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Message from the President
New Year?
Yes please! Here’s to better times ahead for us all in
2021!
This new year message comes to you with the wish that
we can all gather together again very soon. In the
meantime, check out our website for support resources
and the new videos of inspiration from our members and
volunteers. We are continually working on ways to
connect with more families to deliver support services
and member activities virtually. If you have an idea, let
us know, we are always excited to hear from you! Our
donations are down this year but, thankfully we have
been successful with receiving government grants and
we will continue to apply for various grant opportunities.
The wine raffle was a smashing success and will be an
annual opportunity for us to create awareness and
spread some holiday cheer. Your board is working hard
to secure funding to ensure the EEA is here to support
you and our future members. Join us at the upcoming
AGM to learn more about our current strategic plan and
financial stability plan.

EEA OFFICE HOURS
The EEA office follows provincial
guidelines and will remain closed
to the public. Appointments and
services will continue over the
phone and online.
Office hours are weekdays
8:30 a.m. to 4:00 p.m.

We hope you have a very happy new year and that we
can see you again soon. Until then, cheers to you from
afar for your good health and happiness!
From our porch to yours, wishing you a happy, safe and
healthy 2021.
Colleen Matvichuk
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From My Desk
Beginnings
A New Year’s Day never fails to bring about reflections
of new starts, fresh beginnings and hopes for a better
tomorrow.
This year though, the first of January came
around in a quiet, subdued way for many of us. Some
of us, fortunate enough to be at home with our loved
ones, in our own “family bubble”, connected with phone
calls, emails, video chats and more with the rest of our
gang, in COVID-19 safe ways. For some of us, the end
of 2020 and the beginning of 2021 may have been
less of a happy moment, maybe, more solitary that we
would have hoped it to be. Either way our hopes
remain the same. Stay strong, healthy, be able to work
towards personal goals, make friends, grow the
friendships we already have, and be able to take care of
those we love.
While I personally embrace these important,
human values and hopes, I do reflect on the role the
association I have the privilege of serving has for all our
members, and what we can do together, especially at
this time of a new year, to create a stronger and deeper
sense of community. The Board of Directors of the EEA
has worked very hard to solidify a strategic plan and a
unified vision, mission and values statement that we
strive to infuse in all activities we plan to engage in for
2021.
January will see us starting the Families Online
Conversations (FOCs), a Zoom session for any family in
Alberta, with children living with epilepsy. If you or
someone you know feel this could be an interesting
venue to share your experiences, do not hesitate to
register at https://edmontonepilepsy.org/focs/ or
contact us with any questions. The first session will be
held on January 28, 2021 at 7:00 p.m.
Another first for the year will be our Annual
General Meeting, AGM, which this year will be held
online, through Zoom, on February 25, 2021 at 6:30
p.m. All members will receive detailed information and
instructions on how to join the meeting, online or
through a phone call, and everyone will have all the
information required to actively participate in the event.
While we were all hoping to combine a social
event to the AGM, we shall be patient for a little while
longer, as we work together towards seeing the end of
this pandemic.

