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Message from the President

Get ready, it’s almost here... Purple Day 💜💜 March 26th! Its a day to
create awareness and bring epilepsy into the light. Wear your purple
face coverings, share your story, make a wish and release a purple
balloon, admire the High Level bridge lit up in royal purple for the
evening or maybe bake some purple cupcakes. Whatever you
decide is right for you, celebrate the amazing you !
Epilepsy has impacted your life, but it does not define you.
My daughter calls it an interruption to her greatness, once she
recovers from her seizure she goes back to her amazing
awesomeness. She inspires me as you can also inspire others. We
are stronger together so let’s get connected and share our purple
💜💜day activities, #strogertogether

Lifetime
Achievement
p.5

P.S. If you missed our first ever virtual AGM, check out a few of the
clips on the website. Give us some feedback to let us know how we
did and what we can do to improve your experience for future virtual
events and member activities!

EEA AGM
p.6

Colleen Matvichuk

Wishing you smiles,
hugs and lots of purple!
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From My Desk
This special issue of our March-April Focus on Epilepsy Newsletter is dedicated to all our
EEA members, but specifically to those who are part of our family and cannot follow us on our
digital platforms!
As March welcomes us with warmer days, the hope of taking a walk in nature, after being couped up inside for
a very long winter, and with the added isolation factor of the pandemic I wish to stop and reflect on activities
and programs the EEA office and core volunteers have been working on, for the last two months, as well as all
the programs in store, for the spring and the rest of 2021.
We held the first ever online Annual General Meeting (AGM) of the association, on February 25, 2021. While
the meeting ran smoothly and was very well received by the 30 people who attended, online and over the
phone, we know missing the chance to see one another in person, as part of that social connection, so many of
our members rely upon through our events, was disappointing. This is one of the reasons you will find many
articles and notes in this issue, to engage those who missed the chance to participate in the online meeting, and
still feel connected to those conversations.
As provincial health restrictions ease up slowly and carefully, we are re-opening our office doors to booked
in-person appointments, while continuing to offer Zoom video calls as well as the old-fashioned phone calls, to
all who request a meeting. If you wish to see for yourself the many presentations we held during the AGM, call
us and we will set up a time for you to come and watch the videos, and other information we placed on the EEA
website.
Many of the March Epilepsy Awareness Month activities we are currently running during this month, do happen in
the virtual world, which expands our reach, including several programs the EEA participates in with the
Canadian Epilepsy Alliance (CEA). You will find a wide variety of ideas you can engage in alone, with your
family and friends, all the way to the final highlight program of Light the Night, joining a live broadcasting
connection on the CEA Facebook page, at 6:00 p.m. on Friday, March 26 (more on page 26).
Once again, if you cannot connect with us through a digital device, do give us a call, tell us a bit of your story
and we will be the conduit to share it with the larger community. Everyone who is impacted by epilepsy can
make a difference in lowering the stigma associated with this brain disorder, and be part of the education
campaign, to teach everyone that a life with epilepsy is possible, and that working together and supporting one
another we can all strive to be the best versions of ourselves!
I wish to conclude with a personal note about the AGM confirmation of the official new vision for the EEA:

Empowering People Who Live With Epilepsy!

This important step the association has taken, to give words to its vision, is remarkable. All of us, members of this
tiny and might association have a ‘motto’ to align all our efforts towards building a world, where everyone who
is impacted by this disorder, whether they be individuals living with seizures or those who closely support them,
we can find ways to truly live the best we can, be proud of our ways and look forward to a brighter tomorrow.
Happy Epilepsy Awareness Month, Everyone!
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EEA Activities Updates
Here are highlights of the main activities and programs the EEA ran during the first two months of 2021. The
office remains a busy place, even though we cannot open our doors to walk-ins as in the past.
We are happy to answers your calls over the phone or reply to your email messages. We are closely
monitoring the Alberta Health Services (AHS) announcements to ensure we keep everyone safe while still
attending to members’ needs.
For some of the following highlights refer to specific pages in this newsletter for feature sections.
• On February 25, 2021 the EEA held its first ever online Annual General Meeting. We gathered 30
members between participants over the phone and through their digital devices, holding a webinar session
for about 1.5 hours. Participants interacted through chat questions and by voice. Thank you to all members
who sent along proxies for their votes and assisted the Board to confirm many important business items that
will allow the EEA to move forward for the next year.
• On February 16, 2021, the EEA in collaboration with the Epilepsy Association of Calgary (EAC), held a
LIVANOVA webinar for the Vagus Nerve Stimulation Therapy. 15 people participated in the informative
session. Details about the therapy can be found at: https://www.epilepsy.org.uk/info/treatment/vns-vagusnerve-stimulation
• Two Families Online Conversations (FOCs) sessions were held in these past few months. These sessions
are open specifically to families of children who live with epilepsy. They are a safe, intimate space where
parents and caregivers share their questions, challenges, successful tips and learn more about specific topics
affecting the lives of their children. The sessions are open to EEA and EAC members free of charge. To learn
more and register for the next session visit this page: https://edmontonepilepsy.org/focs/ . We continue to
be truly grateful to the Comprehensive Epilepsy Program- Pediatric section at the Stollery Children’s
Hospital and University of Alberta, and its lead doctors, including Dr. Jay Kassiri, Dr. Natarie Liu and Dr.
Jannette Mailo for their important contributions to these conversations, and all the support to the initiative.
• A series of Epilepsy 101 webinars were held on in February, with over 60 participants. These online
sessions remain a popular and easy to request educational tool the EEA offers, free of charge, to any group
of professionals, community service providers and any other agency hoping to learn some basics about
epilepsy and its impact on people who suffer from the condition.
• On February 19, 2021 the EEA ran its first online live puppet show for the year, from the Kids on the
Block, 23 students attended the session from their schools and homes. This unique program teaches students
in early elementary grades about epilepsy, in a fun, informative and safe way. Students interact with the
characters and the puppeteers at the end of the show, asking many questions and engaging in safe ways. In
2020 the EEA built a basement online studio to be able to offer these presentations respecting pandemic
safety procedures and reaching out to a larger area across the province. Check out the special live sessions
that the EEA will offer on March 26, 2021. for Purple Day across Canada. (visit
https://edmontonepilepsy.org/kids-on-the-block/ ).
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EEA Activities Updates (Cont.)
• The EEA is excited to announce another great interview with a leading epileptologist from the University
Hospital, Epilepsy Clinic in the Kaye Edmonton Clinic, Dr. Jeffrey Jirsch. Dr. Jirsch spoke to us about the
types of patients he gets to see and support, his experience with COVID-19 in his patients, his views about
collaboration between agencies and support systems for all patients affected by epilepsy and much more.
Check out an excerpt of his interview on page 22. For the full interview video visit:
https://edmontonepilepsy.org/videos/

