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A Purple Haunted House!
The Butchike family, with Joviah and her brothers, 
were part of a special CBC news piece, on October 30, 
2020, about a spooktakular purple haunted house at 
the EEA office, on 11215 Groat Road.  The special 
display invited visitors to discover great and famous 
people who live with epilepsy. Read more on page 4.
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MESSAGE FROM 
THE PRESIDENT

As the seasons change so do we!

The EEA has been adapting and learning new ways to connect with our members and our sponsors as we 
continue to social distance.  The board has been busy with building our strategic plan, reviewing fundraising 
initiatives and reaching out to numerous community members, as we explore ways to help and support those 
living with epilepsy. 

The new Purple Pumpkin and purple “haunted” house activity was a fun way to connect with kids and families 
this Halloween. If you missed our special appearance on CBC news highlighting the EEA, checkout the link on 
our website. We were also able to highlight photo sensitive epilepsy as a potential trigger for some people with 
epilepsy. The introduction to the CBC piece on TV added a special emphasis on the inclusive nature of the 
display, which is a special trait we are very proud of, at the EEA.  Halloween can be scary, but people do not 
need to be afraid of people having a seizure, they just need to help them. This new event was made possible 
by the creativity and work of our volunteers and the EEA office team, well done and a big thank you! 

Our wine-tree raffle is off to a great start! Our supporters have been sharing the opportunity with their social 
networks with lots of interest. This fun raffle is creating awareness that the EEA is here while helping to support 
our financial needs. If you have not yet had a chance to share this opportunity or to buy a ticket yourself, don’t 
wait too long - 84% of the tickets are sold already! 

Fundraising has been challenging this is year, but we are excited to try new opportunities with grant requests 
and utilizing government support programs currently available, but we still need support. The Board has 
approved several initiatives for the remainder of 2020 that will take us into 2021. We can always use some 
support, so if you know of any sources we have yet to tap into, please do not hesitate to contact the office.  If 
you can donate to us as a part of your holiday giving this year, you can contact us at 
info@edmontonepilepsy.org , call us at 780-488-9600 and we can share the details. Or if you prefer, check our 
website for the CanadaHelps Donate button, as well as a PayPal donation link. You can advocate for us by 
sharing our mission with a family member or friend. Even a quick mention on your social media would mean 
the world to us.

A big thank you to our EEA team, Valeria and Sharon and of course to our core team of volunteers, Cam, Julia, 
Virginia, Cheryl, Rob, Irene, Sunny, Todd and Joy, Michelle and Kris and so many others, for your continued 
commitment and dedication during COVID-19. There are lots of things constantly changing, and we’re all 
learning how to live our daily lives differently but, you have been unwavering with your commitment to the EEA. 
We appreciate you so much. Your efforts give us hope and bring light during these times of uncertainty. 

With the festive season approaching we will be looking for new ways to connect as we celebrate together while 
apart. It’s been a year of trying new things, from planting a garden to participating in living room yoga classes. I 
am hoping a new year will continue to inspire you to try new things that bring you joy.
May the holiday season bring you special moments and happy memories. Keeping all of you in our hearts this 
holiday season, and always! 

Colleen Matvichuk 
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Photo by Martin Sanchez

FROM MY DESK
This month, as we approach my favourite holiday season, I want to reflect on the driving force of 
meaningfulness and the importance of words.

In these difficult times of confusion, health dangers at every corner, and while bombarded by 
overwhelming amounts of information, disinformation, opinions disguised as truths and so many 
conflicting forces, it is no wonder people's mental health states are being put to the test! And this 
is so much more evident for members of the EEA and anyone who lives with the realities of 
epilepsy.

During the last weekend in September, the Board of Directors met for their annual retreat session. 
Everyone was focused and brought to the table their best ideas and the wisdom in the room was 
palpable.

The key goal for the day was to draft a vision statement, values and key strategic goals for the 
association, in the next three years. No small feat - let me tell you! We ended up drafting a 
document for each of these and have been revising the words and what they mean to us ever 
since, in subsequent meetings.

The task of focusing on meaningful words to capture the essence of 
what the association represents and whom its members are, 
was a fruitful one. While vision and mission statements will be shared 
in draft format at the upcoming AGM, on February 25, the selection of 
core values were a more direct choice by the board. 

These are the top values selected by the Board:

Empowerment - Compassion - Respect - Dedication - Integrity

I personally find the first two values to truly represent the core of what we do at the EEA.  

