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A great feature of this special issue of the Focus on Epilepsy September-October 2020 newsletter is the launch of a new
support service program for EEA members. The program is called: HobScotch (Home-Based Self-Management and
Cognitive Training Changes Lives), an epilepsy self-management program designed to assist people manage and cope with
their cognitive problems in order to feel more in control and lead happier more productive lives. Read more about it on
page 4 and consider registering for a screening session if you feel this program can assist you in your memory and
problem-solving challenges, as a person who lives with epilepsy.
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Message from the
EEA Board President

I would like to start by saying thank you to all
of you who have shared your summer
moments for the “Making Memories Together
While Apart” activity this summer. Your photos
and videos inspire others to try new activities
and helps us all to stay connected.

Checkout my photo below, | had the

opportunity to visit our mountain parks
recently to disconnect from technology and reconnect with the beauty of
nature. During this time of disconnection, | found my mind was more
creative and I've come back refreshed.

As the EEA board prepares to meet virtually in September for our
annual strategy session, we will decide on the high impact fundraising
activities and member support services for 2021. We are excited to
review all the member suggestions. Your board and the EEA office team
are dedicated to adapting to our new environment and we are
committed to being there for you and your family.

The beginning of September is a time when we traditionally adjust our
schedules to balance work, school and family. This season of learning
looks a little different, and we want to continue to support you and your
family. Please take time to review our new website to find resources,
support options and the calendar of upcoming events.

If you need help, please reach out!

Thank you to everyone who purchased a 50/50 ticket and shared the
opportunity with friends and family. Good luck everyone!

Stay safe,

Colleen Matvichuk

Colleen enjoying travel days
through the majestic
mountains in Alberta.
Disconnecting from
technology and
reconnecting with nature!

I\/Ic;hhly Activities
Highlights

T

Counselling Sessions
with Dr. Kim (p. 6)
Sharing Circle Phone
Sessions (p. 6)
Community Kitchen and
Meal kit (p. 5)
HobSchotch (p.4)
Board of Directors
Online Retreat (p. 14)
Making Memories
Together While Apart
(p-8-9)

Fundraising Updates

(p. 6)

Purple
Pumpkin
Project
The EEA will host a special

virtual Purple Pumpkin

Project in line with the annual

initiative led by the Epilepsy
Foundation. Stay tuned for
more details on the EEA

website.
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From My Desk

It is amazing how many things happen in a two-month period! There is truly neyer a dull moment, working at the EEA
office. | continue to be amazed by the generosity of so many people who contribite to the hard work and great
achievements of our association.

The Edmonton Epilepsy Association would not be standing in its strong 60-years of history and traditions, without the
support of so many, as members and stakeholders support us in so many ways.

We have the Board of Directors, who donate time, wisdom and vision to the association) working within our association
governance foundations, to set directions, approve ideas through motions and champion\the many initiatives we carry out
through the year. Board of Directors also become chairs of committees of the board, doifhg additional thinking and
strategizing work, in the backstage of our association, laying out the strong bricks of reliaple support with research,
connecting with the larger community, engaging with partners and sharing talents.

Then we have our core team of volunteers, a lot of dedicated individuals, some of whom are also members of the board,
on which so many of the EEA office activities rely upon, on a regular basis.

We have Virginia, who helps us keep the office tidy and fresh; Cheryl who helps with the phone lines and different office-
related tasks, once a week. Todd and Joy, who join Cam twice a week, along with Julia, agsisting with house maintenance
tasks, like mowing the lawn, cleaning the garden, tending to the roof of the house and the garage, packing boxes and
special treats for our members.

Cam is a true rock of our volunteer team. He is my go-to-person for almost any idea and task | hope to put into a reality.
He is a true champion of our association and a role model for many living with epilepsy. A quiet, solid, reliable presence
who has been supporting this association for decades. And | discovered, soon enough, a food lover. Since | am a bit of an
amateur chef myself, | found it easy to accompany new requests with a meal offer, and discovered he finds it hard to put
any resistance to the ask. A match made in heaven!

Dr. Kim is also another rock of the association, with her volunteer counselling géssions over the phone, which have been
so generously carried on for the past decade and are a strong service the EEA offers to its members, free of charge.

