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Message from the President

Thank you to all those EEA members who were able to attend our
Annual General Meeting. It was wonderful to be able to share the
past year’s accomplishments with you. Following our AGM, our
Board of Directors met to select a new executive. Following EEA
bylaws, Collen Matvichuk, who is nearing the end of her second
term on the Board, stepped down as our President.

| would like to thank her for her dedication to promoting awareness
about epilepsy and leading our association. With a need to fill her
position, our Board opened nominations for the position. | am
excited to introduce myself as the new President of the Board of
Directors for the Edmonton Epilepsy Association. Itis a privilege to
serve in this capacity and be a part of the many initiatives
undertaken by the EEA. | would also like to take this opportunity to
thank Colleen for her many years of service to the association.

March is an especially exciting time to be involved with our
association. There are so many activities on the go for Epilepsy
Awareness Month! From the Edmonton Oil Kings 50/50 to the Face
Mask Challenge, the 1 in 100 campaign, and Purple Shirt Day, we
have many different campaigns planned to support our members
and increase knowledge about epilepsy in the general pubilic. |
hope you have a chance to be a part of some, if not all, of our
Epilepsy Awareness activities.

Over the years the Edmonton Epilepsy Association has meant so
much to my daughter and me. | am honored to be able to give
back and be a part of so many meaningful endeavors. Being a
part of our community provides comfort and support for our family
and | look forward to getting to know more and more members
over the coming months.

Tammy
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From My Desk

As | write this reflection on the activities and updates of the
Edmonton Epilepsy Association, as your servant leader and
proud member of the Board of Directors of our small but mighty
agency, news of the ongoing war in Ukraine continue to assault
media outlets incessantly. Itis hard to be in a celebratory state of
mind, knowing so many humans, on the other side of the planet,
are suffering and are forced to take refuge, to no fault of their
own!

Our newsletter is always a celebration tool, and we do have
much to celebrate every two months, together, through the
words and pictures in our issues, on paper and online. We build
these great news together and we deserve to cherish the work
and progress we work towards together, to Empower People
Who Live Epilepsy.

This issue is always the richest of the year, as we spread the word
about March Epilepsy Awareness Month. You will have much to
become familiar with around all the activities and projects we
have condensed into the month of March alone! We have a
new President, Tammy Tkachuk and look forward to working
together under her leadership! We are grateful for all the work
our Past President, Colleen Matvichuk, has done for the EEA,
during her tenure and two difficult pandemic years, supervising a
leadership change and taking us into innovative new grounds,
to support people with epilepsy! We are expanding our
fundraising reach and can finally dream of planning in-person
events for our members! Collaborations with our sister association
in Calgary, and with other agencies across Canada are
growing, and we are planning new concrete projects to focus
on children and youth!

We deserve these celebrations. And we owe it to our sense of
humanity to also think, pray and do the best we can for our
fellow humans in Ukraine. To this end | wish to share with you,
through this link ,the join statement by the International Bureau
for Epilepsy (IBE) and the International League Against Epilepsy
(ILAE) about the war in Ukraine.

| hope reading this issue will bring you some needed comfort
that there is still goodness around us, and that working together,
and collaborating should always be our greatest goal as
humans.
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ACTIVITY UPDATES

In February we offered a wonderful and
informative session on the Ketogenic Diet for
Epilepsy. This is part of the Alberta Epilepsy
Education Series, in collaboration with Epilepsy

Association of Calgary (EAC).

We had over 20 participants attend the live
session and be engaged in interactive
conversations with our panelists.

We continue to record and curate the sessions
for our online resources. Visit
www.albertaeweb.ca

KIDS ON THE BLOCK
SHOW

On March 3, 2024, our Kids on the Block online live
performance was seen by 28+ students, in K-2 classes
from Pembina Hills School Division. The show was
broadcast on a big screen in their classroom, and you
can see how students and teachers were engaged
with the live performance.

Our artists make it very personal to the specific
audience, and answer live questions through the chat
room at the end of the show.

“We had a grandma of two of our students
comment on our Facebook Page that she is so
excited her granddaughters are learning
about epilepsy because there is another family
member with epilepsy and now the girls are
part of our awareness initiative.”

BOOK YOUR SHOW TODAY!
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ACTIVITY UPDATES

The EEA joins NorQuest College, every year, to collaborate to
offer a practicum opportunity for students in the Disability
Studies and Community Support Worker Diploma courses. We

are proud to welcome Tuttugne to you. She joined our team in
early February and will work with us, for two days a week until
end of April. She has proven invaluable so far, and a great help
for our office staff. She has a personal connection with epilepsy.

Hi! I’m Tuttugne Addus, first year disability studies diploma student at
Norquest College. | also have my certificate as a Health Care Aide
and | worked as a Community Disability Support Worker for 12 years,
where | supported an individual who had a brain injury and epilepsy. |
am currently doing my practicum at the Edmonton Epilepsy
Association. I’'m very privileged to be part of such an amazing
organization. EEA has welcomed me as part of their team. | am
passionate about making a difference in people’s lives including
those with epilepsy. | have learned through my time at EEA that
volunteers can make such a great impact to non-profit agencies. It’s
crucial that we be a part of the change, that our society needs and
through community involvement, we can be a part of that
movement.