We welcome members and their families, we listen to their shared experiences, we establish 
connections and find solutions, often tailored to their unique situations. We research answers if we 
do not have them at the ready, we offer hope and always take the time to pause and think things 
over.

In these days of confusion and isolation, knowing there is an answer or a call back from our office, 
to pretty much any questions you may have, is sometimes support enough.  And this constitutes 
the meaning of this association, the reason why we build community, we stick together, we create 
ways to spread the right information and knowledge about epilepsy and appreciate the 
contributions of everyone who calls to us to help out. And we find meaning together, in giving 
when we can. Caring from the heart.

It is a privilege to be part of our community!

May the holiday season find you in a serene place and bring you health, peace and the time to 
share good cheers with loved ones.

Stay safe!

Valeria
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EEA ACTIVITIES 
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On October 15, 2020 the EEA hosted a webinar 
on HOBSCOTCH, the new member program 
supporting people living with epilepsy who face 
memory challenges. The session was presented by 
Dr. Elaine Kiriakopoulos, MD, MSc and Samantha 
Schmidt, of Dartmouth College. The full webinar 
presentation is avilable on the EEA website. EEA 
members are invited to register for this individual 
8-week memory program by calling the office for 
a screening intake session.

EPILEPSY 101 EDUCATION WEBINARS
The EEA offered three online webinars about Epilepsy, to school and communities 
in the month of October. These information sessions are an important education 
tool the association uses to create awareness and teach everyone about 
epilepsy, in clear and easy terms, lower the barriers and stigma about epilepsy. 
To book a seminar contact Sharon Otto at Sharon@edmontonepilepsy.org or call 
the office (780-488-9600). Sessions can be tailored to the need of the group, 
with focus on education or specific questions your audience may have around 
epilepsy. They are free and, using online webinar technologies, allow us to offer 
them at a distance.

Book your webinar today!

https://www.cbc.ca/news/canada/edmonton/epilepsy-awareness-halloween-haunted-house-1.5781143
https://edmontonepilepsy.org/hobscotch-2/
https://edmontonepilepsy.org/education-programs/
mailto:Sharon@edmontonepilepsy.org
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EEA ACTIVITIES 

https://edmontonepilepsy.org/eea-wine-tree-fall-2020-online-raffle/
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PHOTO MEMORIES

CBC TV SET AT THE TERRY MAHON HOUSE. 
ANNE, EEA DIRECTOR, AND JULIA, CREATIVE ARTIST, TENDING TO THE EEA YARD.
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UPCOMING ACTIVITIES

Photo by Jan Antonin Kolar

Photo by Jonas Jacobsson

EEA ANNUAL GENERAL MEETING – THURSDAY, FEBRUARY 25, 2020
2ND NOTICE

This is our second official notice about the EEA Annual General Meeting, which will take 
place on February 25, 2021 at the Chateau Louis Hotel, 11727 Kingsway NW, Edmonton. 
All members are invited to attend. You will be able to participate in three ways:
• In person
• By proxy
• Online (via live video connection through Zoom) Details to follow in communication 

to all members.
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AND PROGRAMS

MEMBER SURVEY AND HOLIDAY GIVEAWAY

On November 12, 2020, the EEA will begin its Annual Member Survey. We ask all 
members to complete the survey online at this link 
(https://forms.gle/pxjC8rshZouKhA3V9 ). 
To all member households that complete this survey, online or via the phone (by 
calling the EEA office at 780-488-9600) by no later than December 6, 2020, we will 
offer a Special Holiday Season Giveaway present.  We can offer one gift package 
per household membership. The survey will need to be completed in full and we 
will require your email address or contact number to qualify for the season's gift.