Gary, our former ED, continues to help with individual member needs owrlegal matters. His generosity and legacy of
good-will and strong relationships, built over the years, continues to benefit the EEA in more than one way. Rob, our IT
consultant, donates several hours of his services, each month, to btild a stronger IT network, the EEA website, the KOB
studio and many other technology-related tasks.

hen_we have newer volunteers who are also helpingwith recently added tasks, like Kris and Michelle, helping with the

Kijiji Onhne-garage sale, and the many member mentors who assist peer members in need of a friendly voice and a
supportive word during-thei—ehatteriging walks with epilepsy.

Elizabeth and James, a couple of new volunteers from university, are also beginning to support the EEA with database and
office desktop tasks.

As | said, we accrue an average of about 150 hours of volunteer hours each month, in a variety of ways, and these
amount to real cost-savings for the association and its operations but mean so much more than money. They mean
caring, generosity, dedication and selflessness. Ingredients that are the foundation of a long-standing charity, small and
mighty such as the EEA. | am so proud to be part of this blessed bunch!

*KxKx*x*x

On an update note, you will find this issue is filled with news on past, current
and planned activities for the upcoming months. The pandemic has not
stopped our desire to establish and nurture connections with our

members, expand our reach and build new relationships with

the epilepsy community, at the provincial and national level.

A special note of thank you goes to Dr. Makus, MD, FRCPC,
and the time he dedicated to us for a special interview at
his new clinic. We also wish to thank with all our heart,
Earl Pasechnik, the former Manager of the InKind
Exchange, from the United Way. Our long

relationship with his centre benefitted the EEA and

its members for many years, and we are truly sorry to
learn the centre closed, earlier in August.

As usual I invite to savour each of the 20 pages of
this special issue and let us know what you think.
We create this newsletter with all of you,

our members, in mind. And put a bit of our heart in
each issue, each time. Read on!

valeria
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HOBSCOTCH

New Memory Strategy and Problem-Solving Program

In July 2020, staff from the EEA attended a training course about this promising program, that supports the building of skills to
improve cognitive challenges in epilepsy. The training and program is offered by the Dartmouth-Hitchcock Epilepsy Center, in
New Hampshire, USA.

The program is called HOBSCOTCH: Home-Based Self-Management and Cognitive Training Changes Lives and it is set
as a self-management program designed to help people manage and cope with cognitive problems, to feel more in control and
lead happier lives and more productive lives. The focus of the program is to learn specific memory strategies that individuals
living with epilepsy can apply to their everyday lives, to improve their memory skills.

The program is run over the course of eight weeks, with the first and last session done in person (with physical distancing)
and/or over video-conferencing, and all other sessions completed over the phone, once a week. During each session,
participants review and discuss specific memory goals and discuss strategies to implement to problem-solve specific obstacles
that prevent them from remembering things. During the week, participants use the program materials and journal entries to
reflect, document and record the implementation of the strategies, which are then discussed at the following session.

The EEA will start intake of EEA members, living with epilepsy, who are interested in taking part of this program,
on October 5, 2020.

For more information on how to register and pre-screen for the program, email us at info@edmontonepilepsy.org or call us at
780-488-9600.

HOBSCOTCH WEBINAR

Thursday, October 15, 2020
Click here for information

The Dartmouth HOBSCOTCH Institute for Cognition presents

Taking Control: Building Skills to Improve Cognitive
Challenges in Epilepsy

Epilepsy is a chronic neurologic disease that impacts
approximately 3.5 million people in the United States. Over
half of people living with epilepsy report difficulties with
cognition. This can include problems with attention, thinking,
learning, remembering, reasoning and planning.
HOBSCOTCH (Home-Based Self-Management and
Cognitive Training Changes Lives) is an epilepsy self-
management program designed to assist people manage and
cope with their cognitive problems in order to feel more in
control and lead happier more productive lives. Problem
Solving Therapy is a key component of the HOBSCOTCH
program. We invite you to join us to learn about how
HOBSCOTCH can help you to improve organizational skills,
disease management and social skills.

The webinar will review,

the effects of epilepsy and its treatment on cognition
(thinking, memory, attention)

problem solving therapy and memory strategies

the benefits of participating in an epilepsy self-
management program

building self-management and cognitive skills to take
control of day-to-day life
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MEMBER PROGRAMS AND

EVENTS

EEA Christmas Get Together — Cancelled!