To support members in their personal
challenges and struggles with mental health, we
continue to offer individual phone-counseling sessions
through our volunteer counsellor, Dr. Kim. We have also
officially started the HOBSCOTCH Memory Coaching
program, and remain strong in the offering of
mentoring sessions, by pairing members in need with
peers who have walked similar paths. In addition, we
are working with the Epilepsy Association of Calgary,
EAC, to offer a Clinics-To-Community program, which
we hope will be receiving provincial support, to
formally start soon.
Many hours of planning and preparation have
already been in the works to celebrate March, as
epilepsy awareness month, to culminate in the special
activities for Purple Day, Friday, March 26, 2021, not
only within our city, but provincially and joining a
national campaign, with all associations belonging to
the Canadian Epilepsy Alliance (CEA).
While fundraising remained a challenge
throughout 2020, because of our inability to organize
and run face-to-face fundraising important events, we
are ready to face our financial challenges with renewed
strengths and hopes. You will soon see the EEA
website launch an E-Store page, through which we will
begin selling original products, to raise needed funds
for operations and all services and programs. These will
include the face-coverings that many EEA volunteers
have been working hard at sewing at home, specialty
bracelets and a new book, published and donated to
the EEA, by one of its most fervent supporters, Dr.
Elout Starreveld.
I encourage you to read on the many pages in
this issue of Focus on Epilepsy. Discover new research
on epilepsy, details about EEA activities and programs,
celebrate with us Cheryl Renzenbrink, the recipient of
the 2020 Cameron Reid Volunteer of the Year Award,
and consider applying or share details about the EEA
Scholarships with someone you know, who may qualify
for these financial aids we provide, to support youth
and their special dreams, and adults furthering their
academic studies.
There is so much to be grateful for at the
beginning of this new year. Let’s keep our hopes high,
our hearts strong and our hands busy supporting each
other.
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EEA Updates
November |December 2020 Activities
While the EEA office remained closed to the public, staff and volunteers continued to be very busy supporting
our members and running popular activities and programs. Here are some highlights:
• We ran a successful first time Wine-tree Fall
Online Raffle and raised $5,000 for the
association. The winner of the 60 bottles of wine
was Terry Mahon.
• Individual Counselling Sessions with Dr. Kim
continued, as a valued service for members in
need.

•

•

Terry Mahon, winner of the Wine-tree 2020 Raffle.
• We delivered 9 additional meal kits with the
winter recipe for the Arugula Salad, as part of the
modified Community Kitchen Program for 2020.
Find the delicious recipes on the EEA website and
video page.
• The EEA presented two Epilepsy 101 webinars in
November, to a total of 22 attendees. To register
for these free sessions, check the EEA website.

•

•

EEA members completed the online and over-thephone annual satisfaction survey. The response
rate was 40% and the satisfaction rate with EEA
programs and services remains high.
We gave away over 30 special Holiday gifts,
including warm winter coats, to members who
requested access to the program.

Arugula Salad Recipe
We have officially started the HOBSCOTCH
Program, with one of our members registering for
this 8-week memory coaching program. To learn
more and sign up check the EEA website.
The EEA office continues to offer individualized
services to its members. We support members
from an initial phone call to email follow-ups,
engaging with other service providers and
government agencies, in advocacy, education and
direct support roles.
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EEA Updates
Congratulations!
We want to congratulate a few members for their participation in EEA initiatives and for winning
special prizes. Joviah B. and Emory H. each won a special backpack, filled with goodies, for
having participated in the EEA Purple Haunted House event, on October 31, 2020. Joviah
helped the EEA tell her story about epilepsy, as she was interviewed by a CBC network crew.
Emory and her family also donated over $400 to the association in profits from a baking
fundraising they ran earlier in the year. We are very grateful for the support they so generously
showed to the EEA.

Joviah and Emory with their prizes from the Halloween Haunted House Project

Epilepsy Booklet Series
The EEA Epilepsy Booklets continue to be a popular
program we run, completely free of charge, thanks to
a major sponsorship support from UCB Canada. To
order paper copies mailed right to your own
doorsteps click on the picture on the left or email us
at: info@edmontonepilepsy.org
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EEA Fundraising Updates
FUNDRAISING CASINO CANCELLED!
The fundraising Casino event, scheduled for the first week in December 2020, was canceled
due to COVID-19 restrictions. The EEA is listed to be scheduled for new dates as soon as
restrictions are to be lifted. We remain hopeful that these dates will take place soon enough.
CASINO fundraising remains one of the main sources of financial support for the EEA.
We thank all volunteers who had placed themselves in line for the December Casino dates.
Once we hear of a new schedule, we will contact each one of you once more, and we will ask
you for your availability with the new dates. We know some of you may no longer be available.
If anyone wishes to come forward for a Casino shift in 2021, please contact the EEA office by
phone at 780-488-9600.