• Nov.3 – Draw for the Purple 
Haunted House

• Nov 10 – Board of Directors Mtg.
• Nov. 11 – Remembrance Day –

office closed
• Nov 12 – Annual member Survey 

opens online
• Nov 19 – Livanova – VNS Webinar
• Nov 26 – Wine-tree Online Raffle 

closes
• Nov 27 – Wine-tree Online Raffle 

Draw
• Dec 6 - Annual member Survey 

closes online
• Dec 10 – Board of Directors Mtg.
• Dec 25 – Christmas – Office closes 

through January 1, 2021

Photo by Yannis Cotsonis

NOVEMBER-DECEMBER ACTIVITIES AND EVENTS

https://forms.gle/pxjC8rshZouKhA3V9


UPCOMING PROGRAMS
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EEA BOARD UPDATES
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President – Colleen Matvichuk
Vice President – Cam Reid
Treasurer – Terry Mahon
Secretary – Katrina Breau
Executive Director / 
Chief Operating Officer –
Valeria Palladino

Directors-at-Large
Noella Desaulniers
Anna Pagliuso
Anne Starreveld
Dr. E. Starreveld
Irene Szkambara
Tammy Tkachuk
Director (Vacant)
Director (Vacant)

A message from our new director, Tammy, Tkachuk
“I would like to take this opportunity to wish everyone a happy and healthy 
holiday. As a new member of the EEA Board of Directors, I have learned a 
great deal about our association this year, and I would like to thank all those 
who have supported us throughout the year. What we can accomplish when 
we work together is truly amazing. Thank you for your support, and best 
wishes to you and yours this holiday season.”

The EEA Board of Directors held its annual retreat, on September 23, 2020, 
with a mix of online and in- person participation and worked on a 
phenomenally rich new Strategic Plan for 2021-2023, along with a vision 
statement, values and revised mission statement. The board will share the 
plan for approval, at the upcoming annual general meeting, on February 25, 
2021.

Every month, directors meet online to discuss plans and directions for the 
association and share their governing wisdom to all major initiatives of the 
association. Prominent on everyone’s mind, 
remains the need to procure sustainable funding, 
while aligning projects and programs to the core
mission of the EEA, in support of people who live 
with epilepsy.

The board has currently some vacancies that will need
to be confirmed at the upcoming AGM.

If you wish to nominate a member or yourself for the 
positions, contact the EEA office and we will gladly 
follow up with you with the nomination committee.

As a registered charity, the EEA exists because of 
its vibrant volunteer board, and working together 
with likeminded individuals, for the benefit of our 

members, can be a rewarding experience. 
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EPILEPSY NEWS
Obstructive Sleep Apnea Risk Varies in Patients with Different 
Types of Epilepsy

Understanding who is most at risk for sleep apnea can help doctors 
better treat epilepsy, say Rutgers researchers

For the full article see this link

Newswise — People with generalized epilepsy who have seizures arising from both sides of the brain 
simultaneously, have a higher risk of obstructive sleep apnea (OSA) compared to patients who have focal 
epilepsy where seizures emanate from one area of the brain, according to a Rutgers study.
The study, published in the journal Epilepsy & Behavior, will help physicians better understand who is most at 
risk for OSA and therefore, may be most likely to benefit from treatment. Treatment of OSA may help 
patients feel better, be healthier and may be an important part of epilepsy treatment.
“OSA is common in patients with epilepsy and treatment may improve seizure control. However, this 
condition is often undiagnosed in patients with epilepsy, and understanding of the risk profile for OSA is 
important,” said lead author Matthew Scharf, an assistant professor of medicine and neurology at Rutgers 
Robert Wood Johnson Medical School.

The researchers looked at 115 patients from a Level 4 Epilepsy Center — 27 with generalized epilepsy and 88 
with focal epilepsy — to understand the relationship between their seizure frequency, epilepsy type and 
results on a standard screening tool to assess obstructive sleep apnea risk.

They also found that older age, a higher body-mass index and a history of high blood pressure were 
associated with a higher risk of obstructive sleep apnea in people with epilepsy.
The researchers found no significant difference in excessive daytime sleepiness — a common symptom of 
people with obstructive sleep apnea and epilepsy — between the types of epilepsy.
An estimated 22 million Americans suffer from sleep apnea, with 80 percent of the cases of moderate and 
severe obstructive sleep apnea going undiagnosed. More than three million Americans have epilepsy, with 
more than 80 percent experiencing focal-onset seizures. About two-thirds of patients with epilepsy can have 
their seizures controlled with medication. Sleep apnea can be treated in a variety of ways, such as use of 
continuous positive airway pressure (CPAP), wearing an oral appliance to keep the throat open while sleeping 
and weight loss.
“Possible reasons for higher risk of OSA in people with generalized epilepsy include greater brainstem 
dysfunction, altered control of the muscles of the upper airway, instability in the respiratory control system 
and differences in the anatomy of the upper airway,” Scharf said.
Although the number of antiepileptic medications used was similar between the two groups, patients with 
generalized epilepsy may have started these medications at a younger age and have used them longer, which 
also could be a factor, he said.
Other Rutgers authors were Ram Mani and Stephen Wong of the Rutgers Robert Wood Johnson Epilepsy 
Center and Patricia Greenberg of the Rutgers University Biostatistics and Epidemiology Services.