EEA Lifetime Achievement
Award: Gary Sampley
At the February 25, 2021 online Annual General
Meeting Gary Sampley, retired EEA executive
director, received the EEA Lifetime Achievement
Award, an important recognition the EEA bestows on
its most fervent supporters and contributors. Colleen
Matvichuck, President, recognized Gary for his 15
years of service for the association. Gary was
presented with a special plaque and members in
attendance shared their feelings of gratitude to
Gary for his important support in their lives. A
wonderful video montage was created by Sharon
Otto, Program Manager, available at this page:
https://edmontonepilepsy.org/strategic-plan/ on
the EEA website. Read (side) the inscription on the
achievement plaque.
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EEA Annual General Meeting
The EEA held its very first online Annual General Meeting
(AGM) on February 25, 2021. While a quorum was
reached to conduct business of the association, we
understand many members were unable to participate. For
this reason, we created a special page on the EEA website
to capture key presentations that were shown during the
meeting, including the two special awards the EEA handed
out to Cheryl Renzenbrink, as recipient of the Cam Reid
Volunteer of the Year Award for 2020, and the Lifetime
Achievement Award to Gary Sampley, our own former
executive director.
We understand that several EEA members will not have the
tools to watch the online presentations. We invite you to
connect with us, so we can coordinate a safe visit to the EEA
office, and give you access to a laptop in a safe space,
where you can sit and enjoy watching all the presentations.
Do not hesitate to connect with us if you wish to watch these
important elements of the EEA story.
Details about the AGM can be found at
https://edmontonepilepsy.org/strategic-plan/ .
Highlights from the AGM include:
• A new slate of Board of Directors was confirmed for 2021. See details on page 19.
• A new set of vision, mission and values were approved for the association.
• Two door prizes were handed out to two lucky members:
• Sylvia Wawrykow won an autographed
copy of “Oscar and His Second Life”
book, by Dr. E. Starreveld
• Judith Elgert, won a Deluxe Dell Latitude
7350 Refurbished 2in1 - 13-inch
Tablet/Laptop Package, donated by
Active Computers and Technology, the
EEA technical support provider (see
picture on the left).
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Fundraising News

The EEA has launched its online sale for the Face-covering Fundraising Initiative for 2021. A big thank you goes
to all the volunteers who have donated countless hours to creating these fantastic face-coverings, using their
specialized skills in sewing. Firstly, a thank you to Kristine Zielinski, EEA Director, who coordinated the entire
project from its inception, creating the design, searching for the best materials, seeking out deals on products,
including a donation from the Westend Superstore, for the sealed plastic bags that we sell the face-coverings in,
to protect them and keep them sanitized.
Seamstresses who have so far helped include:

Pina Palladino
Marilyn McIntosh
Sylvia Wawrykow
Lana Vant Erve

The EEA wishes to thank the Real Canadian Superstore, on 17303
STONY PLAIN RD., for their donation of free bags for the facecovering kits as well as the sealed bags for each face-covering.

All EEA members get one face-covering for free with their membership. Contact the EEA office to coordinate
pick up of your face-covering today!
Details about the online sales can be found at: https://edmontonepilepsy.org/face-coverings/ .
The association has already raised $1,300 since the sale began. We appreciate everyone’s contributions to this
important fundraising initiative. The logo on the face-covering is meant to give people an excuse to tell our story,
the story of your experience with epilepsy and as a teachable moment with the larger community, increasing
awareness and providing education about this brain disorder. We have 1,000 face-coverings in total. When
they are gone, they are gone!