OSCAR – A NOVEL BY DR. E. STARREVELD

A coconut struck Oscar in the head when he was two years old.
Several years later Oscar was
forced to create his own life. It was clear, that other causes were
underlying his daydreaming spells. His left hemisphere didn’t
supply what he needed; he became a right hemisphere man. A
gifted piano player, manipulating his audience from tears to
cheers, and backwards. Aware of his limitations, Oscar was able
to deal effectively with criminal elements.
His best friend Simon, a Bouvier des Flandres, intervened
effectively whenever necessary. His intuition was beyond human
comprehension. Will Oscar be ever free of his seizures? Could
Oscar look forward to a rational solution?
…want to read the rest of the story? Stay tuned for the sale of the book
on the EEA website (expected publication date around February 2021)

FACE-COVERING FUNDRAISING PROJECT
Several special purple, non-medical face-coverings, bearing the EEA
logo and the action statement “Ask Me Why” were sewn over the
holiday break. The EEA will soon place these for sale on our Store page
on the website. In the meantime, we call on any skilled seamstress out
there to volunteer your expertise, as our goal is to sew 1,000 items
and raise around $10,000 to fund EEA programs.
You can email us at info@edmontonepilepsy.org or call or office at
780-488-9600. We will gladly provide you with the sewing kits. Your
generosity will live forever, as together we do our part to keep each
other safer.
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EEA Fundraising Updates
DONATE NOW!
Each year, the Edmonton Epilepsy Association is proud to support and offer services and programs to over 5,000
children, youth and adults who live with epilepsy, in the Edmonton and Northern Alberta regions, while engaging
over 100 volunteers in meaningful and community-building activities.
Your generosity makes all this happen. Donate today!

RESEARCH AND DIGITAL RESOURCES PROJECT
The EEA will begin working on a special research and resource development
project in 2021. Amongst several donors we are seeking financial support from,
we are happy to share the great news we secured $10,000 for funding from
Eisai, to support a portion of the project. The project will entail researching
information to create online video and interactive resources about epilepsy for
education purposes, specifically aimed at students in grades 7 through12. The
resources will complement the Epilepsy Information Booklets and the Kids on the
Block programs already popular amongst members and stakeholders of the EEA.
A great thank you to Eisai for their generous support. Stay tuned for updates on
this project.

GRANT SUPPORT
The EEA continues to seek grant support from an extended pool of potential donors. Financial sustainability and
independence is one of the strategic goals for 2021, and we welcome any ideas for new grant applications. In
2020 the EEA received grant support from:
• The Edmonton Community Foundation (EFC) from the COVID-19 Federal Relief Fund
• CEWS (Canadian Emergency Wage Subsidy), also federal funding related to COVID-19 relief
• UCB – funding to run the EEA Epilepsy Information Booklets
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EEA Scholarships
The EEA is proud to promote three
important financial support scholarships
for youth and adult individuals living with
epilepsy. These scholarships are made
possible through donations from
enthusiastic supporters of the EEA, who
wish to empower members in realizing
their dreams and be their best, in many
ways.
We offer scholarships for academic, arts
and culture as well as sports activities to
support the personal development of
people living with epilepsy.
Find below a summary of each scholarship
and click on the link to find out all details.
In the next page you can read about video
and audio interviews with Ryan Hannigan,
son of Garry, and with Lindsay Hughes,
sister of Brittany.
The Edmonton Epilepsy Continuing
Education Scholarship funds up to $1,000
for a qualifying participant who is entering
or continuing college or university studies
in an Alberta post-secondary institution.
The Garry Hannigan Memorial Scholarship
offers up to three $500 prizes,
for youths up to the age of 18, who wish
to participate in sports or recreational
activities that will enhance their
development as individuals.
The Brittany Hughes Memorial Scholarship
Fund offers up to three $500 prizes
for youths up to the age of 18 who wish
to participate in arts and cultural activities
that will enhance their development as
individuals.
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EEA Scholarships
A Moving Tribute
We invite you to view a moving tribute in a short interview we
held with Lindsay, Brittany’s sister, speaking of the legacy and
impact she left on all at the EEA. Lindsay reminisces about her
sister, her joyous nature and generosity in volunteering for the
EEA as well as being an active participant in the many events
organized for its members.
You can view the short video at this link:
https://vimeo.com/486103316 or click on the image on the
right.

