward improving the quality of life of individuals who live with it.

When asked about why she started Purple Day, Cassidy said, “I asked my mom why there 
wasn’t a day for epilepsy like there is for cancer and St. Patrick’s Day and she said she 
wasn’t sure. So I said I wanted to have a day in which everyone wore purple and call it 
Purple Day. I’d start with my family and friends and school and then get it to go all over 
the world. So my mom and I talked to my principal to see if we could do something at 
my school. We decided to ask the Epilepsy Association of Nova Scotia to come down 
and do a presentation about epilepsy and the importance of epilepsy awareness. The 
day that worked best for my school was March 26th. So we decided that would be the 
day and we’d celebrate Purple Day  on that day every year to make it easy to remember. 
I wrote letters and emailed all the Members of Parliament in Canada and all the MLAs 
and councillors of Nova Scotia and asked for their help. I even called the Prime Minister 
but I didn’t get to talk to him. Mom and I called and emailed all kinds of schools and 
businesses and got them to support Purple Day, too. And now my dream of seeing 
Purple Day go around the world is coming true. I’m so happy because now people 
everywhere won’t feel alone and will learn more about epilepsy. I am thankful I have so 
many people helping now too because that’s what’s making it get bigger each year.”

the condition 
affects about 
300,000  
people in  
Canada

Purple Day is March 26: Mark the  
Date and Get Involved!  Not sure what  
to do (besides wearing purple!) on Purple Day? 
Check out www.purpleday.org/ideas.php for ideas.

Purple Day  
is March 26. 

Mark the date  
and get 

involved!

Purple Day Gala 2011
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1. http://www.epilepsy.ca/App_UserFiles/pdfs/Epilepsy_Answers2011.pdf
2. http://epilepsy.cc/index.php?option=com_content&view=article&id=49&Itemid=49
3. www.epilepsymatters.com/english/faqexplaining.html#causes
4. www.purpleday.org
5. Personal communication with Deirdre Floyd, Chair of Purple Day.
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Some forms of childhood epilepsy may 
diminish or disappear by adulthood. In 
these circumstances, medications may 
be slowly withdrawn and discontinued 
under a neurologist’s supervision.  

EA: 6. is surgery availaBle to 
treat or cure epilepsy?
There is currently no cure for epilepsy. 
Antiepileptic drugs help stop abnormal 
brain cell discharges and limit the spread 
of seizure activity in the brain. While 
patients can achieve a variety of levels of 
seizure control with these medications, 
some may require different therapies. 

Over the last several years, there have 
been a lot of technical advances that 
help make surgery for epilepsy easier 
to accomplish. These include a variety 
of state-of-the-art equipment such as 
magnetic resonance imaging (MrI) 
machines and electroencephalograms 
(EEg) that help neurologists and 
epileptologists pinpoint exactly 
where in the brain surgeons need to 
operate. These advances, together with 
improvements in surgical techniques, 
have increased the safety and efficacy of 
operations for the treatment of epilepsy. 

right now, patients with generalized 
seizures without a focal onset are not 
candidates for surgery. In patients  
with an identified seizure focus, the 
success rate of surgery can be as high 
as 80%. Success is defined as being 
seizure-free for five years after surgery 
with some patients experiencing 
occasional auras and some still taking 
reduced antiepileptic medication. 

EA: 7. can seizures result from 
environmental causes such 
as louD noises, stress or 
flickering lights?
Factors that most commonly bring on 
seizures are stress and lack of sleep. 

Lesser triggers are fever, alcohol 
withdrawal or flashing lights. 

Sensitivity to flashing or flickering lights, 
be it from a strobe or even from the 
television, is known as photosensitivity. 
Although photosensitivity is quite 
common, flickering lights can 
trigger seizures in those with 
photosensitive epilepsy. When given 
an electroencephalogram (EEg), the 
majority of such patients will show 
epilepsy-like brain discharges when 
exposed to these lights.

EA: 8. BesiDes taking meDication, 
can i Do anything to avoiD 
seizures?
Treatment for seizures is normally 
antiepileptic medication, which does 
not cure but usually does help control 
seizure activity. 