Yes, we unfortunately had to cancel this event. The results of our online survey told us there was not enough interest in
attending the event, and with the pandemic still ongoing, it is best we continue to follow provincial guidelines for safety and
health, reducing the risk of spread by limiting face contact in larger gatherings.

EEA Christmas Special Giveaway!

On another note, though, the EEA will be running its very first Christmas special giveaway! Here is how it goes:

« EEA members in good standing, who complete a member survey online or over the phone, will receive a special ticket
for the giveaway.

* They select from a variety of items and create the giveaway treat bag that the EEA office will put together, following
COVID-19 health guidelines.

e Members select a curb-side pick up time and enjoy the treat for the holiday season!

STAY TUNED FOR DETAILS ON THE EEA WEBSITE AND OUR SOCIAL MEDIA CHANNELS

EEA Community Kitchen Program and Free Meal Kits

EEA Community Kitchen Program and free meal kits continues in September. Connect with the EEA over the
phone or via email to book your special free meal kit and stay tuned for the cooking video on the EEA Vimeo
channel. The deadline for registration on the free meal kit is SEPTEMBER 24, 2020. Learn more at this ink.

And check out the special videos we placed online for the August meal, as well as a bonus recipe with zucchini
flowers from the EEA Community Garden. The EEA delivered 9 meal kits in August, which helped feed up to 20
members. This special program is funded by a grant by the Edmonton Community Foundation (ECF) on
activities underway during COVID-19 times.

Individual and Group Counselling Sessions with Dr. Kim Resume

Free individual counselling sessions with Dr. Kim, the EEA volunteer counsellor, resume on September 15,
2020. If you wish to contact Dr. Kim, email or phone the EEA office. These individual counselling sessions are a
popular service we offer to EEA members, who sometimes need a good listening ear, a kind word and a venue
to talk about life challenges and ways to see things with a different perspective. In addition to the individual
sessions, the Sharing Circles sessions will also resume on September 8, 2020. For more info contact the EEA.

EEA 60t Gala Celebration
Updates

The EEA 60t Gala Celebrations have now been postponed for
the foreseeable future.

With the uncertainty brough about by the pandemic no in-
person celebration can occur in 2020 and the EEA Board of
Directors is considering innovative ways to fundraise for the
future, engaging members and the community at large with a
variety of novel activities and events.
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FUNDRAISING UPDATES

Updates

The EEA Fundraising committee, led by chairperson, Noella Desaulniers, has been busy considering innovative
ways to support fundraising ipiiatives during these challenging times. Below is a summary of what we have been
busy planning around duriag the summer, and an expression of gratitude for

supporters and donoyrs, who continue to be a lifeline for the association.

e The Edmornton Community Foundation COVID-19 Grant
Throughr this grant the EEA is able to run modified versions of its
paptlar programs, like the Community Garden and Community

itchen programs, as well as the Members Connect initiative
and other volunteer activities.

 Stingray Radio Group
through this grant the EEA run radio ads between August
10 and 24, 2020 on 96.3 The Breeze. We advertised the
Making Memories Together While Apart August 2020
initiative (see more on pages 8-9).

« A Special Memorial Donation
The EEA received a special memorial donation, of $5,000
from the Estate of Deborah Rose Pashko, a former member
of the association.
« Ongoing Donations
The EEA continues to receive generous donations from
anonymous donours, as well as long-time members, through
CanadaHelps and PayPal charity funds. Every little bit helps, and we are extremely grateful for the monetary
support that allows us to maintain all our programs.
e CASINO — The AGLC has indicated that Casino fundraising will restart in a few weeks. If you wish to assist with
Casino volunteering, please contact directly Valeria at: valeria@edmontonepilepsy.org

WINE-TREE FALL RAFFLE - WINE BOTTLE DRIVE

The EEA Fundraising Committee has approved the next fundraising effort that
we titled: The Wine-Tree Fall Raffle. This campaign will run through online
raffle ticket sales for a wine-tree collection of 60 bottles of wine. This means
the winning ticket will bring home enough bottles of good wine to host parties
over the holiday season.

Between now and October 9, 2020, we are seeking donations of bottles
of wine, with a value between $25 and $35 to put together the special
wine-tree. Pictures and details about the tree will be posted on the EEA
website. To learn more about this initiative and download the fundraising
poster, click here.