Excerpt from the Interview with Ryan Hannigan
(for the entire interview check this link: https://edmontonepilepsy.org/scholarships/

Q: Can you tell us a bit about your father, Garry Hannigan?

Ryan: Dad was the oldest of 7, born in Saskatoon, Saskatchewan. Dad was a guidance
counsellor for Edmonton Public Schools. Dad was a counsellor, he loved people,
people loved him. Just an amazing human being.

Q: When was your father diagnosed with epilepsy and how it did affect his life?

Ryan: Dad was diagnosed with epilepsy at the age of 18, in 1966. His epilepsy doctor
was Dr. Starreveld at that time. It affected Dad’s life in a lot of ways. He was on a
cocktail of medications and it had his seizures under control for quite some time. Then
things got worse. In 1998, he went to the University of Northwestern Ontario in
Waterloo and had surgery at that time. It helped (with his seizures). It didn’t have
them completely under control, but it definitely helped and up until he passed in 2010
things were alright.

Q: Your father worked with Edmonton Epilepsy as a counsellor. How did that come
about?
Ryan: Mr. Sampley, EEA Executive Director at that time, had a volunteer position that
needed to be filled. It had been vacated by somebody else. He contacted the Alberta
Teacher’s Association and the individual that he spoke with happened to know Dad
personally, so they said, “We know this individual, he is a retired counsellor and oddly
enough he is also an epileptic.” So, Mr. Sampley and Dad had a long conversation on
the phone and that was the beginning of Dad’s tenure with the Edmonton Epilepsy
Association. He was there from 2004 and up until just before he passed in 2010.
Q: Your father has a scholarship in his name for sports and recreation. Why was sports
chosen?
Ryan: Sports and rec were chosen for Dad for many reasons. He enjoyed playing
sports throughout his life. He also enjoyed supporting his grandson’s sporting
endeavours as well so it was really no-brainer when the EEA asked where the
scholarship should go for him.

Garry Hannigan

“Dad was a firm believer in
don’t let it (epilepsy) rule
your life. He never let it rule
his. He lived as if it was not
something to be ashamed of.
It was a part of him. “
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Epilepsy News
Study finds link between brain’s network connections and epilepsy-related
atrophy
An international study has found a link between the brain's network connections and grey matter atrophy caused
by certain types of epilepsy, a major step forward in our understanding of the disease.
In neuroscience, it is becoming increasingly clear that the brain's connectome is as important as its anatomy
when studying human disease. The connectome is a map of neural connections that describes how brain regions
interact and work together to perform certain tasks. While connectome research in epilepsy has moved forward
in recent years, there is still a lot we do not know about its role in the disorder. The study, led by researchers
from The Neuro (Montreal Neurological Institute-Hospital), analyzed data from 1,021 individuals with epilepsy
and 1,564 healthy controls over 19 sites around the world from the ENIGMA database, a collection of
neuroimaging data available to researchers under Open Science principles. They used this data to map grey
matter atrophy, a characteristic of epilepsy, in the patients.