Get your own today!
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Fundraising News
OSCAR AND HIS SECOND LIFE!
Great news: Dr. Elout Starreveld’s first novel, “Oscar And His Second
Life!” is almost here!
As shared at the EEA AGM, Dr. Starreveld published a novel about an
individual living with epilepsy, sprinkling a bit of a thriller tone into the
story, all the while teaching readers about epilepsy and brain surgery
procedures and options.
We expect the first shipment of copies of the book to arrive at the EEA
office in mid-March. In the meantime, we hope to raise everyone’s
curiosity about the project. We wish, once more, to thank Dr. Starreveld
for his wonderful project and his generosity.
100% of the proceeds for the sale of the first print of his book will be
donated to the EEA and its programs.

While the official sale has yet to be launched, we are
inviting everyone to call in and pre-order your copy.
Prices as follows:
• Soft copy - $15.00 ($12.00 for EEA members)
• Hard copy - $25.00 ($22.00 for EEA members)
+ SHIPPING COSTS
Stay tuned for sale details at this page:
https://edmontonepilepsy.org/store/

For the first 20 people who call in or email us
at info@edmontonepilepsy.org we will cover
the shipping costs.
GET YOUR OWN COPY TODAY!
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Fundraising News
Other Fundraising News!
The EEA continues to apply for grants and sponsorships to ensure ongoing
viability of its services and programs. We are truly thankful for major
donations from individuals, through a variety of channels. Major donors in
the first quarter of 2021 include:
• Dr. Fiorino
• Donations from the Benevity Giving Platform
We wish to thank all donors who keep us in their thoughts and their
ongoing donations to the EEA, big and small. Your contributions help us
keep the doors open, the phone lines ready to engage and all our
projects running!
Remember you can donate to us in a variety of ways.

Visit this page to find your way!
https://edmontonepilepsy.org/donate-now/

We wish to express our gratitude to Martin Sharren, for a
special donation to the EEA office.
With the ownership of an older detached home as our
main office, we rely on the skills of our core volunteers to
provide ongoing maintenance to the house.
The wonderful drill that Martin donated to us was a
welcome addition to our toolkit, for all the odd jobs around
the house. Our volunteer coordinator, Cam Reid, was quite
pleased with the tool. 
If you have specific tools, in good working conditions that
you wish to donate to our office, contact us.
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Upcoming Activities
The EEA is keeping extremely busy with a variety of programs, sessions and
services for the next two months. Check all the details below. Remember that all
updates are always available at the EEA website at: www.edmontonepilepsy.org
We share here the two posters for important upcoming sessions:
• Families Online Conversations (FOCs) Session 3, with special guest, Dr.
Thomas Snyder, from the University of Alberta Hospital.
• Brain Surgery Webinar XXXXX
If you read this newsletter online, click on each poster for details and registration
procedures.
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Upcoming Activities (cont.)
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EPILEPSY NEWS
Basic Mechanisms: How Respiratory Viruses Can Affect the Brain
While COVID-19 infection is affecting individuals worldwide, it is important to remember that there is no
clinical evidence that COVID-19 infection worsens seizures in people with epilepsy.1 However, there is value
in understanding the impact of respiratory viruses (such as COVID-19) in epilepsy, the potential mechanisms
of neuronal infection, and the consequences of inflammation in the brain.
• SARS-CoV-2, the virus that causes the disease COVID-19, presents itself as an upper respiratory tract
infection in most patients with symptoms ranging from fever, cough, shortness of breath, congestion,
headache, nausea, fatigue, and/or a loss of sense of smell and/or taste.
• There are very few reports of COVID-19 causing generalized/focal seizures or presenting as very
prolonged seizures (status epilepticus) as the initial symptom. It is important to note that:
• Many weren’t followed up after the acute phase.
• Most patients recovered with drugs known to be anti-seizure treatments.
• The studies regarding presence of SARS-CoV-2 in the cerebrospinal fluid (CSF) of patients have been
inconclusive.
• Given this data and the relatively rare occurrence of new-onset seizures, it is possible (even likely) that
such occurrences were a coincidence.
In general, fever and viral infection can potentially affect the severity and frequency of seizures. However,
there is limited scientific data on what neurological symptoms can result from infection with SARS-CoV-2.
How Might SARS-CoV-2 Affect The Brain?
Following is a list of hypothetical mechanisms of how SARS-CoV-2 might affect the brain directly or indirectly:
• Coronaviruses including SARS-CoV-2 are documented to have a neuroinvasive capacity, which means that
they can access the central nervous system (CNS) through the bloodstream by infecting specific cells, or
they might infect immune cells that then travel to the CNS. Indirectly, the virus might enter the CNS through
the olfactory nerve present in the nose which could explain the partial loss of sense of smell/taste or
through the vagus nerve which interfaces with multiple different organs.
• SARS-CoV-2 binds to a protein called angiotensin‐converting
enzyme 2 (ACE2) to enter and invade host cells. ACE2 is present
on many different types of human cells including specific cells in
the lung, nose, and the brain. ACE2 is important for protecting
the cells against stress and inflammation. Angiotensin and ACE2
have been shown to be involved in certain epilepsies.2,3 One
potential mechanism of SARS-CoV-2 could be through its effect
on the angiotensin system.
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EPILEPSY NEWS
Basic Mechanisms: How Respiratory Viruses Can Affect the Brain
(cont.)
• SARS-CoV-2 induces a phenomenon called “cytokine storm” in some patients. Cytokines are small proteins
produced by specific immune cells that signal certain changes in the body to defend against the invading
virus or bacteria that can cause disease. An excessive production of inflammatory cytokines such as those
triggered by SARS-CoV-2, however, can be devastating to multiple organs. Cytokines have been
implicated in febrile seizures in patients with epilepsy.4 Inflammation including fever can cause elevated
levels of some cytokines, leading to increased seizures. Cytokines can cross the blood brain barrier which
typically protects the brain from toxins and pathogens in the bloodstream and cause injury to brain cells in
patients with severe COVID-19. However, there are no scientific reports thus far supporting the role of
cytokines in COVID-19.
• In patients with severe COVID-19, infection as well as lung involvement leading to low oxygen levels
(hypoxia) might cause the blood brain barrier to become “leaky,” leading to complications such as
worsened seizures, brain inflammation (encephalitis), and/or stroke.
The above reflects the various methods respiratory pathogens such as SARS-CoV-2 could use to invade the
brain. The immune system generates an appropriate response to counter the virus and, in most cases, these
are enough to protect the patient.
In some cases, the severity of the viral infection along with increased inflammatory reactions and increased
risk factors leads to severe events such as severe brain inflammation and long-term damage to brain cells.
While clinical studies will be important to understand the specifics and extent of SARS-CoV-2 infection in
epilepsy and the use of anti-inflammatory drugs, basic science studies will reveal the exact mechanism of
SARS-CoV-2 infection and its effect on the brain.
(Article retrieved from https://www.epilepsy.com/article/2021/1/basic-mechanisms-how-respiratoryviruses-can-affect-brain, on March 2, 2021)