The Wine-Tree Fall Raffle will run between
October 12 and November 20, 2020.

’---------- L N & N N N _§N § _§N N _§ N §N §N_§N_ N _§N_§N_§ N N §_§_§_§ §N_ §N_§N_§N_§N_ N N §N_ B _§_§N_§_§_§N_§N_ &R N _§ §_ /]

50/50 Raffle Draw
On Tuesday, September 1, 2020 at the EEA Office, three witnesses
drew the winning number for the EEA 50/50 draw at 12:00 noon.
A video recording of the .
The winner was contacted on September 1 and she agreed to have
her name shared with our members. She won a total of $1,930.
Congratulations!

---_I

THE WINNING NUMBER IS:

446571 AND THE WINNER IS AMY KOVICH
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SUMMER PROGRAMS

ECF Blog Article

The Edmonton Community Foundation (ECF) published a
special article in the Blog section of its website about the
EEA and the special program its grant is funding, from
June to December 2020.

The article features key summer programs we have been
delivering in a quiet and COVID-19 free way, during these
summer months.

Featured are the modified Community Kitchen and
Community Garden programs, as well as the new
program, Members Connect. All EEA members have been
receiving calls from the EEA office and board of directors,
in the last three months, to check in on you, and offer a
bit of a chat on how things are going.

We have been thinking about all our members during these past few months. We know many of you are not as connected to the
digital world, and to the confusing amount of news and updates on everything around us, these days. While we schedule calls to
check with you one more time, between now and December, we ask that you simply reach out for anything you may need.
Sometimes, all it takes is a few minutes on the phone, sharing impressions of the day. Or write us an old-fashioned letter.

That is also why we run the “Making Memories Together While Apart” program, in August, and received photos and comments
from many on how you have spent summer days in these pandemic times. Check the two-page special section in this issue and
stay tuned for a video montage soon on our Vimeo channel.

FAREWELL TO A GOOD FRIEND

The InKind Exchange Retail Store
Closes Its Doors

The EEA has been a close member of the Inkind Exchange (IKE) for a long time,
and cherished its relationship with Earl Pasechnik, manager. We are very sorry to
see the centre closing its doors, as of mid-August, and to say goodbye to our close
friend and supporter.

Earl worked at The InKind Exchange retail Store since 2005 and has been its
manager since 2008. Besides providing computers, new clothing and personal
hygiene items to charities, The InKind Exchange supported initiatives such as Tools
for School and Coats for Kids. Earl was especially proud to have created the
Welcome Home kit program. The program provides basic home start-up packages
for people coming out of homeless situations.

In the picture above, you can see Earl presenting Cam, our Volunteer Coordinator, with a certificate of
volunteer appreciation and in the picture at the bottom right corner Earl by a complete Welcome
Home Kit the IKE specifically prepared for homeless folks starting anew.

The EEA has benefitted from its membership to IKE}; as a member charity, over the years, through
access to special furniture items for its current office location, donations of many kinds and sharing
participation in fundraising initiatives.

Before closing its doors, IKE donated a number of finalitems that will be included in the EEA
Christmas Special Giveaway (page 5). The total amount of value for that donation is around $1,600.

We wish Earl all the best in his new career paths and we hope to see him soon volunteering at our
upcoming Casinos and other EEA social events.

Farewell, good friend!
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Making Memories Together

While Apart

During the month of August 2020, the EEA collected pictures,
comments, and stories from some of its members, sharing how
they spent this unique summer in times of pandemic. We share
here a sample of the collection of items we received, and we
will soon share a video montage on our Vimeo channel. Thank

you to all for their contributions.
Doris, an EEA member, spends a lovely

time at the Devonian Gardens.

Doris told us also that she loves
connecting with friends to enable
them to go out for fun activities

together. It feels like family when
doing things together on outings.

A beautiful view of Alberta
landscapes, captured by the
EEA Program Manager,
Sharon, on vacation with her
family camping and enjoying

Volunteers Todd and Cam enjoy some zucchini flowers
the outdoors.

at the EEA office. Check the special recipe video on
EEA Vimeo channel.

Cam is busy here cleaning the roof
of the EEA office. Mondays and
Fridays, we can count on Cam
helping with house duties.

Cheryl, another volunteer and long-time
member of EEA, enjoys the fruit of her
community garden plot, a gigantic
zucchini.