Hub regions are
known to
participate in
brain signaling,
have high
plasticity, and
high metabolic
activity, making
them a
candidate for
epilepsy-related
atrophy.”
Sara Larivière,
study's lead
author and
Ph.D. candidate
at The Neuro

They then collected data from another database called
the Human Connectome Project, which provides
connectome data from a large group of healthy
controls. Their hypothesis was that grey matter atrophy
would appear most often in parts of the brain where
connectivity was highest, known as hubs.
The team found that areas of high atrophy in patients
with both idiopathic generalized epilepsy and temporal
lobe epilepsy also tended to be hub regions. Using
further analyses, they were able to show their model
could predict the damage the epilepsy did to the grey
matter of individual patients over time.
"Our multi-site findings show that brain connectivity
contributes to the effect that epilepsy has on whole
brain structure," says Boris Bernhardt, a researcher at
The Neuro and the study's senior author. "This will be
important to understand common functional deficits in
individual patients and to assess the effect of the
disease over time."

Source:
McGill University; Journal reference:
Larivière, S., et al. (2020) Network-based atrophy modeling in the common epilepsies: A worldwide ENIGMA study. Sciences
Advances. doi.org/10.1126/sciadv.abc6457.
Retrieved at https://www.news-medical.net/news/20201202/Study-finds-link-between-braine28099s-network-connections-andepilepsy-related-atrophy.aspx on January 4, 2021
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Epilepsy News
Best Life: Smart device for epilepsy and movement disorders
NEW HAVEN, Conn. (Ivanhoe Newswire)— A team of neurosurgeons at Yale University are the first in the
country to implant a newly approved deep brain stimulation, or DBS, device into a patient with epilepsy.
The new device is called Percept and it’s the first system designed to give personalized feedback.
Doctors implant DBS devices in patients to control seizures or the symptoms of Parkinson’s. The DBS is a
small, pacemaker-like device that goes under the skin, in the chest, with leads that go to a targeted area of
the brain to provide stimulation. But now, this can go one step beyond.
Jason Gerrard, MD, Ph.D., chief of functional neurosurgery at Yale School of Medicine explained, “What if we
could record brain signals from the same electrodes that were doing the brain stimulation?”
A new neurostimulation device, called Percept with brain sense technology, allows doctors to track patients'
brain signals and match them with a patients' symptoms or side effects.
Right now, a patient has a remote-control device to adjust the
stimulation when symptoms start. Doctor Gerrard said the goal
is to someday “close the loop” so treatment is automatic.
“So, the patient doesn’t have to think about it. In fact, before
they even know that they’re wearing off, the device knows, and
it can adjust the stimulation accordingly,” elaborated Dr.
Gerrard.
A new and improved device making life better for people with
seizures and movement disorders.

Watch an interesting
short video clip about
the DBS device at this
link.
The US Food and Drug
Administration approved the new
Percept device in June. It’s not only
for use in epilepsy patients and
those with Parkinson’s, but people
with essential tremor, dystonia, and
OCD.
Retried at
https://www.wmcactionnews5.com/2020/
11/18/best-life-smart-device-epilepsymovement-disorders/ on January 4, 2021
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Epilepsy News
Yale study gets closer to understanding causes of severe treatmentresistant epilepsy
A recent study by researchers at the Yale School of Medicine found that mice injected with similar gene
mutations as humans who have some severe forms of epilepsy also exhibited very similar brain malformations
as the humans.
The researchers investigated two severe epilepsy disorders that result from two neurodevelopmental disorders
called focal cortical dysplasia and tuberous sclerosis complex. These severe forms of biological epilepsy
appear in humans shortly after birth, leading to sudden recurrent seizures and brain damage. These forms of
severe epilepsy are not easily treatable with normal anti-epilepsy medications. The similar brain malformations
from the mutations in both the human and mice brains helped the scientists identify the protein, called HCN4,
and the molecular pathway, called mTOR, that are key factors in causing these epilepsies, thereby helping
them get closer to finding treatments for the conditions.