The EEA reviewed the
research application for
this important study, being
conducted by Strongest
Families. If you believe you
are a qualified family, you
can contact them directly
or reach out to our office
for more information.
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EPILEPSY NEWS
Early-warning for seizures could be a game-changer for epilepsy patients

A research team has developed a mathematical model to predict seizures, that
will give epilepsy patients an accurate warning, five minutes to one hour before
they are likely to experience a seizure.
Epilepsy is one of the most common neurological conditions, affecting more than 65 million worldwide. For
those dealing with epilepsy, the advent of a seizure can feel like a ticking time bomb. It could happen at any
time or any place, potentially posing a fatal risk when a seizure strikes during risky situations, such as while
driving.
A research team at USC Viterbi School of Engineering and Keck Medicine of USC is tackling this dangerous
problem with a powerful new seizure predicting mathematical model, that will give epilepsy patients an
accurate warning, five minutes to one hour before they are likely to experience a seizure, offering enhanced
freedom for the patient and cutting the need for medical intervention.
The research, published in the Journal of Neural Engineering, is led by corresponding authors Dong Song,
research associate professor of biomedical engineering at USC Viterbi School of Engineering and Pen-Ning
Yu, former PhD researcher in Song's lab, in collaboration with Charles Liu, professor of clinical neurological
surgery and director of the USC Neurorestoration Center. The other authors are David Packard Chair in
Engineering and professor of biomedical engineering, Ted Berger, and medical director of the USC
Comprehensive Epilepsy Program at the Keck Medical Center, Christianne Heck.
The mathematical model works by learning from large amounts of brain signal data collected from an
electrical implant in the patient. Liu and his team have already been working with epilepsy patients with
implantable devices, which are able to offer ongoing real-time monitoring of the brain's electrical signals in
the same way that an electroencephalogram (EEG) uses external electrodes to measure signals. The new
mathematical model can take this data and learn each patient's unique brain signals, looking out for
precursors, or patterns of brain activity that show a "pre-ictal" state, in which a patient is at risk of seizure
onset.
Song said the new model is able to accurately predict whether a seizure may happen within one hour,
allowing the patient to take the necessary intervention. "For example, it could be as simple as just alerting
the patient their seizure is coming the next hour, so they shouldn't drive their car right now, or they should
take their medicine, or they should go and sit down" Song said. "Or ideally in future we can detect seizure
signals and then send electrical stimulation through an implantable device to the brain to prevent the seizure
from happening.”
Liu said that the discovery would have major positive implications for public health, given epilepsy treatment
had been severely impacted in the past year by the pandemic.
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EPILEPSY NEWS
Early-warning for seizures could be a game-changer for epilepsy patients
(cont.)
"This is hopefully, going to change the way we deal with epilepsy going forward and it's driven by the needs
that have been in place for a long time, but have been highlighted and accelerated by COVID," Liu said.
He said that currently, patients with medically intractable epilepsy-epilepsy that cannot be controlled with
medication-are admitted electively to the hospital for video EEG monitoring. With the advent of COVID, these
elective admissions completely halted and epilepsy programs across the country ground to a halt over the past
year. Liu said this highlights the need for a new workflow by which EEG recordings from scalp or intradural
electrodes can be acquired at home and analyzed computationally.
"So we need to create a new workflow by which, instead of bringing patients to the ICU, we take the recordings
from their home and use the computation models to do everything they would have done in the hospital," Liu
said. "Not only can you manage patients using physical distancing, you can also scale in a way that only
technology allows. Computation can analyze thousands of pages of data at once, whereas a single neurologist
cannot.”
How the Seizure Prediction Model Works
Song said the new model was different to previous seizure prediction models in that it extracts both linear and
non-linear information from the patient's brain signals.
"Linear is the simple feature. If you understand the parts, you can understand the whole," Song said. "Whereas
the non-linear feature means that even if you understand the parts, when you scale up it has some emergent
properties that cannot be explained.”
"For some patients, linear features are more important and for other patients, non-linear features are more
important," Song said.
Song said that while other models predict brain activity over a short time scale, a matter of milliseconds, his
team's model examined an extended time scale.
"The brain is a multi-temporal scale device so we need to understand what happens not just in the short term, but
many more steps in the future," Song said.
He said that the model is also unique in that it is patient-specific-it extracts the information that is significant for
each individual patient. Because every brain is very different in terms of the signals that indicate a "pre-ictal"
state.
"Patients are all different from each other, so in order to accurately predict seizures, we need to record signals,
we need to look at a lot of different features and we need to have an algorithm to select the most important
feature for prediction," Song said. "I can't tell you how exciting, this is. At USC we've been very interested in
trying to create tools that enhance the public health dimension of these diseases that we're treating, and it's
really difficult," Liu said.
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EPILEPSY NEWS
Early-warning for seizures could be a game-changer for epilepsy patients
(cont.)
"Epileptologists are still relatively few in number in many parts of our country and world. While they can identify
many subtle features on EEG, the kinds of models that Song can create can identify additional features at a
massive scale necessary to help the millions of patients affected by epilepsy in our region and worldwide," Liu
said.
Heck, who is also co-director for the USC Neurorestoration Center, said that there are two important issues to the
clinical relevance of this technology.
"One is that a majority of patients who suffer from epilepsy live with fear and anxiety about their next seizure
which may strike like lightening in the most inopportune moment, perhaps while driving, or just walking in public.