Brain surgery is performed in a small 
percentage of patients with epilepsy, 
but is still quite rare. In some areas, the 
Ketogenic Diet—an extreme high-fat 
diet that may be extremely difficult to 
follow—is used to treat a small number 
of children with stubborn epilepsy that 
does not respond to standard treatment. 
Maintaining this diet requires a great deal 
of commitment on the part of parents 
and physicians as well as the help of a 
very knowledgeable dietitian. While not 
always successful, the Ketogenic Diet 
has been shown to achieve significant 
reductions in intensity and frequency of 
seizures for many children who follow 
it. The diet is not currently considered 
helpful for adults. 

Unconventional or non-medical therapies 
that focus on the body, mind and spirit 
have not yet been well researched for 
epilepsy. Some people believe their 
epilepsy—or at least their quality of 
life—is improved by relaxation, yoga, 

acupuncture, aromatherapy, biofeedback, 
nutrition or behaviour therapy. 

In addition, leading a healthy lifestyle to 
avoid a second illness is recommended. 
For example, maintain a healthy weight, 
do not smoke, do what you can to reduce 
stress, and try to get enough sleep. 

EA: 9. can i Die from epilepsy?
The overall life expectancy of people 
who have epilepsy is the same as for 
anybody else if they are otherwise in 
good health. Some people whose 
epilepsy is caused by stroke, brain 
tumour or other serious health issues 
may die sooner from those conditions. 
There is a small danger of suffocation or 
aspiration (i.e., breathing food into the 
airway), which may be more common if 
an epileptic seizure follows the eating of 
a large meal.

EA: 10. can i Drive?
having epilepsy does not automatically 
disqualify you from driving, but this 
is a complex legal issue between the 
patient and the provincial government. 
Legal driving depends upon many 
factors: seizure freedom, good previous 
driving record and full disclosure to the 
provincial government of any seizure 
or medication change. Physicians 
help supply the government with this 
information.

Getting 
Answers 

an epilepsy Q & a featuring  
advice from the experts

everyone with epilepsy has questions about diagnosis, treatment and other medical and non-
medical issues. Whether you have been living with epilepsy for years or were only recently diagnosed, 
there may be things you simply don’t know as well as information that could help you manage your 
condition or get more effective therapy. 

each issue of E-Action will feature a column to address common questions and concerns. in this, 
our premier issue, Dr. Warren blume, professor emeritus of neurology at the university of Western 
ontario, provides answers to help you along the learning curve.

WaRREN BluME, 
MD, CM

professor emeritus 
of neurology, 
university  
of Western ontario

EA: 1. What causes epilepsy? 
Epilepsy is a neurological condition (i.e., affecting 
the brain and nervous system) characterized by 
sudden, brief changes in the brain that occur in 
response to an abnormal electrical discharge 
from certain brain cells. These episodes are called 
epileptic seizures and are similar to a thunderstorm 
in the brain. The disorder can affect anyone at any 
age. While in the majority of cases the cause is 
unknown, any disease affecting the brain can bring 
about epileptic seizures, including brain tumours or 
other structural brain damage, stroke, severe head 
injury, some types of poison, or infection.  

EA: 2. is it hereDitary?
In most cases, epilepsy is not inherited. In fact, the 
incidence of epilepsy in children whose parents 
have epilepsy is only about 3%. If you have epilepsy, 
it is normal for you to fear that your children will 
have it too, but the risk is really low and having 
epilepsy should not keep you from having children 
if you want them. 

EA: 3. Do seizures affect the Whole 
Brain or only a particular area  
of the Brain?
Although the term epilepsy encompasses any 
type of seizure disorder, the condition is basically 
classified into either focal or generalized seizures. 
Focal (or partial) seizures begin in one place in the 
brain (called the seizure focus) and may spread to 
other parts of the brain. Depending on where they 

start and which parts of the brain are involved, focal 
seizures may alter awareness. Those that display 
impaired awareness are called complex partial 
seizures. generalized seizures are more spread 
out and can affect different systems of the brain. In 
these types, abnormal excessive electrical charges 
suddenly occur on both sides of the brain at the 
same time, with no apparent focal point of onset or 
warning. generalized seizures alter awareness and 
can result in stiffening or jerking of the arms, legs 
and/or body. 