Photo by Matheus Vinicius

https://www.newswise.com/pdf_docs/160078576411066_Obstructive%20sleep%20apnea%20risk%20in%20patients%20with%20focal%20versus%20generalized%20epilepsy.pdf
https://unsplash.com/@matheusdk00?utm_source=unsplash&utm_medium=referral&utm_content=creditCopyText
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EPILEPSY NEWS
Study identifies the exact neurons that are most affected by 
epilepsy

For the full article see this link

Epilepsy is one of the most common neurological diseases. It is caused by a malfunction in brain cells and is usually 
treated with medicines that control or counteract the seizures.

Scientists from the Faculty of Health and Medical Sciences, University of Copenhagen and Rigshospitalet have now 
identified the exact neurons that are most affected by epilepsy. Some of which have never been linked to epilepsy 
before. The newfound neurons might contribute to epileptogenesis - the process by which a normal brain 
develops epilepsy - and could therefore be ideal treatment targets.

A major step towards more effective drugs
It is the first time a study investigates how every single neuron in the epileptic zone of the human brain is affected 
by epilepsy. The researchers have analyzed more than 117,000 neurons, which makes it the largest single cell 
dataset for a brain disorder published so far.

Neurons have been isolated from tissue resected from patients being operated as part of the Danish Epilepsy 
Surgery Programme at Rigshospitalet in Copenhagen.

'These patients continue to have seizures despite the best possible combination of anti-seizure drugs. 
Unfortunately, this is the case for 30-40 % of epilepsy patients. Active epilepsy imposes serious physical, cognitive, 
psychiatric and social consequences on patients and families. A more precise understanding of the cellular 
mechanism behind epilepsy could be a major step forward for developing drugs specifically directed against the 
epileptogenic process compared to the current mode of action reducing neuronal excitability in general 
throughout the brain' says associate professor Lars Pinborg, head of the Danish Epilepsy Surgery Program at 
Rigshospitalet.

Photo by Robina Weermeijer

https://www.news-medical.net/news/20201007/Study-identifies-the-exact-neurons-that-are-most-affected-by-epilepsy.aspx
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EPILEPSY NEWS
Study identifies the exact neurons that are most affected by 
epilepsy (cont.)

From 'neuronal soup' to single cell analysis

The study from the Khodosevich Group differs from previous work by using single cell analysis. Earlier 
studies on neuronal behavior in regards to epilepsy have taken a piece of the human brain and 
investigated all the neurons together as a group or a 'neuronal soup'. When using this approach, 
diseased cells and healthy cells are mixed together, which makes it impossible to identify potential 
treatment targets.  
'By splitting the neurons into many thousands of single cells, we can analyze each of them separately. 
From this huge number of single cells, we can pinpoint exactly what neurons are affected by epilepsy. 
We can even make a scale from least to most affected, which means that we can identify the molecules 
with the most promising potential to be effective therapeutic targets', says Konstantin Khodosevich.
Next step is to study the identified neurons and how their functional changes contribute to epileptic 
seizures. The hope is to then find molecules that can restore epilepsy related neuronal function back to 
normal and inhibit seizure generation.

Expanding knowledge on underlying mechanisms of epilepsy

The study confirms expression from key genes known from a number of previous studies, but is also a 
dramatic expansion of knowledge on the subject. Previously, gene expression studies have identified a 
couple of hundred genes that changes in epilepsy.

'We show that the complexity of gene expression in epilepsy is much larger than previously known. It is 
not a matter of a handful or a few hundred genes changing. Our study proves that thousands of genes in 
different neurons change their expression in epilepsy. From these thousands of gene expression 
changes, we identified those that most likely contribute to epileptogenesis. Now it is time to prove it 
functionally,' says Konstantin Khodosevich.

Source:
University of Copenhagen The Faculty of Health and Medical Sciences

Journal reference:
Pfisterer, U., et al. (2020) Identification of epilepsy-associated neuronal subtypes and gene expression underlying 

epileptogenesis. Nature Communications. doi.org/10.1038/s41467-020-18752-7.