What impacted me the most about working in the disability field is you
go into it hoping to enrich someone’s life but what’s amazing is you
become the person that is enriched. | had the privilege of entering
into someone’s life, almost on a daily basis and what | learned was
patience, resilience, meaning and joy. It makes you really evaluate
your own life and what you bring into this world. | have a disability and
| empathize with the disability community. | also have a vision for this
world that includes limitless possibilities. One of my instructors once
said to me “everyone can have a life, if everyone showed
compassion and empathy” and | hope to inspire people to have
compassion and empathy in whatever role they play in advocating
for persons with disabilities. I’'m also a mother of two wonderful
children under the age of 8 and I’m also a wife, my husband is my
biggest supporter. | hope to break barriers for my children’s
generation and hand the torch, so they could do the same for others.
Thank you for allowing me to share a little bit about me and Happy
Epilepsy Awareness Month!!!
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ACTIVITY UPDATES

On January 27, 2022 we offered an
informative session about anti-epilepsy
drugs for children living with epilepsy. Our
expert mediator and volunteer, Laura
Jurasek, helped us navigate the
conversation and, with the support of
Curtis Claassen, B.Sc.Pharm, our key
presenter, we learned a lot about drug
interactions and important reflections on
what to ask your epileptologist and
healthcare providers, regarding your
child’s epilepsy.
We create simple handouts and resources
from these sessions, to begin our journey of
collaboration as to build new supports for
one another. Visit our FOCs page for more
information and to register for the next
sessions.

The poster on the right side of this page
can be downloaded for free from the page
about FOCs.

HOBSCOTCH

This memory-coaching program for people
who live with epilepsy, continues to be a free
offering to all EEA members. We have trained
coaches that can work with you, on an
individual basis, to apply the key approaches
of the program, based on Cognitive
Behavioural Therapy and Problem Solving
Therapy, in a span of 8 weeks, over the
phone and online.

The program details are available online or
by contacting our EEA office.
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ACTIVITY UPDATES

The EEA continues on with this popular
program. We match members who are
joined by similar life paths with epilepsy.
Volunteers are trained to be EEA mentors,
and requesting members are invited to
share their hopes for a personal connection
with other members, to share questions,
fears, challenges and try to find ways to
cope with life with epilepsy. We continue to
welcome members who wish to be trained
as mentors. When a member’s request
arises, we find the right match. This program
is run over the phone or online.

The EEA is working on a phenomenal
new project: A website dedicated to
kids and youth who want to learn and
talk about epilepsy! We have
completed a great amount of
foundation work for this project. Learn
more about it in our fundraising updates
and our future projects. There is still time
for younger members to join in!

During the months of January and February,
the EEA was able to lend a few more digital
tablets to membersin need. We are proud of
this special lending program, which allows us
to deliver a professional refurbished tablet,
along with over 12 hours of digital training to
members in need.

The resource program was made possible
from a grant by the Telus Community
Foundation to the EEA in 2021. Members can
apply online here or call the office and we
will mail them a paper application form. We
are happy to share that a few members were
able to attend the EEA Online Annual
General Meeting because of this new access
to online channels.
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EEA ANNUAL GENERAL MEETING 2022

On February 24, 2022, the EEA ran its 615t Annual General Meeting and its sescond AGM run entirely
online, through its Zoom platform subscription. As a result of pandemic impositions since early 2020,
our agency, like all non-profits in Canada, have had to adapt and innovate ways in which they
conduct their business. The ability to organize and conduct the AGM business online has made a
significant difference for the EEA.

For the second year in a row, we managed to share the AGM Members’ Package online and
through regular mail, 21 days ahead of the meeting, inviting members to register and attend online
or to send in their proxies. According to EEA Bylaws, a minimum of 25 members present, in person or
through proxy must be registered to the AGM to reach quorum. As in 2021, we surpassed these
requirements and had a productive general meeting, to conduct business of the association. The
Zoom platform has the advantage of allowing us to extend our outreach to members who live
outside of Edmonton and reduce costs of running the meeting.

Colleen Matvichuk, former President of the EEA, chaired the meeting with ease and made
everyone feel welcome. She shared a heartfelt thank you at the end of the meeting, as this was the
last AGM she chaired as President. We are extremely thankful for her visionary and innovative
leadership of the EEA in the past three years, as we faced pandemic challenges and restricting of
our agency.

AGM ltems that were moved at the
meeting include:

» Approval of Agenda
Approval of Minutes of 2021 AGM

Approval of 2021 Annual Report
Approval of 2021 Financial
Statement

Approval of 2022 Board of Directors
Approval of Bylaws changes
regarding the EEA Membership
Model
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EEA ANNUAL GENERAL MEETING 2022

Itis an annual tradition for the Edmonton Epilepsy
Association to award a Lifetime Achievement
recognition to a member of the association who has
demonstrated a significant contribution to our agency.
This recognition is a demonstration of gratitude that the
Board of Directors bestow on a member who has made
a true difference in the history of our association. The
recipient of the 2021 Lifetime Achievementis Dr. Sunny
Kim, a member and longtime volunteer, who dedicated
her own time and professional skills set to counseling
EEA members for over 10 years, one day a week in
person and over the phone.

Dr. Kim’s recognition was presented at the AGM on
February 24, 2022. While she was unable to attend in
person, she shared a picture of the plague with the
recognition text. We add the plaque text below. Thank
you, Dr. Kim.

EEEEEEEEEEEEEEEEENEEEEEEEEEEEEE B,
To Dr. Sunny Kim
On your retirement from the EEA
After eleven years of voluntary counseling
services
to our members, you will be missed!
What you gave us was more than normal
volunteerism.
It was service of the highest order!
All of us at the association
Thank You
Sincerely and gratefully
for sharing your counselling
knowledge & talent with us these years.
Sunny, you are a unique & special person!