EA: 4. hoW long Do seizures  
usually last anD Do they have lasting 
effects on the Brain? 
Absence of seizures are brief, lasting about four to 
10 seconds, and start and stop suddenly. however, 
most seizures last one to three minutes. Those 
lasting less than five to 10 minutes do not usually 
cause brain damage or injury. But prolonged 
seizures of more than 10 to 20 minutes can 
possibly impair brain function. Some people may 
have difficulty with memory and other intellectual 
functions after a seizure, but this does not 
necessarily mean the brain has been permanently 
damaged. These types of problems could be 
caused by transient after-effects of the seizure on 
the brain, by the effects of seizure medication,  
or both.  

EA: 5. can i outgroW epilepsy?
Epilepsy is not necessarily a lifelong disorder. 

leading a healthy 
lifestyle to avoid a 
second illness is 
recommended.

epilepsy  
can affect 
anyone at  
any age”

taking action against epilepsy™ www.e-action.ca
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carie Ward, age 26
A g e  At  d i A g n o s i s :   16  
t y p e o f e p i l e p s y: juvenile myoclonic 
epilepsy (JMe)

“So many people I’ve met think their seizures can't 
be managed and do not have hope for a good 
quality of life, but they absolutely can,” says Carie 
Ward, who is now a model patient when it comes 
to sticking with her treatment program. “But you’ve 
got to stay on your medication.”

Ward hasn’t always been so compliant. Indeed, 
it took a car accident for her to finally admit to 
herself that being careless about taking her 
epilepsy medication was far too dangerous. Ward 
was an athlete when she had her first tonic-
clonic seizure at 16. Along with the diagnosis of 
juvenile myoclonic epilepsy came a prescription 
for an antiepileptic medication. And then came 
a 16-kilogram weight gain over five months. The 
prom dress that Ward and her mother had so 
carefully selected a week before her first seizure 
hung in her closet unused, and another was hastily 
bought. “I tried eating less and exercising more, but 
nothing kept the weight off,” she says. “I hated how 
everything seemed out of my control.” So Ward 
started skipping doses of her medication. After 
her doctor saw how much she was struggling, he 
suggested that she try another drug, which made 
her feel like herself again. She lost the extra weight 
and, in fact, felt so good that she convinced herself 
she’d never have another seizure. “As long as  
I wasn’t having seizures, I figured I didn’t need 

my medication,” says Ward, who again began 
“forgetting” to take prescribed doses.

And then it happened. As she was getting in her car 
at midnight after babysitting, her arm gave a telltale 
jerk. “I absolutely knew what that was—it was just 
like the twitches I had for six months before my first 
seizure—but I totally dismissed it,” Ward admits. 
She lost consciousness. her red Firebird rolled 
down a hill before crashing into a utility pole. Panic 
set in when she realized she’d had a seizure. “This 
is real. I do have epilepsy, and I could have died 
or killed someone,” Ward recalls thinking as she 
sobbed in her parents’ arms after the accident.

After her frightening wake-up call, Ward considers 
herself lucky. “If taking a pill every day will stop me 
from having seizures, then okay, I can do that,” she 
says, adding that people experiencing side effects 
should discuss them with their doctor. “You’ve got 
to challenge yourself and your doctor to find the 
right medication, then stick to it.”

“ What I wish people knew 
About epIlepsy”

The young people profiled on these pages have learned valuable lessons from the 
obstacles posed by living with epilepsy. Here, they share their stories of hope—and 
hardship—and the wish that everyone with epilepsy can pursue their dreams.

so many 
people i’ve 
met think 
their seizures 
can't be 
managed 
and do not 
have hope 
for a good 
quality of 
life, but they 
absolutely 
can

taking action against epilepsy™ www.e-action.ca

tips for Managing your epilepsy
• Understand the importance of compliance;

•  Work with your doctor or health-care provider to find the 
right modification for you;

•  Learn how to manage the side effects you are experiencing 
as all drugs affect people differently.
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Philip gattone, a computer-engineering student, has always dreamed big. his latest career goal: to one 
day use computers and technology to better understand and treat epilepsy. As a fourth-grader, though, 
his big dream was one that his parents, fearful for their son’s safety, tried to shut down. “I want to play 
football,” gattone told them.