Photo by Zulmaury Saavedra
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EPILEPSY NEWS
Study: Impact of earlier diagnosis in focal epilepsy goes beyond 
timely treatment

Link to original article
Having subtler symptoms, a form of epilepsy that affects only one part of the brain often goes undiagnosed 

long enough to cause unexpected seizures that contribute to car crashes, a new study finds.
The study, publishing online Oct. 20 in the journal Epilepsia, addressed focal epilepsy, the most common form of this 
brain disorder. Researchers say the study is among the first to outline failure to recognize symptoms of subtle seizures 
as a main reason for the delay in diagnosis.

Led by researchers at NYU School of Medicine, the study shows that it can take on average two years for physicians to 
recognize the early signs of focal epilepsy, particularly in a subset of patients with seizures that do not involve 
uncontrolled movements of their arms and legs.

Symptoms of these "non-motor seizures" instead may include a recurring brief hallucination, a strong sense of déjà vu, 
or sensations of a dreamlike state while awake.  Subtler cases are often not diagnosed until they have progressed to 
disruptive "motor" seizures, say the study authors, which can cause the unrestrained, whole-body spasms often 
portrayed in popular culture.

French is the senior investigator of the study.

Researchers found that 246 patients were diagnosed as long as six years after experiencing some history of 
initial signs of non-motor seizures, while 201 patients were diagnosed, on average, within two months of 
having motor seizures.

Researchers believe the impact of earlier diagnosis in focal epilepsy patients goes beyond more timely treatment of 
patients. Among the study's other findings, 23 patients reported having one or multiple car accidents before their 
diagnosis.  Nineteen of these undiagnosed patients had non-motor seizures, while four patients had motor seizures. 
The researchers estimate that for every 13 early diagnoses, one car accident could be prevented, or an estimated 1,816 
preventable accidents annually worldwide.

"To improve diagnoses, it is critical that physicians not overlook the possibility of a seizure, particularly during 
emergency room visits and after any kind of car accident," says study lead investigator Jacob Pellinen, MD, a recent 
postdoctoral fellow in the Department of Neurology's Division of Epilepsy at NYU Langone.
"Patients need to partner with their physicians and be honest about any recurring abnormal or unusual symptoms they 
experience," he adds.

All of the patients studied were enrolled in a detailed patient registry, the Human Epilepsy Project, between 2012 and 
2017. The participants, mostly from the U.S. and Canada, but also from Australia and Europe, were able to report the 
frequency and type of their seizures prior to the study.

For the analysis, the self-reported symptoms were combined with medical records, which included evaluations by a 
neurologist and information about previous seizure-related injuries and car accidents.
The research team next plans to study patients who go to the emergency room (ER) after a car accident with early signs 
of epilepsy to see whether they are asked about their seizure history, or subsequently evaluated by a neurologist.  
Because an ER visit can be the first time undiagnosed epilepsy patients are seeing a doctor, it offers a critical 
opportunity to fix the problem and prevent subsequent harm, the researchers say.

Source:
NYU Langone Health / NYU School of Medicine

Journal reference:
Pellinen, J., et al. (2020) Focal nonmotor versus motor seizures: The impact on diagnostic delay in focal epilepsy. Epilepsia. doi.org/10.1111/epi.16707

https://www.news-medical.net/news/20201020/Study-Impact-of-earlier-diagnosis-in-focal-epilepsy-goes-beyond-timely-treatment.aspx
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We were happy for the opportunity to speak with Dr. Starreveld as 
it gave us another chance to express our deep gratitude for the 
large donation from him and the Epilepsy Trust which allowed us 
to purchase the EEA Office at 11215 Groat Road. Present Epilepsy 
Trust Board Members are:  Dr. Starreveld, Anna Pagliuso and Alex 
Law.  Former Epilepsy Trust Board Members are:  Dr. Chao Tai, Dr. 
Fred Wilson and Jeannette Popowich.

It also gave us the opportunity to thank him for the gift of his time 
and expertise by volunteering on the board and, it allowed us to 
acknowledge and honour his life's work in neurology, specifically 
in the field of epilepsy.

Dr. Starreveld became involved with the Edmonton Epilepsy 
Association when he moved to Edmonton in 1976 from Holland. 
At that time, the EEA had been in existence for approximately 20 
years.  