An ample warning provides a critical 'get safe' opportunity," Heck said. "The second relevant issue clinically is
that we have brain implants, smart devices, that this engineered technology can enhance, giving greater hope
for efficacy of our existing therapies.”
University of Southern California. "Early-warning for seizures could be a game-changer for epilepsy patients."
ScienceDaily. ScienceDaily, 26 February 2021. www.sciencedaily.com/releases/2021/02/210226103814.htm
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EPILEPSY NEWS
IBE and ILAE Joint Statement on COVID-19 vaccines and people with
epilepsy
Vaccines against COVID19 are currently being approved and becoming available.
There is currently no evidence to suggest that having epilepsy is specifically associated with a higher risk of side
effects from a COVID-19 vaccine. For people with epilepsy, the risk of COVID-19 infection and potential
complications far outweighs the risk of side effects from a COVID-19 vaccine. As with other vaccines however, a
fever can develop after a COVID-19 vaccination. This could lower the seizure threshold in some people.
Antipyretics (e.g. paracetamol/acetaminophen) taken regularly for 48 hours after the vaccination (or for the
duration of fever) will minimize this risk.
Before you receive a COVID-19 vaccine, make sure to let your vaccination provider know that you have
epilepsy, as well as any other important medical information, such as:
Allergies, especially an allergy to any ingredient in the vaccine
Allergic reactions to prior vaccines (e.g. flu vaccine)
Current or recent fever or infection
All medications you are taking, especially medications that suppress the immune system (e.g. immunomodulatory
or immunosuppressive medicines) or anticoagulants.
If you are pregnant or nursing, or plan to become pregnant
As with any vaccine, you should not receive the COVID-19 vaccine if you are allergic to any of its ingredients.
You should not receive a second dose if you had an allergic reaction to the first dose.
If you already received the COVID-19 vaccine, it is important to continue wearing a mask and social distance.
The current vaccines reduce your risk of getting sick from COVID-19 by up to 90%, depending on the vaccine,
but vaccinated people may still be able to spread COVID-19 to others without knowing they are carrying it.
Find more information at https://www.ibe-epilepsy.org/joint-statement-on-covid/
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EPILEPSY NEWS
The Ketogenic Diet for Super-refractory Status Epilepticus
On February 18, 2021, the Families Online Conversation (FOCs) group met online, to discuss the ketogenic diet with
Dr. Natarie Liu, from the Comprehensive Epilepsy Program- Pediatric section at the Stollery Children’s Hospital and
University of Alberta. While the FOCs focused on the diet regime specifically for children living with epilepsy, the
EPIGRAPH VOL. 23 ISSUE 1, WINTER 2021, online magazine from the International League Against Epilpesy, ILAE,
published an informative article about the diet. We share below a section of the full article and invite you all to read
it in its entirety at this link (click here).
The ketogenic diet is emerging as a potential treatment option for all stages of status epilepticus (SE), including
refractory and super refractory status epilepticus.
Super refractory status epilepticus, or SRSE, occurs when status epilepticus persists for at least 24 hours after the
initiation of anesthesia. About 15% of people with SE will progress to SRSE. Of those that do, outcomes are quite
poor; up to 40% die, and about 3 of every 4 survivors have a poor functional outcome, at least at hospital
discharge.
The causes of SRSE vary with age and population, but include brain trauma (from stroke, hypoxia, or other
injury), infectious diseases, immunological disorders, mitochondrial disorders, and genetic disorders, as well as
epilepsy and brain tumors. Outcome is generally dependent upon the cause, though complications from the SRSE
and the treatment—including hypotension, heart failure, liver or kidney failure, acute hypersensitivity and allergic
reactions, bleeding disorders, infection, gastrointestinal disturbance, and neuropathy—also contribute to
mortality.
Due to its emergent and rare nature and the heterogeneity of causes, randomized controlled treatment trials in
SRSE are sparse. Only one phase III trial of any therapy has been conducted: A 2017 trial found brexanolone no
more effective than placebo (43.9% resolution with brexanolone, versus 42.2% with placebo).
As with other treatments for SRSE, evidence for the ketogenic diet’s efficacy and safety comes mostly from case
studies, case series, and retrospective studies, which carry inherent limitations (no standard treatment protocol,
variation in SRSE etiology, varying criteria for determining SRSE resolution). As well, because treating SRSE
involves multiple medications and treatments, it is difficult to directly tie SRSE resolution to any individual
treatment.
(Full article at available at this link).
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Seizure Alert Devices
Seizure alert devices monitor seizures and can notify a caregiver when someone has a seizure. The devices can
take the form of an app on a smart phone, a device worn by the person who has epilepsy, or a monitor used in
bed when the person sleeps. They will not stop a seizure from occurring or provide medical assistance.
These devices detect seizures where abnormal body activity such as shaking takes place. Seizures such as
absence seizures or focal/partial seizures will not be detected as there is little movement. Also, if a normal
activity such as walking is involved, the device will not be able to recognize this as a seizure.
The three main type of seizure devices presently available are:
• Watch and phone devices: Able to detect repeated movements, these devices can notify a caregiver of a
seizure event by text, sound, or e-mail. Some may be able to alert your caregiver of your location, using GPS
tracking technology.
• Mattress devices: Able to detect repeated movements, these devices will sound an alarm if they detect a
seizure.
• Camera devices: Able to record video and sound from an infrared camera, these devices send this information
to an application that analyzes the recording for seizure activity. If a seizure is suspected, an alarm will sound,
and a live video feed will be made available. https://www.e-action.ca/medical-alert-devices
Each device has advantages and disadvantages. Some issues to consider when purchasing a seizure alert device
are:
• The type of seizures the individual has.
• When do you want seizures to be detected – during the day or at night.
• How does the device work?
• The age of the person who has the seizures – a child may misplace a watch or phone.
• Who will the device notify when the seizure occurs – how far away is that person from the person
who is having the seizure?
• How much does it cost?