MEMBERSHIP BYLAWS
CHANGES

At the AGM in February,
members approved a number
of Bylaws changes that will be
impacting our EEA membership
model. Stay tuned for updates
on the next legal steps to
implement the changes. We will
have more details in upcoming
issues of our newsletter.

You are hereby recognized as a
LIFE MEMBER of our Association.

Presented this 24th Day of
February 2022 By the Board of Directors
Staff, and Members of the

Edmonton Epilepsy Association.
EEEEEEEEEEEEEEEEEEEEEEEEEEEEEETRm
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CAMERON REID VOLUNTEER OF THE YEAR RECIPIENT

Another gem of our AGM this year, was the
opportunity to celebrate our Cam Volunteer
Of the Year recipient for 2021: Julia Gallant.

This award is bestowed on a volunteer who
has made important contributions to the
association in the previous year. The award is
named after Cam Reid, our longest serving
volunteer for the EEA.

Juliais a relatively new member to our
association, but she has definitely been
making a significant contribution to the many
projects and programs we have been running
in the past two years. Amongst her
contributions we list the Halloween’s Purple
Haunted House vignettes for the EEA office in
late October, her tending to the EEA
backyard garden and helping with the Youth
Garden Project we started in 2021.

She was also instrumental in the Holiday
Greeting Cards project that saw every
member of the EEA receive a personalized
handwritten card during last December.

A video recorded clip of her interview in
receiving the award is available on the EEA
website.

Julia's advice for the EEA?
“Keep on keeping on!”

We thank Julia for all her work and support for
our association. She is a model of volunteerism
we all aspire towards.

THANK YOU, JULIA!
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FUNDRAISING UPDATES

This is the section of our newsletter where we
share updates on funds raised in the last few
months, the different channels and projects we
work though to raise funds, and how you and
anyone out there can contribute to our financial
sustainability.

The fundraising initiatives of the EEA are
monitored, planned and worked through
committee work, led by the chair of the
organizational Sustainability Committee, Noella
Desaulniers. The EEA has established a process
we like to call Fundraising Pillars. These are
guiding questions and guidelines that the
committee and the Board of Directors follow for
any major fundraising initiative we engage in.

SKIP THE DEPOT is an ongoing fundraising

While the Board of Directors has ultimately the program we run for the EEA. In 2021 we raised

final word on execution of the initiatives, this around $1,000 through donations of

collaboration is ongoing, and we are always recyclables from members and supporters.

welcoming new members to volunteer in

helping out with our initiatives. Contact us if HOW DOES IT WORK?

you want to support our major projects. You can register on their app online and they
come to your door to pick up your bottles and

Everyone can help in their own ways, and the cans. You indicate you wish their proceeds to

number one support we need is to spread the be donated to the EEA as we are a registered

word about our projects, using your own charity with the program.

networks, on social media and as word of

mouth. A little contribution by many people Or you can let us know and drop your bottles at

makes a great difference! Read on about our office in Edmonton —we run about three

updates on major support we have received in drives per year. We store your bottles in our

the last few months and exciting new initiatives garage and then call the company for a

we hope you can all contribute to for the pickup.

month of March and further in the future! Your

dollars keep our doors open and our programs And now they also take your old clothes and

alive! electronics! It truly is that easy!

The EEA is also registered with the Donate a Car
Program. Click on the image to find out how your
donation can benefit our agency.
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FUNDRAISING UPDATES

SHERWOOD PARK SOUPS!

We love soups! Everyone loves soups! And now
your love for soups can benefit the EEA, so you
feel double the joy! ©

Order your soup tubes by March 31, 2022!
Click on the image (link) or call us to order

your soups. We will have them ready for pick
up after April 11 and just in time for the Easter
break! These soup tubes make for a wonderful
gift and a special hearty and healthy easy
meal at home!

SHAW BIRDIES FOR KIDS

A new and exciting fundraising
program we are so proud to have
joined is the Shaw Birdies for Kids.
This is a fundraising golf
tournament, backed by a
philanthropic group of Calgary
business leaders known as “The
Patron Group.” The EEA applied to
be a participating charity in this
year’s event, with funds to focus on
the Kids Website Project for
Epilepsy, and other kid-focused
programs.

HOW DOES IT WORK?

You donate to the EEA through the
online portal (link) or by cheque or
cash through their pledge form -
you can request one through our
office. Your dollars are matched up
to 50%. We have already raised
more than $20,000 to date. You
have time until August 31, 2022.
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FUNDRAISING UPDATES

ATB FINANCIAL DONATION TO THE EEA!

We are pleased to announce the EEA received a donation from
ATB Financial for the amount $2,500 to start the leg work on the
EEA Epilepsy website for Kids Project!

Valeria received the cheque from staff at the Glenora Branch
Manager in Edmonton. These funds are going to be spent to set
up the new website which we will soft-launch on March 26, 2022.

The website will be dedicated to kids and youth, explaining
epilepsy in their language, engaging with them to contribute
content, curating resources online from other websites around
the world, and ensuring the information is directed at four
different age groups: youth in grades K-3, 4-6, 7-9 and 10-12.

Contributions like this one make our new and innovation projects
a reality, allow us to expand our engagement with youth and
parents, and assist us in building better education for all.

Read more about this project in our Upcoming Activities section.

MEMORIAL DONATIONS

We wish to thank many donors who have
contributed to a memorial fund in
memory of Brittany Brady. These are
donations from family and friends
encouraged by her family, and we are
honoured to be chosen as the recipient
of such generosity. The passing of a loved
one is always a tragedy. However,
knowing that donations by close friends
and family can help support people who
live with epilepsy can bring some
comfort, and we are grateful for the
concrete gesture.