“About 35
to 40
percent of
patients
with
epilepsy are
resistant to
medication,”

“About 35 to 40 percent of patients with epilepsy are
resistant to medication,” Dennis Spencer, an expert in
Epilepsy Surgery at the Yale School of Medicine, told
the News. “[Epilepsy is] very heterogeneous and so
many patients who have epilepsy are resistant to
medication and the medications that are used today are
also quite heterogeneous.”
Dennis explained that, due to the heterogeneous
nature of the different types of epilepsy, scientists did
not know what causes these two specific severe forms
of epilepsy. According to Angélique Bordey, professor
of Neurosurgery and Cellular and Molecular Physiology
at the School of Medicine and corresponding author of
the study, it was also not known why many people with
these particular forms of the disease were resistant to
normal anti-epilepsy medications.

Bordey and her team worked to replicate the genetic mutations that cause these severe forms of epilepsy
in the brains of mice for the experiment. They did this by replicating the mutations in the mice’s brains
while they were still in the womb. After birth, the animals displayed similar brain malformations to people
with focal cortical dysplasia and tuberous sclerosis complex.
“The first thing we looked at is whether we reproduced the human pathology,” Bordey told the News. “One
characteristic of the human pathologies is that the cells are misplaced, and they usually migrate.”
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Epilepsy News
Yale study gets closer to understanding causes of severe treatmentresistant epilepsy (cont.)
In order to search for the pathologies or malformations, the researchers looked at different sections of the
brain and, using confocal microscopes, detected fluorescent cells affected by the mutations. Once the
pathologies were identified in the mice, the research team evaluated the size of the cells within these
malformations, which are usually much bigger than normal cells. They then observed that these
pathologies in mice were very similar to the pathologies found in humans with severe forms of epilepsy.
The researchers found that the mutations associated with the two neurodevelopmental disorders were
linked to a molecular pathway called mTOR that plays a large role in cell growth. They concluded that the
pathway is responsible for the generation of epilepsy seizures. They also identified how a specific protein
or ion channel, known as HCN4, is a key aspect of allowing seizures to happen. Once the HCN4 channel
was prevented from opening in a mouse’s brain, the seizures stopped.
Lena Nguyen, a postdoctoral fellow at the School of Medicine
and one of the contributors to the experiment, told the News
that the group plans to continue their work on this research
area of epilepsy.
“We want to investigate the immediate connection between
[mTOR] signaling pathway and the [HCN4] channel,” Nguyen
said. “The second more overall step is how can we translate this
into a treatment.”

The researchers hope that
using gene therapy to
treat these disorders
could help decrease the
number of seizures a
person has over time.
Bordey estimates that Phase 1 trials
of gene therapy to address these
forms of epilepsy in humans could
begin as soon as 2023.
The researchers hope that using gene
therapy to treat these disorders could
help decrease the number of seizures
a person has over time.
This research was published by
Science Translational Medicine and
followed another study on epilepsy
by the same group of scientists
published in February.

Retrieved at
https://yaledailynews.com/blog/2020/11/29/yale-studygets-closer-to-understanding-causes-of-severetreatment-resistant-epilepsy/ on January 4, 2021
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The 2020 Cameron Reid Volunteer
of the Year Recipient
Cheryl Renzenbrink
Cheryl is the recipient of the 2020 Volunteer of the
Year Award. As we congratulated Cheryl for this
award, during an online meeting, we gathered her
reflections and comments on her support for the EEA.
Read along some of her responses. For a video
interview check the EEA website video page.
Q: Congratulations on being the 2020 recipient of
the EEA Volunteer of the Year Award. What does
winning this award mean to you?
Cheryl: I am honored to be given this special
recognition. The Edmonton Epilepsy Association
has done so much to assist my daughter and our
family. Finding a way to give back to this
association was very important to me.
Volunteering is a team effort; I am one small part
of a big team working together to raise awareness
of Epilepsy and to reach out to the families living
with epilepsy.

Cheryl, Cassidy and Cheryl’s daughter (archives)

Q: How would you describe your experience
serving as a member, volunteer, a director and a
past President of the EEA?
Cheryl: It was a learning experience. Epilepsy has
so many different faces and each person/family
living with epilepsy experiences it differently. It
gave me a chance to look outside our family
experience and recognize the diverse challenges
that can come with this diagnosis.