Prior to moving to Canada, Dr. Starreveld had worked in an 
epilepsy clinic in Holland.
Once he moved to Edmonton, he realized that there was little 
substantial care for people with intractable epilepsy.  The first 
thing he did in Edmonton was to try to get a clinic to look after 
people with intractable epilepsy, that have recurrent seizures that 
are difficult to control.   There was support for such a clinic at the 
Glenrose Hospital. Dr. Grant MacPhail was the Medical Director at 
the Glenrose, and he helped move things along.  Their first space 
was adjacent to the garage at the Glenrose Hospital and that is 
where they started seeing patients.  

Dr. Starreveld mentioned that epilepsy clinics are much different 
in Europe.  The facilities are very large on beautifully landscaped 
grounds.  Most were started by the Church in the late 1800’s who 
recognized people with epilepsy were not being looked after 
properly.

Dr. Starreveld continues his interest in epilepsy by researching 
new developments in epilepsy, in new medications that appear 
and new minimally invasive surgical procedures taking place in 
different places in the world.  He hopes that these new 
medications and surgical procedures will eventually reach 
Canada.

Dr. Starreveld and the Epilepsy Trust continue to fund the 
Collective Kitchen and provide scholarships to post-secondary 
students.

The EEA continues to benefit from Dr. Starreveld’s expertise as he 
has recently rejoined the EEA Board and has helped revise the 
EEA series of booklets on epilepsy.

Retired Neurologist (Epilepsy Specialist) and Founder of  the Epilepsy Clinic (ACDC) at the 
Glenrose Hospital

Click here for the video 
interview on the EEA 
website.

https://vimeo.com/474448342
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Terry Mahon is a retired insurance brokerage owner and ongoing philanthropist, His large 
financial gifts allowed us to purchase our office, and then magnanimously, he paid our 
mortgage!  

We were happy for the chance to speak with Terry as it gave us another chance to express our 
deep gratitude for his large donations.  It gave us the opportunity to thank him for the gift of 
his time and expertise volunteering on the board and it allowed us to acknowledge the 
generosity of his family--including his late wife Noreen, and his late son, Terence Mahon.  We 
spoke with Terry at Terence Mahon House, home of the Edmonton Epilepsy Association.  

Terry got involved with the EEA after his son Terrence passed away.  He contacted former EEA 
Executive Director, Gary Sampley and asked how he could help the organization. Gary 
suggested he could help the Kids on the Block Program.  As soon as Terry saw the KOB in 
action, he fell in love with the program and puppets.  He offered to support and finance the 
KOB for ten years through the Terrence Mahon Foundation, a foundation Terry started in 
memory of his son.  

Later, Terry approached Gary again to find out he could help.  Gary told him the EEA was 
having to vacate its office on 124th Street.  Terry again offered to help financially, and the EEA 
acquired the present EEA Office on Groat Road.

Terry feels the most important thing the EEA does is to educate the general public about 
epilepsy.  Seizures are misunderstood and not enough people know about the great people 
who have had epilepsy, e.g., Julius Ceasar, Napoleon.

When Terry first visited the EEA Office, he was surprised to find the EEA series of booklets on 
epilepsy and how widely distributed they are in the schools and Canada. He also feels the 
EEA uses its financial resources very wisely.  Money is not wasted and is  used to educate the 
public and help individuals diagnosed with epilepsy.

Terry feels a big part of the EEA’s value is letting people with epilepsy know they are not 
alone. 

His advice to parents raising a child with epilepsy is don’t be overprotective.  Parents worry, 
but a person with epilepsy will survive.  Encourage your child to try anything and everything 
they feel they can do.

Terry is sure there are people he
knows who have family members who 
have epilepsy, but it is never mentioned.  
He feels this is wrong.  The stigma of 
having epilepsy has to be wiped away.

Terry continues to sit on the EEA Board 
of Directors as Treasurer where he 
performs as a highly skilled leader.  
Terry also continues to support the EEA 
financially.