EEA OFFICE HOURS

We are open! You can call us at 780-488-9600
to book an appointment for a visit or to drop
a cheque or donation. We are cautiously
getting back to normal. The best way to
reach us remains email:
info@edmontonepilepsy.org
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EPILEPSY NEWS

Science one step closer to turning off seizures, sleep
disturbances linked to intellectual disability

This article talks about the discovery of two new proteins called collybistin and the GABAA receptor 2 subunit which

appears to play a large role in epileptic seizures. There is a mutation that can occur in collybistin that has been found to
disrupt the function of the GABAA receptor 2 subunit which appears to be capable of triggering seizures and many other
neurodevelopmental disorders such as learning difficulties and sleep disturbances. Thanks to this discovery, there can be
new potential drugs made to help treat all of these conditions in a more targeted way.

Science is one step closer to developing
targeted drug therapies that may reduce
seizures, sleep disorders, and related
symptoms common in people with intellectual
disabilities.

Research led by a team of UNLV
neuroscientists has shown the potential to zero
in on the root-level cause of a host of adverse
symptoms associated with unique subtypes of
neurodevelopmental disorders, work that
could one day improve the lives of millions
worldwide.

The study, published Feb. 15in

the Nature journal Molecular Psychiatry, builds
on previous research by UNLV neuroscientist
Rochelle Hines and collaborators, which
discovered that two key proteins -- collybistin
and the GABAA receptor ?2 subunit -- control
the firing of brain cells and contribute to
epileptic seizures, learning and memory
deficiencies, sleep disturbances, and other
symptoms frequently associated with various
forms of intellectual disability including Down
syndrome, autism, and ADHD.

The team's newest findings unveiled that
mutations in ARHGEF9 -- the gene that codes
for collybistin -- lead to intellectual disability
through impaired ?2 subunit function. The
team further showed that ?2 is a central hub
for many of the adverse neurological
symptoms characteristic of multiple
intellectual disability subtypes.

“Seizures and sleep deficits are two of the
most common and most disruptive
symptoms in children with
neurodevelopmental disorders, and sleep
deficits in particular are not well treated and
can impact the entire family," said Hines,
who partnered with UNLV faculty and
undergraduate and graduate student
researchers, as well as scientists from Tufts
University and Boston Children's Hospital. "This
research gives new hope to patients that we
can now develop drug therapies and
provide more precise interventions.*

In addition to patients with
neurodevelopmental disorders, researchers
said their study has the potential to improve
the quality of life more broadly for people
who grapple with sleep dysfunction,
epilepsy, anxiety, hyperactivity, and other
neurological abnormalities.

Takeaways

* Intellectual disability is a common
neurodevelopmental disorder that can
arise from genetic mutations. People with
these disorders -- Down syndrome and
autism are the most prevalent -- frequently
report related symptoms such as epileptic
seizures, learning and memory difficulties,
and disrupted sleep-wake cycles.
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EPILEPSY NEWS

Science one step closer to turning off seizures, sleep

disturbances linked to intellectual disability (cont.)

* By manipulating interaction between two
key brain proteins, scientists discovered
that one of them -- called the ?2 subunit --
plays a more critical role in intellectual
disability and related symptoms than
researchers previously thought.

* Knowing which functional interaction is
responsible for triggering adverse effects
caused by ARHGEF9 gene mutations will
help researchers develop precise drug
interventions -- providing enhanced care
to patients.

e Further research is underway, with hope
that the work may one day advance to
clinical trials.

The National Institutes of Health supported
the research with funding. Additional
researchers include UNLV neuroscientist
Dustin Hines; UNLV student researchers April
Contreras, Betsua Garcia, Jeffrey S. Barker,
and Austin J. Boren; Boston Children's
Hospital neurologist Christelle Moufawad El
Achkar; and Tufts University School of
Medicine neuroscientist Stephen J. Moss.

University of Nevada, Las Vegas. "Science one step
closer to turning off seizures, sleep disturbances
linked to intellectual disability." ScienceDaily.
ScienceDalily, 22 February 2022.
<www.sciencedaily.com/releases/2022/02/22022215
1834.htm>.
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EPILEPSY NEWS

Blood levels of common antiepileptic drugs drop during
pregnancy, causing breakthrough seizures

Many people with epilepsy find themselves having breakthrough seizures during times of pregnancy and this article

highlights the reason why this occurs and what is currently being done to improve the situation. The cause is due to a
sudden drop of drug levels in the blood, which makes it very important for pregnant individuals with epilepsy to consult
with their doctor so they can monitor the drug levels in their blood. Scientists have recently performed a study to
determine which drugs have a drop in level, by how much it drops, and also when the drop occurs. This has allowed
scientists to determine what they should do for any pregnant patients.

Blood levels of many commonly used antiepileptic drugs drop dramatically with the onset of
pregnancy, report researchers from the University of Pittsburgh and the University of Minnesota
today in JAMA Neurology.

The findings, collected as part of the multicenter study Maternal Outcomes and
Neurodevelopmental Effects of Antiepileptic Drugs (MONEAD), explain why many people with
epilepsy start experiencing breakthrough seizures after conception, reinforcing the need to
proactively increase doses of certain antiseizure medications and closely monitor blood levels
over the course of pregnancy.