Q: What is your experience living with epilepsy?
Cheryl: It was scary and felt hopeless in the beginning. We knew nothing about epilepsy and, to be honest,
the doctors we interacted with were very technical in their presentation of the diagnosis and in prescribing
medications. We had short appointments and in the beginning we didn’t even know what questions to ask.
Q: How has the EEA supported you and your family over the years?
Cheryl: In countless ways! We did not know about the EEA in the beginning of our journey with epilepsy.
No doctors suggested that we reach out to them for additional assistance. We felt alone and overwhelmed
and that was one of the biggest shifts for our family, relief when we reached out. We discovered this entire
world of people who understood not just the diagnosis but the challenges of everyday life for the person
with epilepsy and their family. The additional resources available for the family, for the schools my children
attended, for our extended family was invaluable.
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The 2020 Cameron Reid Volunteer
of the Year Recipient (cont.)
Q: What are your fondest memories?
Cheryl: The events put together by the association that focused
on getting individuals/families out and interacting with other
families dealing with the same issues. These events brought
everyone out of hospital settings and introduced our members
to others with whom they could talk with. Opportunities to safely
enjoy the many wonderful attractions that Edmonton has to
offer. For my daughter who lives with epilepsy, these events
gave her a safe place that if she should have a seizure, no one
would look at her differently. That everyone there knew what to
do and she could feel safe.

Q: What would you say is the biggest achievement of the last
few years of the association?
Cheryl: Partnering with people who could help us apply and
receive additional grant money. Hand in hand with that, was the
vision to move past the fundraising efforts that they did year
after year, to be open to bigger more visual fundraising efforts.
Q: What would be, in your opinion, its biggest challenge?
Cheryl: Bringing our medical community together with the
association. Working hand in hand to bring awareness, public
education, and collaboration. Our experience with not being
directed to the EEA with our first diagnosis is baffling. We
needed expertise, but we also needed the personal support that

Cheryl and Gary Sampley (archives)

the association provided. Teamwork to provide educational opportunities for both our medical community
and families dealing with epilepsy.
Q: What suggestions do you have for the future of the EEA? Continue to raise public awareness of Epilepsy.
Cheryl: Expand the support for families dealing with epilepsy. My vision for the future is to bring our
families together with our medical community for a yearly retreat. Create a community of caring individuals
that brings families together for support and acceptance. Children can have an environment that is safe,
they can play and interact with others who share their world of epilepsy with restrictions and a can feel
totally accepted. Parents/families can sit together and share experiences, fears and feel accepted while
sharing personal thoughts and challenges. Seminars can educate about new advances in
medications/treatments. Through building relationships with our medical community, we can be there to
support families who are new to navigating this challenging diagnosis.

Q: What message do you have for our members?
Cheryl: Keep talking about epilepsy, its nothing to be ashamed of. The more we talk and get visible the
more we bring Epilepsy out of the dark!!
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COVID-19 Updates
We have received numerous requests from EEA members on an update on the impact VOCID-19 is having on
our communities, and now, with the vaccine's rollouts, new questions emerge, as we enter a new phase of the
fight against the pandemic.
While we have yet to find an epilepsy association or body that took a particular stand on the impact COVID-19
has had, specifically on people living with epilepsy, we can provide reliable pointers to valid sources we
encourage you all to review about COVID-19. Knowing you can rely on the information from these sites can
alleviate everyone’s anxiety around the many health-related unknowns we all face in these pandemic times.