Other Safety Devices
Besides seizure alerting devices, you might want to consider other safety devices such as:
• Helmets, if the person has frequent falls as a result of the seizure.
• Anti-suffocation pillows are specially designed to provide good ventilation if someone ends up face down
during a seizure.
• Medical I.D. Bracelet/Necklace – can provide vital information such as listing whether a person has epilepsy,
the duration of seizures and emergency contact information.
The Danny Did Foundation is an organization dedicated to preventing death from seizures. For more information
on different types of seizure alerting devices and safety devices, visit https://www.dannydid.org/epilepsysudep/devices-technology/

Volume 2| March-April 2021 | Focus On Epilepsy

19

Service/Seizure Dogs
Service dogs for epilepsy can be categorized into two groups, seizure response dogs and seizure alert dogs.
Almost all service dogs for epilepsy are trained to be seizure assistance dogs.
Seizure Response or Assistance Dogs – assist individuals once a seizure has started. They may trigger an alarm,
get help from a caregiver or protect the person having a seizure from danger.
Seizure Alert Dogs – are dogs that can predict the onset of a seizure and alert their person before the seizure
occurs. These dogs can pick up on changes in their person’s behaviour or language. Some dogs seem to have this
ability by intuition and some seizure response dogs seem to learn this after working and living with someone who
has epilepsy.
There has been a steady increase in the demand for seizure assistance dogs in recent years. They can change the
lives of adults and children with epilepsy and can help people who live with epilepsy live independently. Adults
are more comfortable going out in public, because they know that if they have a seizure, their dog will respond
to the seizure. Children may finally be able to sleep by themselves, without Mom and Dad, when they have a
seizure response dog with them.
However, the requirements in order to qualify for a seizure dog are quite stringent. In order to apply for a
Seizure Response Dog, you need to have at least few seizures a month, be at least ten years of age, capable of
handling the dog independently and have full cognitive function (Lions Foundation of Canada – Guide Dogs).
Some of the special skills a seizure dog is trained to do are:
Go for help/alert others to the seizure
Bark for help
Stay with their person during the seizure
Activate an alarm
Fetch a cordless/cell phone after seizure
Gently steady their person following a seizure
Move in ways to protect the person having a seizure
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Service/Seizure Dogs (cont.)