Cleo engages in her favourite
summer activity: chilling out on the
office chair!
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Making Memories Together

While Apart

Virginia and Ida watch the special video
celebrating Gary’s retirement from a laptop
at the EEA office, on a nice summer day.

Julia and Virginia
working at their
community garden
lots.

Tammy, a new EEA board of director, shared with us a
couple of photo montages of great summer memories

A group of EEA core volunteers and staff celebrating a summer day at
Gary’s house, along with our dear Gio.
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EPILEPSY NEWS

Scientists Monitor Brains Replaying Memorxies in Real Time

NIH study suggests our brains use distinct firing patterns to store and replay memaries.

In a study of epilepsy patients, researchers at the National Institutes of Health monitored the electrical activity of thousands of
individual brain cells, called neurons, as patients took memory tests. They found that the firing| patterns of the cells that
occurred when patients learned a word pair were replayed fractions of a second before they sugcessfully remembered the pair.
The study was part of an NIH Clinical Center trial for patients with drug-resistant epilepsy whose seizures cannot be controlled
with drugs.

“Memory plays a crucial role in our lives. Just as musical notes are recorded as grooves on a regord, it appears that our brains
store memories in neural firing patterns that can be replayed over and over again,” said Kareem Zaghloul, M.D., Ph.D., a
neurosurgeon-researcher at the NIH’s National Institute of Neurological Disorders and Stroke (NINDS) and senior author of the
study published in Science.

Dr. Zaghloul’'s team has been recording electrical currents of drug-resistant epilepsy patients temporarily living with surgically
implanted electrodes designed to monitor brain activity in the hopes of identifying the source of a patient’s seizures. This period
also provides an opportunity to study neural activity during memory. In this study, his team gxamined the activity used to store
memories of our past experiences, which scientists call episodic memories.

In 1957, the case of an epilepsy patient H.M. provided a breakthrough in memory research. H.M could not remember new
experiences after part of his brain was surgically removed to stop his seizures. Since then, research has pointed to the idea that
episodic memories are stored, or encoded, as neural activity patterns that our brains replay when triggered by such things as
the whiff of a familiar scent or the riff of a catchy tune. But exactly how this happens was unknown.

Over the past two decades, rodent studies have suggested that the brain may stopé memories in unique neuronal firing
sequences. After joining Dr. Zaghloul’'s lab, Alex P. Vaz, B.S., an M.D., Ph.D. studént at Duke University, Durham, North Carolina,
and the leader of this study decided to test this idea in humans.

“We thought that if we looked carefully at the data we had been collecting from patients we might be able to find a link between
memory and neuronal firing patterns in humans that is similar to that seen in rodents,” said Vaz, a bioengineer who specializes
in“deciphering the meaning of electrical signals generated by the body.

To do this they-analyzed the firing patterns of indivigdual neurons located in the anterior temporal lobe, a brain language center.
Currents were recorded aspatien at-infront of a screen and were asked to learn word pairs such as “cake” and “fox.” The
researchers discovered that unique firing patterns of individual neurons were associated with learning each new word pattern.
Later, when a patient was shown one of the words, such as “cake,” a very similar firing pattern was replayed just milliseconds
before the patient correctly recalled the paired word “fox.”

“These results suggest that our brains may use distinct sequences of neural spiking activity to store memories and then replay
them when we remember a past experience,” said Dr. Zaghloul.

Last year, his team showed that electrical waves, called ripples, may emerge in the brain just split seconds before we remember
something correctly. In this study, the team discovered a link between the ripples recorded in the anterior temporal lobe and the
spiking patterns seen during learning and memory. They also showed that ripples recorded in another area called the medial
temporal lobe slightly preceded the replay of firing patterns seen in the anterior temporal lobe during learning.

“Our results support the idea that memories involve coordinated replay of neuronal firing patterns throughout the brain,” said
Dr. Zaghloul. “Studying how we form and retrieve memories may not only help us understand ourselves but also how neuronal
circuits break down in memory disorders.”

Reference: “Replay of cortical spiking sequences during human memory
retrieval” by Alex P. Vaz, John H. Wittig Jr., Sara K. Inati andKareem A. Zaghloul,
6 March 2020, Science.