When it comes to epilepsy, maintaining a fine-tuned medication regime is critical. Some people
mistakenly believe that changes in the drugs' blood concentration won't occur until after 20
weeks of pregnancy, but our study shows how importantit is to start monitoring and adjusting
patients' medication dosages early on," said lead author Page Pennell, M.D., chair of neurology at
Pitt and the principal investigator on the MONEAD trial. "Nearly half of all pregnancies in the United
States are unplanned, so it is important to ensure that doctors have a clear picture of each
patient's baseline drug level even if they are not trying to conceive."

Epilepsy is a life-altering neurological condition that affects children and adults alike, and two-
thirds of cases do not have a known cause. In people with epilepsy, nerve cells in the brain are
hyper-reactive, causing them to change the pattern of their electrical activity and become
spontaneously active, millions of cells at a time. In people with epilepsy, that synchronous
activation is manifested in seizures, which can make a person become disoriented, lose
consciousness and, in some cases, experience limb movements or rigidity.
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EPILEPSY NEWS

Blood levels of common antiepileptic drugs drop during

pregnancy, causing breakthrough seizures (cont.)

Clinical management of epilepsy has had a The study found that blood levels of seven
fraught medical history, compounded by myths gyt of 10 of the medications they examined
and stigma over the centuries. Many people dropped dramatically -- from 29.7% for

with epilepsy go undiagnosed or under- lacosamide, a commonly prescribed
treated. Even though epileptic seizures can anticonvulsant, and up to 56.4% for

often be successfully controlled with lamotrigine.

medications, the first-generation drugs had a

slew of dangerous side effects and were In addition, the researchers noted that the
contra?ndicated for people who are trying to drop in the drugs' blood concentration
conceive. occurred mere days after conception, long

. o before most women have their first prenatal
Since then, safer medications have entered the visit and before the pregnancy showed itself

U.S. market and become widely available, but physically.
clinicians started noticing a hew problem --
patients whose epilepsy was successfully "Until now, we knew very little about how
managed with medications started having becoming pregnantimpacted blood levels
seizures soon after becoming pregnant. of most anti-epileptic medications," said

o . o o Vicky Whittemore, Ph.D., program director at
"ldentifying which antiseizure medications may the National Institute of Neurological
have changes in concentrations and at what Disorders and Stroke (NINDS). "This study lays
pointin pregnancy those changes occuris the groundwork for a larger goal of the
important for determining which patients may MONEAD study, which is to improve
need to be monitored more closely during outcomes in women with epilepsy by better
pregnancy and after delivery,” said senior managing their medications over the course
author Angela Birnbaum, Ph.D., professor of of pregnancy.*

experimental and clinical pharmacology at the
University of Minnesota.

To get to the bottom of the mystery, Pennell
and colleagues launched a study to analyze University of Pittsburgh.

blood concentrations of 10 commonly used "Blood levels of common
antiepileptic drugs drop

aptlselzure drugs and compare them across during pregnancy, causing
different stages of pregnancy and after breakthrough seizures."
childbirth. ScienceDaily. ScienceDaily,

14 February 2022.
<www.sciencedaily.com/re
leases/2022/02/2202141117
49.htm>.
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EPILEPSY NEWS

Noninvasive imaging could replace electrodes in epilepsy
surgery planning

Surgery is often an option for treatment for patients with epilepsy that are resistant to most drugs. However, the major

problem with surgery is the invasiveness of the procedure itself and the procedures leading up to the surgery. A new
technique has been developed called VIEEG which uses MEG’s to image the brain during a seizure. The image can then be
analyzed with computer software to determine the seizure origin in the patient so that doctors can plan out the surgery
(and determine whether surgery is even a viable option) without needing to perform invasive procedures.

A team from the University of Melbourne in Australia and the University
of Birmingham demonstrated that magnetoencephalographic (MEG)
imaging can be used to produce a dynamic map of the whole brain

during a seizure. Their results are published in Nature Communications.

Over 65 million people around the world have epilepsy. About one-third
of those have seizures which are resistant to medication. In these cases
brain surgery can be an effective treatment, but it is under-used
because of the challenges of accurately identifying the specific brain
networks involved in seizures in order to appropriately plan surgery.

Successful epilepsy surgery relies on being able to understand and
monitor the neural processes in the brain that cause seizures. Currently,
this is most commonly done by implanting electrodes on the surface of
the brain. The technique is invasive and expensive, and it has limitations
because it enables only a small number of networks to be monitored.

In a proof-of-concept study, the researchers worked with 12 people
with epilepsy to reveal the sources of their seizures using MEG imaging.
From these data a computer model of the brain was constructed,
which enable virtual surgeries to be performed. The computer model
provides a ‘real time’ picture of brain areas involved in generating
seizures. The researchers call their method virtual intracranial EEG
(VIEEG).

The team was able to show that, using their technique, they could
identify distinct characteristics such as hyper-synchronised rhythmes,
clear transitions from background ‘normal’ activity, to the seizure state,
and patterns caused by the seizure spreading through the brain.
Although more research is required, the researchers believe the
method can be used to pinpoint the precise area of the brain
responsible for triggering seizures, which would be a surgical target.
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EPILEPSY NEWS

Noninvasive imaging could replace electrodes in epilepsy

surgery planning (cont.)

Dr Daniel Galvis, from the Centre for Systems
Modelling and Quantitative Biomedicine,
explained: “Planning surgery for epilepsy is
complex - often requiring highly invasive
procedures even prior to determining
whether surgery is a viable option.
Discovering new and non-invasive methods
for characterising the brain areas involved in
seizure propagation opens up a promising
pathway for improving surgical approaches
and ensuring that patients benefit from life-
changing surgery.