Seizure Dogs are expensive to train and you will likely have to be on a waiting list. Training can take six months
to two years depending on the tasks the dog must learn. Costs can range from $10,000 to $25,000. You may
also be asked to help cover some of the costs by fundraising.
The Lion’s Club located in Oakville, Ontario trains most of the Seizure Assistance Dogs available in Canada. At
present, due to Covid-19, the Lion’s Club, is not accepting new applications for Seizure Assistance Dogs.
For more info:
Lion’s Foundation of Canada Website
Committees meet online up to four times per year!
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Interview with Dr. Jirsch
The EEA staff continues to engage with the neurologist's community in Edmonton and northern Alberta regions. We
are proud to have established new professional and collaborative relationships with phenomenal epileptologists
units and teams from the Stollery’s Children’s hospital, the Kaye Clinic at the University of Alberta Hospital, and
private practices. One special way we find very helpful and informative, is to arrange to interview willing
specialists who answer questions from the EEA, and with their permission, publish the short media clips for
everyone to access. We believe these are important ways we build bridges between the community and the
medical professionals, educate everyone on specifics about epilepsy and offer epileptologist an opportunity to sit
down with us and talk about their practice.
In February this year, we were honoured to engage with Dr. Jeffrey Jirsch, physician and fulltime medical staff at
the University of Alberta Hospital in Edmonton in one such interview. View the full interview at the link below (click
on the screenshot of the video clip).
Here are some highlights of the conversation with Dr. Jirsch:
Q: Can you walk us through your current practice and focus at the
Epilepsy Clinic at the Kaye Edmonton Clinic?
DR. J: I would say that the main focus of my practice is Medically
Refractory Epilepsy. I usually focus on people who are having
problems dealing with their epilepsy. We have a pretty extensive
team as we call our team the Comprehensive Epilepsy Program. […]
We tend to follow the most serious cases of both epilepsy seizures and non-epileptic seizures, and we tend to
have regular meetings to talk about difficult cases as a team, from a variety of perspectives. […]
Q: How can we help patients be more knowledgeable about epilepsy?
DR. J.: I think this is a really great question. First off, discussions like this are so important. I am so glad you (EEA)
reached out to me and to the program to open a dialogue between us and the community. I believe this is a huge
avenue for new knowledge to be imparted upon to the community. […] I believe, the age of just reading up on
your own is not fair to people. We can plan for future sessions online where we bring lots of members to talk
about burning questions to specialists. I would love to have this type of dialogue more open and more often.
While individual conversations also remain essential for everyone's needs. […]
Q. What types of traits do you find are most common amongst your epilepsy patients?
Dr. J.: People are hopeful. Families get together and are supportive, when they are around. Although it pains my
heart sometimes, to see when people do not have supportive families. There is also a lot of frustration, living with
seizures, as you do not often know when seizures occur. This sometimes causes isolation. […] When I work with a
patient who has been able to reach control of their seizures, they send me a picture, sometimes by their vehicle,
thanking me for having helped reach that level of autonomy. This warms my heart, and it is one of the main
reasons I got into this profession to begin with. […]

Watch the entire interview at this link: https://edmontonepilepsy.org/videos/
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EEA 2021 Board of Directors
A new slate of Board of Directors was confirmed at the
Annual General Meeting of the EEA, on February 25,
2021. At the meeting that followed, the directors
confirmed their executive team. We welcome with open
arms our new directors for the 2021 fiscal year.
Directors of the Board are responsible for the strategic
plan of the association, they chair key committees of the
board, they champion the causes and key programs of
the association and meet monthly to run its business
updates.
The EEA Bylaws allow for a board of directors up to 14
members. There is some space left, with 3 more positions
open for consideration, for any EEA member who
believes they have something meaningful to contribute to
the governance of the association. We invite all such
members to reach out to us by emailing the executive
Director, Valeria Palladino, at
valeria@edmontonepilepsy.org .
For more information about roles and responsibilities of
directors, visit the EEA website page at:
https://edmontonepilepsy.org/about-us/board-ofdirectors/ .
A final note about supporting the EEA in directors and
committee work. The four key committees of the board
are led by directors who chair them. However, there is
much work to be done through each committee and we
invite our members to consider volunteer for one of these
teams, to help with ideas, projects, initiatives and
strategies to increase awareness about epilepsy, about
the association, support education programs and member
services. Each committee focuses on a specific set of
programs and initiatives of the EEA. Detailed information
was shared in the EEA 2021 Annual General Meeting
package. For more details about joining these
committees, contact the EEA office at 780-488-9600 or
email info@edmontonepilepsy.org .