“No way!” responded Mom and Dad, 
who had been struggling with their son’s 
epilepsy for five years. gattone had his 
first epileptic seizure at age four, which 
escalated to as many as 200 a day by age 
six. he had also undergone two surgeries 
and had trouble with writing, reading 
and comprehension. But it was precisely 
because gattone felt so different that he 
wanted to play. he recalls being teased 
and shunned in the school cafeteria. 
“I wanted that team spirit. I wanted to 
belong,” he says.

gattone was relentless in his pleas to 
play football, so his parents asked his 
neurologist whether risking a head injury 
was out of the question. When the doctor 
pronounced gattone’s head “as hard as 
any out there,” they relented—up to a 
point. Their son could suit up and work 
out with the team, but not play. Although 
gattone was thrilled to have a chance 
to be a regular kid, the first year on the 
team was rough. The extra weight he 
carried, due to his taking an anti-seizure 
drug, made him slow. “I was always the 
last one to finish running a sprint or 
finish working out,” he says.    

But instead of quitting, he worked out 
five days a week while his teammates did 
the required three workouts. “I was

looked down upon by other kids so much at school that I didn’t want 
to be last in football too,” he says. he also vowed to be proud of his 
grades, so he paid better attention in class and put more effort into his 
schoolwork. 

By fifth grade, he was playing in football games. “I owe a lot to my 
coaches, who pushed me to excel, and to my parents, who were always 
there with support and encouragement,” even though they wished he 
had chosen a different sport, says gattone. In his senior year of high 
school—when he was starting defensive tackle—gattone’s coaches 

chose him as one of the team’s captains. And the kid who had struggled to write a sentence in second 
grade was now a proud member of the National honor Society.

“Set your standards higher than people expect of you,” advises gattone. “That way, if you fall short of your 
goal, you will still have surpassed others’ expectations. And if you initially fail, keep trying and eventually 
you’ll be able to accomplish whatever you set your mind to doing.”

—Anita Slomsky

Friends had always used words like “mellow,” “funny” and “even-tempered” to describe DJ and musician 
Kristy rastle, who was voted one of her city’s best nightclub DJs by a local magazine two years running. 
rastle did everything with gusto and was living the life of music she had imagined since she was a child 
playing the accordion—and the trumpet, bass guitar and French horn. She had a new house, and she loved 
her public persona as a “mini rock star.”

But rastle’s easygoing ways seemed to all but disappear when she started taking an anti-seizure drug 
after having her first tonic-clonic seizure at age 26. “The depression hit almost immediately after I started 
on the medication,* and I would alternate between curling up in a ball on the floor sobbing and having 
fits of absolute rage that once caused me to heave an oak dresser through a wall,” she says. Even on the 
medication, she was having two to 10 partial seizures a day, along with numerous unpleasant side effects. 

Meanwhile, the work she loved was also becoming difficult. Not only did rastle not remember the songs 
critical to doing her job, she also found herself getting mad at club patrons and co-workers for no reason. 
She got in touch with her family doctor who wrote a prescription for a different drug and referred her to an 
epileptologist (epilepsy specialist).  Once she was on the new drug, rastle’s depression lifted completely 
and, to make things even better, her new doctor took the time to involve her in making decisions about her 
medications and treatment. rastle’s advice:  “If the doctor you have doesn’t seem to really understand how 
to partner with you, take control. Find a doctor who you trust will try to find the best treatment for you. Your 
responsibility is to be honest with your doctor and with yourself. If you can’t communicate your needs, bring 
someone with you who can.”

rastle is no longer a DJ, as the job wouldn’t let her have the regular hours she tries to keep. But she doesn’t 
feel slowed down by epilepsy. She’s now the owner of a café. her advice: “You can either go where epilepsy 
takes you, or you can grab it by the horns and take it where you want to go.”