Retrieved online at
https://www.eurekalert.org/news-
releases/944093 on March 4, 2022.
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The EEA prides itself in ongoing learning and

updating its resources and sharing accurate
information, making it available to everyone,
in a practical and easy-to-access manner.

We share daily posts on social media about
information that comes to our attention.

Make sure to visit and attend our monthly
provincial webinars, in a collaboration with

the Epilepsy Association of Calgary, EAC, at
www.albertaeweb.ca.

We build a curated video-resources library
accessible to everyone online.

On March 17, 2022, we

talk about transitioning

to adulthood for youth
living with epilepsy.

Reqister here.
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MARCH IS EPILEPSY AWARENESS MONTH

March is the busiest month of the year for every agency in Canada, who works incessantly to
create awareness and build education and understanding of epilepsy, in the hope to lower
stigma and increase the life opportunities for everyone impacted by this brain disorder.

We dedicated the next few pages of this issue to all the activities and programs the EEA is
running under this banner. If you follow us online, you will recognize a few of the items on these
pages. Remember we have many members who do not have easy access to online
communications. So, we take the extra space here to ensure they are included in our sharing.

THE WEBSITE

Everything you need to know about our
March Awareness Month is available at our
website (click here) . We added 10 sections
that you are invited to review and act upon.
We also added visual daily posts which we
share with everyone on social media. The
key word for the month is SHARE.

If you read our posts, like them, leave a
comment or share them in your networks.
You have the power of the “click” in your
hands. The more folks read about epilepsy
the greater the number of people who feel
included and maybe want to learn more
aboutit!

On March 2, 2022, the Alberta Government
issued a statement about Epilepsy
Awareness Month. You can read the full

statement at this link.
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https://www.alberta.ca/release.cfm?xID=82017EF55FDF2-9038-FD8E-89A73F7F490D04DB
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MARCH IS EPILEPSY AWARENESS MONTH
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MARCH IS EPILEPSY
AWARENESS MONTH

As we create awareness about
epilepsy during the month of March,
we highlight below a few key
programs we are running in the
month of March:

e MEMBERSHIP DRIVE
Any new member we gain in the
Month of March, or any referral
for a new member during the
Month of March, will be entered
for a special prize in early April.
Invite your friends and family to
become members.

e SHERWOOD PARK SOUPS
FUNDRAISER
We are selling delicious soup
tubes, as a fundraiser, from
Sherwood Park Soups. Each tube
is $11 — we make $4.00 for each
sale. The soups require 8 cups of
water and 20 minutes boiling.
Thatis all!
Consider purchasing these tubes
online - sales end on March 31,
2022. You can select pick up
times after April 11 — just in time
for Easter break! The soups make
a wonderful easy dinner solution
and beautiful gifts for everyone!
PURCHASE YOUR TUBE TODAY
HERE.

» KEEP OUR SOCIAL MEDIA POSTS
AND SHARE THEM BACK!
We accept emails during the first
week of April, with a copy of at
least 10 of our daily social media
posts during March. We will draw
a name for a special prize the first
week in April!
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https://edmontonepilepsy.org/membership/
https://app.simplyk.io/en/ticketing/d53ffe7a-3df0-4ec2-939e-401da67e49dd

MARCH IS EPILEPSY AWARENESS MONTH

MARCH 26 IS PURPLE DAY!

Celebrate! Celebrate! Celebrate! Purple
Day is an international day for epilepsy, but
we are proud of calling this date a
Canadian initiative. Cassidy Megan created
the idea of Purple Day in 2008, motivated by
her own struggles with epilepsy. Cassidy’s
goal is to get people talking about epilepsy
in an effort to dispel myths and inform those
with seizures that they are not alone. The
Epilepsy Association of The Maritimes came
on board in 2008 to help develop Cassidy’s
idea which is now known as Purple Day. You
can find out more about Purple Day at the
official website link.

This year Purple Day falls on a Saturday, so
we wish to extend all the special activities for
the day to the full week and weekend
around March 26!

Read along what specific things every
individual can do during this special week
and throughout March:
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MARCH 25, 2022

The EEA is proud of offering TWO special
live performances of our very own Kids on
the Block show, on Friday, March 25, 2022.
One show will run at 10:00 a.m. (MST) and
one show will run at 12:00 p.m. (MST)

EVERYONE, and we mean EVERYONE
FROM EVERYWHERE, is welcome to register
and attend this live performance! Cassidy
will be our guest of honour, introducing
each show and answering questions, live,
at the end of the show with the artists and
our puppets.

REGISTER HERE FOR YOUR ONLINE SPOT!

MARCH 27, 2022

The High Level Bridge in Edmonton will be
litin purple at night! Take pictures of this
landmark or videos and share them with
us!
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MARCH IS EPILEPSY AWARENESS MONTH

e MARCH 24, 2022
We will run our monthly Families Online
Conversations on this day! We wiill
discuss ways to keep children living
with epilepsy engaged, active and
doing the best they can in every
endeavour they wish to pursue.

Parents and guardians join our sessions,
in a friendly, trusting and respectful
environment. We welcome everyone
who cares for a child who has

epilepsy.

You can join our zoom call from
anywhere — we run them at 7:00 p.m.
on March 24, 2022. Reqister here

today!

MARCH 27, 2022

The EEA has joined the Edmonton Oilers’
Entertainment Group, for a special fundraising
event. On MARCH 27, 2022, stay tuned on your
social media channels, visit our website or
simply click here to purchase your 50-50 Online
Raffle tickets!