COMPREHENSIVE EPILEPSY

Pediatric section at the Stollery 

Left to right: Danielle Frost (RN, Epilepsy nurse); Dr. Natarie Liu, MD, FRCPC ; Dr. Janette 
Mailo, MD, PhD, FRCPC; Dr. Janani Kassiri, MD, PhD, FRCPC; Dr. D.B. Sinclair, MD, FRCPC.
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Comprehensive Epilepsy Program- Pediatric section
• Dr D. Barry Sinclair- Director
• Dr M Wheatley – Epilepsy Neurosurgeon
• Dr T Snyder- Neuropsychologist
• Dr J Kassiri- Surgical and Female Adolescent Epilepsy Program Lead
• Dr N Liu- Surgical, Ketogenic Program, and VNS program Lead –
• Dr J Mailo- Neonatal Stroke and Epilepsy program Lead
• Ms D Frost- Epilepsy Nurse
• Dr A Tamm, Dr R Hung, Dr D Jeffery, and Dr M Buller- Diagnostic Imaging
• Ms S Carline and Team- EEG Technologists. 

Photo by Ben Wicks
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https://edmontonepilepsy.org/cep/


PROGRAM

Children’s Hospital and University of Alberta
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The Comprehensive Epilepsy Program (CEP)- Pediatric section at the Stollery 
Children’s Hospital and University of Alberta is a multidisciplinary team, dedicated to 
providing world-class care to infants, children, and adolescents with seizures and epilepsy. 
Serving a geographical area of more than 500, 000 km, our team treats pediatric patients 
from central and northern Alberta, northern British Columbia, Saskatchewan, Manitoba, 
Nunavut, Yukon and the Northwest Territories. The comprehensive epilepsy program was 
established by Doctor Sinclair in 1988 and was the first comprehensive combined pediatric 
and adult surgical program in Canada.

Our team of epileptologists (pediatric neurologists specializing in epilepsy), neurosurgeons, 
neuropsychologists, radiologists, nurses, and dieticians, work collaboratively to establish 
comprehensive, personalized treatment plans for pediatric patients with epilepsy and 
seizures. This care journey begins with diagnosis, identifying the types of seizures that a 
patient is experiencing, and then searching further into the reasons why the epilepsy is 
occurring. Many patients will have investigations such as a physical examination and an EEG 
(electroencephalograms, or brain-wave test), while others may also go on to have brain scans 
(MRIs) or bloodwork, looking for a genetic or metabolic cause for their epilepsy. In select 
cases, a more prolonged EEG (referred to as video-telemetry in the Pediatric Epilepsy 
Monitoring Unit) may be required to help with diagnosis and management. 

Throughout the lifespan and diverse patient care needs, the CEP team is here to support the 
patients we serve, through running specialized clinics, such as the Female and Adolescent 
Epilepsy program led by Dr. Kassiri, the Neonatal Stroke and Epilepsy program led by Dr. 
Mailo, and the Ketogenic Diet and Vagal Nerve Stimulator programs led by Dr. Liu.  The 
Surgical Program directed by Dr. Sinclair and led by Drs Kassiri and Liu. 

Our goal within the CEP is to help children with epilepsy and those that care for them to 
enjoy their lives to the fullest, and to minimize the negative impact seizures have on their 
quality of life. Most children who are assessed and evaluated by the CEP have seizures that 
respond well to medical management, involving only one or two anti-seizure medications. 
However, some seizures remain difficult to treat, and may not respond to medications alone. If 
this is the case, the CEP team works with families to explore other alternative therapies, such 
as the ketogenic diet, or non-pharmacologic approaches such as epilepsy surgery to help 
with seizure control. Additionally, through leading and participating in cutting-edge research 
focused on epilepsy and improving patient care, our team continually strives to improve the 
quality of life for those affected by seizures and epilepsy.
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SUPPORT THE EEA

All donations will receive a charitable tax receipt
Edmonton Epilepsy Association ~ Charitable No. 119230951RR0001

You can donate to us in these easy 
ways:

• CASH DONATIONS
• THROUGH CREDIT CARD (Over 

the phone)
• PAYPAL DONATION BUTTON
• CANADAHELPS
• E-TRANSFERS (Contact the 

office for details) 

If you are planning to make a 
corporate gift donation to us, 

or wish to donate funds for 
2020, ensure you do so by 

December 21, 2020.

We appreciate all your support to 
continue offering all the services we 
provide to our members.