Living with Epilepsy™

Be Inspired  for more stories,  
look out for E-Action’s next issue  
coming fall/Winter 2012.

philip gattone, age 24
A g e  At  d i A g n o s i s : 4  
t y p e o f e p i l e p s y: complex partial  
seizures that secondarily generalize 
and absence seizures

kristy rastle, age 38
A g e  At  d i A g n o s i s : 26  
t y p e o f e p i l e p s y: complex partial  
seizures that secondarily generalize

www.e-action.ca

*  Correlation does not 
signify causation; other 
lifestyle changes may 
have been a factor.



 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 TaKING aCTION aGaINST EPIlEPSY
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bone up
If you think osteoporosis (loss of bone 
density) strikes women only, think 
again. It affects both men and women 
of all ages with epilepsy.  

What’s the connection? Low bone 
density is a side effect of some 
enzyme-inducing anti-epileptic drugs, 
which cause the body to metabolize 
certain nutrients too quickly, including 
bone-building vitamin D. To protect 
your bones:

•  Consider a bone-density scan. Anyone 
who is taking or has taken an enzyme-
inducing drug should consider having 
a bone-density test, especially people 
with a family history of osteoporosis. 
Because there is growing evidence 
that children may also be affected, 
kids should be tested too. Depending 
on the results, you may need to be 
screened every couple of years.

•  Check your vitamin D and calcium 
levels. A blood test can determine 

if you lack these nutrients. If you do, 
ask your doctor about supplements 
and about adding dairy products and 
fortified orange juice to your diet. 

•  Don’t smoke, and avoid alcohol. Both 
are linked to low bone density and 
fractures. 

•  Be active. Weight-bearing exercise 
such as walking, dancing and tennis 
helps keep bones strong. Just check 
with your doctor before you start any 
fitness routine. 

*  As with any medical condition, it’s important to 
speak to your doctor about whether you should 
consider tests or changes to your lifestyle or  
treatment program.

Source: http://www.nos.org.uk/NetCommunity/
Document.doc?id=392

epilepsy 
Myths 
WE’VE SEPaRaTED faCT 
fROM fICTION WHEN IT 
COMES TO EPIlEPSY.

MYTH #1: if i don’t have epilepsy by 
age 18, it’s not a concern for me.
The facts: While about 75% of 
people with epilepsy do have their 
first seizure before age 18, epilepsy 
can begin at any age including those 
over age 65.1

MYTH #2: people with epilepsy 
can't work.
The facts: People with epilepsy are 
as intelligent and capable of working 
as the rest of us. While some may 
have severe seizures that interfere 
with their ability to work full-time, 
many have challenging careers and 
are able to achieve great success.2

MYTH #3: epilepsy is caused by 
diseases at birth.
The facts: In the majority of cases, 
no one knows the reason. For the 
remainder, a head injury, lack of 
oxygen during birth, a brain tumour, 
or a genetic condition could be the 
cause.3

MYTH #4: exercise is dangerous  
for those with epilepsy.
The facts: Physical fitness is always a 
good thing. But before you start a new 
exercise program, discuss it with your 
doctor.4 

STaY-STRONG STRaTEGIES fOR  
MEN aND WOMEN WITH EPIlEPSY*

DID YOu 
KNOW?

Visit our website!  
find other helpful resources online at  
www.E-action.ca.
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1. Epilepsy Facts  http://www.epilepsy.ca/ 
en-CA/Facts/Epilepsy-Facts.html

2. http://www.epilepsy.ca/en-CA/Facts/
Epilepsy-Facts.html

3. http://www.epilepsymatters.com/english/
faqexplaining.html#causes (epilepsy 
alliance)

4. http://www.bcepilepsy.com/_pvw938F74FF/
files/PDF/Information_Sheets/Men_and_
Epilepsy.pdf



… 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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