Epilepsy Foundation Covid-19 Vaccination
Page
This page, while specifically written for an American
audience, provides a number of valid explanations
and information about COVID-19 and the various
vaccines being rolled out. We specifically appreciate
the following statement:

Are Those With Epilepsy At Higher Risk Of Side Effects?
There is no evidence that persons with epilepsy are at
higher risk of side effects after vaccination. As with any
vaccine, some persons may develop a fever which could
lower their seizure threshold for the short term, and
rarely could result in a break-through seizure. There is
no evidence that this vaccination results in worsening of
the epilepsy, or brain injury.
Retrieved from https://www.epilepsy.com/learn/covid19-and-epilepsy/covid-19-vaccination on January 7,
2021

The Epilepsy Foundation website offers a number of easy
resources and explanations about Covid-19

Epilepsy Toronto Epilepsy and Covid FAQ
We also appreciate the easy-to-read resource from
Epilepsy Toronto, a free public downloadable pdf
information sheet, available at this link:
https://epilepsytoronto.org/wpcontent/uploads/2020/04/Epilepsy-and-COVIDFAQ-1.pdf

COVID-19 AND PATIENTS WITH EPILEPSY

The consensus, while in-depth research is still
underway around the world, remains that
patients living with epilepsy should take extra
care and precautions to avoid being infected
with COVID-19, as severe cases of COVID-19
appear to impact the severity of seizures.
(COVID-19 in Patients With Seizures and Epilepsy: Interpretation of Relevant

Knowledge of Presenting Signs and Symptoms, retrieved at
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7445677/ on January 7, 2021.)

The International League Against Epilepsy (ILAE) offers a
series of online self-paced modules about COVID-19 and
Epilepsy. For those of you interested in self-directed
learning check them out at: https://www.ilae.org/patientcare/covid-19-and-epilepsy/virtual-epilepsy-symposium2020-learnings-from-the-covid-19-pandemic
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COVID-19 Updates
The EEA encourages everyone to
strictly follow provincial and federal
guidelines and policies around
COVID-19 safety protocols, including
reducing unnecessary contact with
people outside your own
households.
Important resources for such
guidelines include:
• COVID-19 INFO FOR ALBERTANS
• STRONGER PUBLIC HEALTH
MEASURES

Mental Health Coping Resources
We reviewed the following resources
available for free online, from the Crisis
and Trauma Resource Institute (CTRI).
These resources include a presentation
about COVID-19 and the stress it has
sparked on all of us, as well as stress
reduction exercises that can be followed
along via audio or video.

• Mental health and Resilience

During Covid-19

• Stress Reduction Exercises

Check out this publication about vaccination approval processes and effectiveness in Canada.
Retrieved at

https://www.canada.ca/content/dam/phac-aspc/documents/services/publications/diseases-conditions/what-you-need-to-know-covid-19-vaccine/what-you-need-to-knowcovid-19-vaccine-eng.pdf
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EEA 2021 Key Programs
FAMILIES ONLINE CONVERSATIONS
FOCs

There is still time to register for these monthly free,
online video-chats on Zoom. The EEA is hosting these
online forums to facilitate conversations, exchange of
ideas, experiences and mutual support for families
with children living with epilepsy.

Find out more at: https://edmontonepilepsy.org/focs/

HOBSCOTCH AND KIDS ON THE BLOCK
Two key programs the EEA will continue to run in 2021 are the
Kids on the Block puppet show, which we now offer through
online live presentations, to schools everywhere, and the
HOBSCOTCH memory coaching program, an 8-week individual
cognitive behavioural therapy training, ,which is offered to
individual qualifying members, living with epilepsy and its
impact on memory loss. More information about these program
on the EEA website.
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EEA Upcoming Events
EEA 2021 Annual General Meeting

2021 AGM
FEBRUARY 25, 2021
ON ZOOM

The EEA Annual General Meeting (AGM) will run as a remote event for all
members in good standing on
Thursday, February 25, 2021 from 6:30 to 8:00 p.m.
Given the provincial restrictions and safety precautions due to COVID-19, the
meeting will be offered online through a zoom link. Members will be able to
join and attend the AGM online, through their devices as well as connect
over the phone. Details about the AGM, including agenda, relevant
documentation and the annual report will be sent to all members, by mail
and in electronic format by January 25, 2021.
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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.

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.