Your dollars help us:

• Keep our office doors and phone 
line open

• Keep offering our individual and 
group services for all members, free 
of charge

• Contribute to education and 
awareness campaigns across the 
Edmonton and Northern Alberta 
region about epilepsy

• Make a difference in the lives of up 
to 5,000 people who live with 
epilepsy

https://www.canadahelps.org/en/dn/13822
https://www.paypal.com/donate/?token=YAMyW-D3ipJm-m4BUnJEPVXGnJnru3OEbuC8Cp51Mk7WZe3LSX-ZKbnXqjT1EqwQmZDKWOkJbD_2EXAI&fromUL=true&country.x=CA&locale.x=en_US
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EEA AWARDS

The Cameron Reid Volunteer of the Year Award, since 2008
This award is presented annually to an EEA member volunteer, who has demonstrated exceptional 
dedication, commitment and support to the vision, mission and values of the Edmonton Epilepsy 
Association, in the betterment of the life and condition of people, families and communities living with 
epilepsy.

The Edmonton Epilepsy Association Achiever of the Year Award, since 2007
This award is presented annually to an individual living with epilepsy who has accomplished significant 
success in life, inspiring others in the process.

The Edmonton Epilepsy Association Employer of the Year, since 2006
This award is presented annually to an employee-nominated employer who shows exceptional support 
and engagement of employees who live with epilepsy.

To nominate recipients for these awards visit the EEA website at: 
https://edmontonepilepsy.org/awards/

https://edmontonepilepsy.org/awards/


BECOME AN EEA MEMBER
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What are the advantages of being an EEA member? 
Let us count the ways…

• You join a 60-year-old grassroot registered charity whose main mission is to support people who live 
with epilepsy

• You access individualized programs and services, including 
• Free counselling sessions
• Group sessions (now delivered online)
• HOBSCOTCH memory coaching program (free)
• Community programs like community kitchen and community garden
• Social events and networking initiatives
• Lending library
• Mentorship 
• Family online forums (coming soon)

• Join volunteer initiatives and build lasting relationships with like-minded community members 
• Access to annual awards and scholarships
• Join the provincial and national conversation about lowering stigma and increasing awareness about 

epilepsy
• Make a difference by sharing your experiences, skills and hopes for a better future for all who live with 

epilepsy
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2021 CALENDAR AT A GLANCE

• Second Tuesdays of each month – Board of Directors Meetings
• Jan 7 – Mar 4 – May 6 – Jul 8 – Sep 9 – Nov 10 Focus on Epilepsy newsletter is published
• February 25, 2021 – AGM – Chateau Louis Hotel, Edmonton
• March 26, 2021 – Purple Day
• Community Kitchen Program – Last Thursday of March, June, September, December

Epilepsy Associations

• CEA – Canadian Epilepsy Alliance - The Canadian Epilepsy Alliance (CEA) is a Canada-wide network of 
grassroots organizations dedicated to the promotion of independence and quality of life for people with 
epilepsy and their families, through support services, information, advocacy, and public awareness. The EEA is 
a member of the CEA.

• IBE – International Bureau for Epilepsy. The EEA, as a member of CEA is also connected to this institution. 
The IBE is made up of laypersons and professionals interested in the medical and non-medical aspects of 
epilepsy.

• ILAE – International League Against Epilepsy - The World's preeminent association of health care 
professionals and scientists working toward a world where no person's life is limited by epilepsy

• Epilepsy Foundation – The Epilepsy association in the United States.

https://www.canadianepilepsyalliance.org/
https://www.ibe-epilepsy.org/
https://www.ilae.org/
https://www.epilepsy.com/make-difference/get-involved/purple-pumpkin-project


If you are planning to move soon, please inform our office so that we can continue to ensure you get your newsletter.

11215 Groat Road – Edmonton AB T5M 3K2

EEA SCHOLARSHIPS

The Brittany Hughes Memorial Life 
Enhancement  Scholarships for Youth, to 
a maximum of $500 each, are available for 
Youths of any age, up to the age of 18, to 
assist them in participating in Arts, Music, 
Dance and/or Ethnic Identity Cultural 
Programs that will enhance their development 
as individuals.

The Garry Hannigan Memorial Life 
Enhancement  Scholarships for Youth, to 
a maximum of $500 each, are available for 
Youth of any age, up to the age of 18, to assist 
them in participating in Sports or Recreational 
Activities that will enhance their development 
as individuals.

 

Epilepsy 
Trust

Edmonton Epilepsy Continuing Education Scholarship

EEA also manages the Edmonton Epilepsy Continuing Education 
Scholarship. 

FOR DETAILS ON ALL SCHOLARSHIPS VISIT:

https://edmontonepilepsy.org/scholarships/

PLACE ADDRESS LABEL HERE

https://edmontonepilepsy.org/scholarships/
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