All day on this special Sunday, while the Oill
Kings play at Rogers’ Place in Edmonton, the
50-50 raffle will be for the Edmonton Epilepsy
Association! We aim to raise $6,000 on this day
and from this event! You do not need to be at
the game to buy your tickets!

Of course, you want to go to the game as
well! We still have cheap ticket vouchers for
anyone interested!
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MARCH IS EPILEPSY
AWARENESS MONTH
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MARCH IS EPILEPSY AWARENESS MONTH

We plan for a special meeting with Erin
Rutherford, Ward Anirniq Councillor, for the City
of Edmonton, on March 11, 2022. A team of
families with children who have epilepsy, our
President, Tammy Tkachuk and other members,
will meet with Erin and talk about epilepsy. We
plan to take lots of pictures and share our stories
about epilepsy with the Councillor. She is the
Councillor of our association, by the location of
our main office, in Edmonton, Alberta.

Use your purple face coverings, or simply dress
up in purple and share your pictures with us and

with the world!
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MARCH IS EPILEPSY AWARENESS MONTH

On March 1, 2022, and throughout August 1, 2022,
the EEA is joining a special fundraiser event,
through donations to the Shaw Birdies for Kids!
Why we like this opportunity?

This provincial foundation allows participating
agencies, like the EEA, to raise funds during six
months, through their online portal, as well as gain
access to the Golf Tournament on August 3-7,
2022, in Calgary.

Participating agencies receive funds from the
foundation, and every dollar is stretched a bit
longer than usual. Donations are matched up to
50%, which means funds collected grow through
this fundraiser. We are pleased to share with
everyone we already raised $21,000 thanks to
generous donations from our members.

YOU CAN BE GENEROUS IN
YOUR OWN WAYS!
Click here to donate online!

In the mood for a great and easy-to-make
soup? Order your tube today! We accept
online orders — CLICK HERE.

You can also call our office and make your
order via cheque or with cash. Sales end
on March 31, 2022.

You can pick up your order after April 11,
2022.

Volume 2 MARCH-APRIL | 2022 2 7


https://shawcharityclassic.com/edmonton-epilepsy-association/
https://shawcharityclassic.com/edmonton-epilepsy-association/
https://app.simplyk.io/en/ticketing/d53ffe7a-3df0-4ec2-939e-401da67e49dd
https://app.simplyk.io/en/ticketing/d53ffe7a-3df0-4ec2-939e-401da67e49dd

MARCH IS EPILEPSY AWARENESS MONTH
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MARCH IS
EPILEPSY
AWARENESS
MONTH

The 1in 100 Campaign goes on during the month of March!

Read details about this initiative by the Canadian Epilepsy
Alliance at this link.

The idea behind the campaign is to share a statement about
yourself, if you have epilepsy, or if you care about someone
who does, stating something about you, as epilepsy does not
stop you from being whom you want to be. Call our office to
order paper copies of the posters. You can come to our office,
and we can take your picture to share online!

We are open for in-person visits, following safety guidelines, and
by appointment.
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UPCOMING ACTIVITIES AND PROGRAMS

DECEMBER 10, 2022, MEMBERS’
HOLIDAY PARTY DATE
CONFIRMED!

We are pleased to announce that we have
placed a hold for Saturday, December 10,
2022, at the Chateau Louis Hotel &
Conference Centre, in Edmonton, for a Holiday
Party for members and friends. Pandemic and
other world events’ permitting, we plan to
have a wonderful party together, sharing a
meal, telling each other stories and playing
some fun games for a relaxing and welcoming
afternoon. Stay tuned for more details.

SUMMER BACKYARD PARTY AND FUNDRAISER — SATURDAY, JUNE 25, 2022

We are also very excited to announce our plans for a summer backyard party and fundraiser, for our
members and all supporters, as well as the general public! On Saturday, June 25, 2022, we plan to
organize the last date of a month-long fundraiser for the EEA, involving walking, running and doing
any type of physical activity that causes us to use up calories! The fundraiser will be a peer-to-peer
type of fundraiser, where we give you the option or raising pledges based on the number of steps or
calories you plan to burn in a variety of ways, to raise awareness and build education about
epilepsy, through the EEA. Details about this fundraiser will be shared in the April newsletter. It will run
between June 1 and June 25, 2022, but you can start preparing your body and mind for the project.

On June 25, 2022, we plan to open the EEA office backyard to all our families and friends, to come
over, enjoy some relaxing activities together and celebrate the end of the fundraiser. Spoiler alert:
we plan to book a couple of food trucks for the event and sell tickets to raise funds on the day!

If you wish to help with the organization of this event, contact us by March 31, 2022.
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U PCO M | N G ACTIV'T' ES The Albert Epilepsy Education Webinars will run

as scheduled in March and April. Our next

AND PROGRAMS topicsinclude:

e Transitions from Youth to Adulthood for
Epilepsy Patients, MARCH 17, 2022

» Epilepsy and Genetics, March 31, 2022
» Epilepsy and Paediatrics, APRIL 21, 2022

This sessions Are becoming ever more popular,
and the live participation offers everyone,
everywhere, the opportunity to engage in the
live panelists’ discussions. We record and edit
the sessions and post the videos as resources for
the general public after each webinar.

REGISTER TODAY FOR FREE!

SCHOLARSHIPS

There is still time until March 31, 2022. to apply for the three types of scholarships the EEA manages
on an annual basis. If you are a youth with interests in sports or the arts, or if you are attending post-
secondary education while living with epilepsy, these scholarships may be for you! Apply today!
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UPCOMING ACTIVITIES AND PROGRAMS

We continue to offer on an ongoing basis our regular programs and services, including the special
activities aligned with March Epilepsy Awareness Month. Check the info on this page and select the

activity that best fits your wishes and your availability.