DOI: 10.1126/science.aba0672

This study was supported by the NINDS Intramural Research Program and NIH
training grants (NS113400, GMO0O7171).

[Reproduced from
https://scitechdaily.com/scientists-monitor-brains-replaying-memories-in-real-time/
on August 21, 2020]
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EPILEPSY NEWS

Can an extreme low carb diet be used as medicine?

Several studies in recent years have suggested that the
ketogenic diet may work against a variety of diseases, such
as epilepsy, Alzheimer's disease and cancer.

If you have heard of the ketogenic diet, an extreme low carb approach to eating, you may associate it with controversy and an
alternative treatment for obesity.

Personal anecdotes in the media tell about astounding effects against obesity and type 2 diabetes. But the research is
inconclusive, and we know very little about long term effects of such a diet. Many professionals/ warn against a diet which is so
high in fat.

Nevertheless, there is a growing interest in this extreme high-fat diet among researchers. In 2019 alone, more than a thousand
new research articles were written on the topic. And these studies are no longer solely focused on obesity and diabetes, says
researcher and clinical nutritionist Magnhild Kverneland at Oslo University Hospital.

“Researchers are looking at diseases such as Parkinson's, Alzheimer's, ALS, brain tumourg, migraines and multiple sclerosis,”
she said. And epilepsy - which is the focus of Kverneland’s research.

Old treatment

The ketogenic diet has actually been used in the treatment of epilepsy since the 1920s. It had been known that patients often
had significantly fewer seizures if they lived on a very strict diet, where up to 9Q/per cent of calories came from fat and
carbohydrate intake was less than 20 grams a day. But a diet that is so differegnt from normal is hard to follow. So when
effective medicines began to emerge for the disease, using diet as a treatmént went out of fashion.

Over the decades, a total of 25 different anti-epilepsy drugs have been developed. But research has also shown that these
edicines do not work for everyone. “About a third of patients don’t get an acceptable level of relief from the medicines. That’s
a realchallenge,” Kverneland said.

Diet helped
This is why researchers and therapists have brought back the old diet regimen. In 2008, the journal The Lancet Neurology
published a ground-breaking study of children whose severe epilepsy couldn’t be controlled with medication.

“The study showed that the ketogenic diet had a much better effect than continuing with treatment as normal,” says
Kverneland.

Now this type of treatment is part of what patients are offered in Norway, in situations where children don’t get enough help
from medicines. The treatment is also increasingly used in adults. Kverneland herself has studied how the diet works for adults
with epilepsy. The study showed that a ketogenic diet was associated with fewer seizures in participants.

However, the impact was moderate, and there was a big difference from person to person. Some patients showed significant
improvement, while some actually got worse.

The reason behind these varied results is likely that epilepsy itself is a very varied disease, with many possible causes. As well
as another fascinating fact which Kverneland and collegues discovered in a study which was published in the journal Epilepsa

last year:

The diet seems to diminish the effect of some of the epilepsy drugs. (continues next page)

(Photo: SewCream / Shutterstock / NTB scanpix)
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EPILEPSY NEWS

Can an extreme low carb diet be used as medicine?

(cont.)

Probably due to changes in the liver

"We found that the ketogenic diet affected the level of anti-epileptic drugs in the blood of adult |patients,” she said.
The effect is probably different for different drugs, but the diet did appear to reduce the effect for at least some of them.
“It’s important for doctors to keep this in mind, because it may also be true for other medical drugs,” she said.

The researcher is not yet sure why the ketogenic diet has this effect, but she suspects a high-fat diet is likely to affect the blood
circulation rate in the liver, which is where medicines are broken down.

And it's a reminder of the dramatic changes that are actually happening in the body when we switch from a normal diet to a
ketogenic diet, where fat intake is doubled or tripled.

Two energy systems

When you stop eating carbohydrates — which you usually get in large amounts from bread, yice, potatoes, root vegetables,
fruits, beans and sweets — the body loses its main source of energy, glucose. It is glucose + blood sugar — which usually fuels
your body’s cells.

When all the carbohydrates you have consumed are gone, your body is like a car in the’middle of the highway, where the fuel
tank is nearly empty.

What now? Turns out nature provides for situations like this. The body is actually built a bit like a hybrid car. It has two parallel
energy systems — one that runs on glucose, and one that runs on fat. So when/the glucose system runs out of fuel, the fat
system takes over. This dual system has been absolutely necessary for survival during much of human history.