EEA Board of Directors 2021
Colleen Matvichuk, President
Tammy Tkachuk, Vice-president
Terry Mahon, Treasurer
Katrina Breau, Secretary
Valeria Palladino, Executive Director
Noella Desaulniers, Director
Tammy Humphreys, Director
Dr. Jay Kassiri, Director
Anna Pagliuso, Director
Dr. Elout Starreveld, Director
Kristine Zielinski, Director

EEA Committees of the Board
• Organizational Sustainability, chaired by
Noella Desaulniers
• Communications and Advocacy, chaired by
Katrina Breau
• Awareness and Education, chaired by
Tammy Tkachuk
• Member Services, chaired by Anna Pagliuso
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Summer Projects
COMMUNITY GARDEN PROGRAM
The EEA will resume its summer Community Garden
program for all interested members.
We want to know if you or a family you know, who lives
with epilepsy, would be interested in joining this program,
requesting access to a garden plot in the backyard of the
EEA’s office, by Westmount. The location is ideal for public
transportation connections, and parking is free. We
provide you with a variety of seeds to plant, the right soil
and access to free water and other basic tools to tend to
your own little fresh garden.
Tending to a special garden is a wonderful activity that
will encourage you to get out of your own house, on a
regular basis, enjoy fresh air and possibly engage with
other EEA members, in COVID-19 safe ways. We currently
have 6 spots available and are considering adding more,
if demand warrants the expansion.
To book your own summer spot for this gardening
activity (free for all EEA members) or get more details
please call our office or email us.

EEA members tending to their community garden plots.

YOUTH GARDENING PROJECT
The EEA office is calling on all EEA member families with young ones
who would would like to participate in a revival program for the
flower garden, at the EEA office backyard. We hope to be able to
update the south side of the backyard and transform it into a bed of
flowers and special seating and relaxing area. The perfect summer
project for EEA youth who wish to volunteer over the summer, learn
some gardening skills, enjoy the outdoors, engage with other members
and create something unique. If you are interested email Valeria
Palladino at valeria@edmontonepilepsy.org by March 31, 2021.
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Wear Your Purple and Other Epilepsy Awareness
Ideas for the Month of March!
You may have noted this far, the theme of this newsletter issue is purple, the official colour for epilepsy. And as
you learn on the next page, the EEA is engaged in a wide range of important activities for this special
awareness month. As we all itch to get out in the open, breath fresh air, enjoy longer days and slowly and
safely connect with our families, friends and the larger community, we invite you all to show your purple! How do
you do that, you might ask? We give you some ideas below:
• Wear purple whenever you can. It is such an inspiring and uplifting colour. If you need an excuse to purchase
a new piece for your wardrobe, why not buy a purple one?
• Decorate your offices, home-office spaces (get those Zoom calls in a purple tone!), your front yards,
backyards, small corners where you find your happy places, and cover them in purple!
• If you have little puppies or pets in your household, get them to wear something purple and share their
picture with us!
• Take pictures of your purple spaces and share them with us. We want to post purple featured pictures
everyday on our social media!
• If you have purchased one of the EEA special purple face-coverings, or you got your free one, take a picture
and share it! And while you wear it, engage with a neighbour or a friend and tell you epilepsy story!
• Follow us on Facebook, Twitter or LinkedIn and follow along the special Face-Covering Challenge we set up
for all Neurology teams in the Edmonton area. We will engage you in voting for the best team wearing the
EEA face-coverings for a special bragging rights prize!
• Share your story about epilepsy! If you are up for this special campaign, share a bit of your epilepsy story
with us and our larger community.
• Engage in the “I am 1 in 100” campaign (see page 26-27).
• Watch out for the special Epilepsy Awareness Banners on Edmonton overpass bridges.
• Join in for the wonderful live broadcasting national show, on March 26, 2021 at 6:00 p.m.
• Remember to tune in for one of the two Kids On The Block shows on March 26, 2021.
REMEMBER DETAILS ABOUT THESE IDEAS AND
MORE ARE AVAILABLE ON THE EEA WEBSITE!
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March is Epilepsy Awareness Month!

The EEA is celebrating this important month for epilepsy with a slate of great initiatives, including national
campaigns, such as the “ I am 1 in 100” and the “Light the Night” Campaign. Starting March 7, 2021, four
overpass bridges in Edmonton will be showcasing the message “March is Epilepsy Awareness Month” for four
weeks. The EEA is going to be busy posting pictures and messages on its social media channels.
All details about the various initiatives can be found at this address: https://edmontonepilepsy.org/marchepilepsy-month/ . Here a summary of what you can do during this month:
• Use the poster picture on the next page to write your own message, take a picture with your filled in poster
and share it on social media and/or send it to info@edmontonepilepsy.org. You can also make your own
poster and share it with us!
• Take pictures with your EEA face-covering and send them along to us for sharing (see some wonderful
pictures from our members below!).
• Share your story: send us a short story of your experience living with epilepsy or caring for someone who
does. We will share it on social media to create awareness and build understanding of ways in which this brain
disorder impacts the lives of over 300,000 Canadians every day!
• Make Your Spaces Purple on Purple Day! On March 26, 2021, between 6:00 and 7:00 p.m. (Edmonton time),
join a live broadcasting showcasing purple spaces around Canada. If you are able to capture on video a
special landmark that will be lit in purple on that day, let us know. If not, make your own spaces purple, join
the live broadcast, and share the videos with all Canadians.

Terry Mahon, EEA Treasurer; Cheryl Gillie, EEA Volunteer; Noella Desaulniers, EEA Director, and her family; Tamara and Michele Palladino, EEA Volunteers
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I am 1 in 100!

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.

Epilepsy
Trust

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.

Edmonton Epilepsy Continuing Education Scholarship
EEA also manages the Edmonton Epilepsy Continuing Education
Scholarship.

11215 Groat Road – Edmonton AB T5M 3K2

PLACE ADDRESS LABEL HERE

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