MEMBERSHIP DRIVE

Ask a friend or another family to join the EEA
during March 2022. your name and the
name of every new member will be added
to a special draw in the first week of April!

GET YOUR PURPLE ON!

Visit our March Epilepsy Awareness Month
page and chose the activity that seems
more fun to help spread the word about

epilepsy!

MEMBERS’ SERVICES

Individual members’ services continue,
mainly through support over the phone. You
can set an appointment with our office.
Remember we offer the HOBSCOTCH
MEMORY PROGRAM to all members.

FAMILIES ONLINE CONVERSATIONS

Our upcoming session on March 24, 2022, will
focus on activities and programs and system
supports for families of children with epilepsy.

Register today!

MEMBERS’ PROGRAMS AND
OFFERINGS UPCOMING SURVEY

*kk

We are planning to engage all membership in
a thorough survey about programs and services
we can plan around and offer, in the near
future, in a variety of formats.

The Members’ Services Committee of the Board
has decided to ask you, our members, what
activities are you looking forward to engaging
in for the next few years, hoping we can go
back to more normal settings in our
interactions. Many of our services will maintain
their digital version, which has served us very
well in the past two years. Larger outreach and
flexibility are key characteristics of the online
delivery of services.

However, we hope to slowly re-start new
programs that offer in-person options,
especially for our members who are not as
connected through computers and smart
phones.

The survey will run between March 21 and April
21, 2022, and we will reach out to our members
online, through paper versions of the survey
and through phone calls. We will give everyone
an option for the best format. Based on results
we will plan some new exciting events in
addition to the two big ones already in the
works.
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UPCOMING EEAEPILEPSY FOR KIDS' WEBSITE PROJECT
ACT|V|T| ES AND The EEA s proud to announce the official start of work on

this project, which will keep us busy for the next couple of

PROGRAMS years

In alignment with our strategic plan for 2022-2024, and
under the guidance of the Awareness and Education
committee, led by Tammy Humphreys, through a working
committee of about five volunteers and with the support of
the executive director of the EEA, Valeria Palladino, this
project aims at the creation and sharing of a dedicated
website for kids and youth under 18 years of age.

The PROJECT OVERARCHING GOAL is to offer a safe, reliable
and up-to-date online space for kids and youth, ages 5
through 17 (K-12 grades) to learn about epilepsy, share
guestions and interact with each other, celebrating life
achievements, sharing challenges and successes, while
living with epilepsy.

Our project outcomes include:

1. Setup a dedicated website space for youth-oriented
information and interactions about epilepsy.

2. Curate online resources from around the world,
dedicated to education and awareness about epilepsy,
for children and youth.

3. Organize and present content about epilepsy in a fun
and user-friendly way, for younger audience.

4. Create original content for the website, by youth and for
youth.

5. Create and moderate a safe space for younger users,
to interact with each other about epilepsy.

We have enrolled the services of university students across
Canada, to get us started in the scan of online resources for
kids about epilepsy. Their work will be the first content we
will add to the site for our soft launch on March 26, 2022.

A team of youth consultant from the EEA is ready to also
start supporting the project, from vetting resources, to
creating new content and working together to expand the
initiative. If you are a youth who lives with epilepsy and you
wish to join us, contact us and we will find a way to include
your contributions to the site.
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2022 EEA
BOARD OF DIRECTORS

We welcome new volunteers to consider
joining our Board of Directors. By next year we
will be in need of four new directors, as current
volunteers end their second 3-year term.

To learn more visit our page.

Tammy Tkachuk
Colleen Matvichuk
Katrina Breau
Terry Mahon
Tammy Humphreys
Valeria Palladino
Noella Desaulniers
Tammy Humphreys
Dr. Jay Kassiri
Anna Pagliuso
Shandea Patras
Dr. E. Starreveld
Kristine Zielinski

Susan Wilkie

PRESIDENT

PAST PRESIDENT

VICE-PRESIDENT

TREASURER

SECRETARY

DIRECTOR

DIRECTOR

DIRECTOR

DIRECTOR

DIRECTOR

DIRECTOR

DIRECTOR

DIRECTOR

At the EEA Special Board of Directors’
Meeting, on February 24, 2022, following
the Annual General Meeting, the board
elected a new executive team:

Tammy Tkachuk is our new President,
while Colleen Matvichuck is now Past
President, and Katrina Breau is our vice-
President.

Tammy Humphreys stepped into the role
of Secretary and Terry Mahon remains on
board for one more year as Treasurer.

We are grateful for the dedication all
directors continue to show to our
association, and their support in all our
programs, whether through governance
work or hands-on campaigns.

1" term ends February 2024
2nd term ends February 2023
2nd term ends February 2023
2nd term ends February 2023
1" term ends February 2024
EXECUTIVE DIRECTOR

1st term ends February 2024
1st term ends February 2024
1st term ends February 2024
1st term ends February 2023
1st term ends February 2024
1st term ends February 2022
1st term ends February 2024

1st term ends February 2025
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CALEN DAR This is our March Epilepsy Awareness Month Calendar.
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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.

Edmonton Epilepsy Continuing Education Scholarship

EEA also manages the Edmonton Epilepsy Continuing Education Scholarship,
funded by the Epilepsy Trust Fund.

11215 Groat Road — Edmonton AB T5M 3K2
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