Natural state

As. the body runs out of glucose from food, it begins to consume S fat stores. Fatty acids are released from the fat cells in the
body and are converted into ketone bodies. Cells can use these ketones as an energy source, instead of glucose.

“This is a natural condition that has contributed to the-strrvival of our species. Evolutionally, we are well adapted to it,” says
Kverneland. When our-ancestors had bad luekhunting or gathering fruits or other wild foods, they had to endure days, maybe
weeks without food. They still needed to be able to operate both physically and mentally so that they could eventually get the
food they needed. This is when ketone bodies played an important role.

Super fuel
“The body sees ketone bodies like a super fuel. They provide more energy per unit than glucose,” says Kverneland.
At the same time, the body makes many changes to allow this alternative energy system to work.

It is common for people who switch from the glucose system to the fat system to feel quite tired during the first days or weeks.
But then the body gets used to the new fuel system and works normally.

In addition, it appears that the changes the body makes during this shift can have positive effects on some diseases.
This fact has also been known for a very long time.

Similar to a fast

Much of what we know about ketone bodies is quite new. But humans have long known that hunger and fasting can have a
positive effect on your health.

More than 2000 years ago, fasting was used as a treatment for epilepsy. The only problem is that fasting is not an attractive
way to treat a long-term illness. That’s where the ketogenic diet comes in.

When you turn off the body’s supply of carbohydrates and instead only give it fat to burn, it will switch over to the alternative
energy system, even if you aren’t starving.

“What'’s exciting about the ketogenic diet is that it mimics the body's reaction to fasting,” says Kverneland.

It was precisely this idea that led researchers to test the ketogenic diet as a treatment for epilepsy, in the early 1900s. And it
turned out that the hypothesis was correct.

And in recent years, as we have learned more about what happens when the body uses fat as its primary fuel, researchers have
wondered: Can other diseases be treated with this special diet?

[Find the full blog entry at https://sciencenorway.no/diseases-food-and-diet/can-an-extreme-low-carb-diet-be-used-as-medicine/1708291]
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EPILEPSY NEWS

Health Canada Approves BRIVLERA® (brivaracetam) to
treat partial-onset seizures In pediatric epilepsy patients

* BRIVLERA is approved as an adjunctive therapy in patients four years of age and older with partial-onset seizures after
conventional therapy.

 Health Canada's approval of BRIVLERA provides pediatric epilepsy patients with a treatment option which can be initiated at
a therapeutic dose from day one.

 BRIVLERA has been available in Canada for the treatment of epilepsy in adults (>18 years of age) since 2016, broadening
clinical application for UCB's newest anti-epilepsy drug.

* Epilepsy affects approximately 260,000 Canadians of which 75-85% of patients are diagnosed before age 18, making
pediatric epilepsy the most common, serious neurological disorder among children and young adults.

OAKVILLE, ON, July 29, 2020 /CNW/ - UCB Canada Inc. announced today that Health Canada has approved BRIVLERA®
(brivaracetam) as an adjunctive therapy in the management of partial-onset seizures in patients 4 years of age and older with
epilepsy who are not satisfactorily controlled with conventional therapy. This approval provides clinicians with a child-friendly
option to prescribe BRIVLERA to their pediatric patients as a tablet or oral solution, offering flexible administration options which
are important considerations when treating children. BRIVLERA has been approved in Canada for the treatment of epilepsy in
adults (>18 years of age) since 2016.

"Pediatric epilepsy can have a significant impact on a child's development and quality of lfe. New treatment options, such as
BRIVLERA, are important because they expand the opportunity to provide children with /individualized treatment aimed at achieving
seizure control,” said Dr. Andrea Andrade, Neurologist and Epileptologist, Medical Director, Pediatric Epilepsy Program at Children's
Hospital in London, Ontario.

Epilepsy is a complex disorder affecting approximately 260,000 Canadians, of ich 75-85% are diagnosed before age 18, making
pediatric epilepsy the most common, serious neurological disorder among children and young adults. It is estimated that 42,000
children in Canada under the age of 18 have epilepsy. Despite its growing prevalence, approximately 10 to 20 per cent of pediatric
pilepsy patients experience inadequate seizure control with available-anti-epileptic drugs.

n and families living with epilepsy, one of the frightening things about seizures is their unpredictability,” said Paul
Raymond, Chi ecutive Officer, Epilepsy Ontario ving a new treatment for partial-onset seizures may help to minimize some
of the anxiety and challe i ith epilepsy in children and allow them to live a normal and active life."

BRIVLERA is the newest anti-epileptic drug (AED) in the synaptic vesicle protein 2A (SV2A) family of medicines — a class of
medicines discovered and developed by UCB. It is easily and extensively absorbed by the body and rapidly permeates the brain
where it demonstrates high and selective affinity for SV2A. This may contribute to its anticonvulsant effects. BRIVLERA has a
favourable tolerability profile and a titration period is not required when initiating treatment with BRIVLERA for adjunctive therapy.
This allows clinicians to start patients within the therapeutic dose range from the first day of treatment.

BRIVLERA was approved by Health Canada based on the principle of extrapolation of its efficacy data from adults to children and
is supported by pharmacokinetic and safety data collected in children. This principle of extrapolating clinical data from well
controlled studies in adults has been recognized by Health Canada as potentially addressing the challenge of limited pediatric
data availability. The safety and tolerability profile of BRIVLERA in children 4 years and older is generally similar to that seen
with adult patients.

Use of BRIVLERA in pediatric and adolescent patients is supported by evidence from placebo-controlled partial-onset seizure
studies of BRIVLERA in adults with additional pharmacokinetic and open-label safety studies in pediatric aged 4 to 17 years of
age. Weight-based dose adaptations have been established in the pediatric population to achieve similar plasma concentrations
as observed in adults. Specific weight-based dosing has been established which allows clinicians to tailor BRIVLERA treatment
to individual patient needs.

About Epilepsy in Canada

Epilepsy is a chronic neurological disorder affecting approximately 50 million people worldwide, including about 1 in 100 people
in Canada. While epilepsy has the highest rate of new cases in seniors and young children, it can affect people of any age, race
and sex. Next to migraine headaches, epilepsy is the most common neurological disorder. It is defined as one or more
unprovoked seizures with a risk of future seizures. Around one third of people with epilepsy live with uncontrolled seizures.

[Retrieved from https://www.newswire.ca/news-releases/health-canada-approves-briviera-r-brivaracetam-to-treat-partial-onset-seizures-in-pediatric-
epilepsy-patients-868605074.html on August 21, 2020)

UCB is a major funder of the Edmonton Epilepsy Booklet Series by the EEA. Check the booklets
online at this page: https://edmontonepilepsy.org/information-booklets/
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SEPTEMBER | OCTOBER

The EEA website now hosts an interactive calendar. We hope this page intrigues you and
inspires you to check it out online. For each date see details on the next page.
In the meantime enjoy two selfies of the EEA mascots: Gio and Cleo! Welcome!
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September
D

« 1 - The 50/50 Online Raffle Draw
takes place at the EEA office at 12:00
noon

« 2 — Focus on Epilepsy September-
October newsletter is published online

s 7 — Labour Day Holiday — EEA office

. gcisesdharing Circle Phone WE BS I TE
R

Counselling Sessions held today —
10:00 — 11:15. By appointment only

« 9 — EEA Individual Counselling
Sessions resume

. ] The EEA website is now more dynamic than
« 17 — EEA Fundraising Committee y

ever. Check all the new features and content

Meeting
: _ we added over the summer. Stay tuned for
. __EEA Epilepsy Education new and exciting sections at:
Webinar

EEA Community Kitchen Free Meal www.edmontonepilepsy.org

Kit Deadline
e 26 — EEA Board of Directors
Retreat

October

e« 9 — Deadline to donate wine
bottles for the Wine-Tree Fall Raffle

« 12 — Wine-Tree Fall Raffle begins

13 — EEA Board of Directors
Meeting

e 15— HobScotch Webinar

SOCIAL MEDIA

Follow the EEA on social media for daily news, updates, comments and interactions,
with the epilepsy community in Edmonton, Alberta, Canada and around the world. Like
us and share your experiences. Also check our new Vimeo video channel!
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2021 AGM

This is a first notice to all EEA members, new and old and future ones too, that we are tentatively

pinning down ThurSday, February 25, 2021 asthe day for the next

EEA Annual General Meeting. Pandemic permitting, we will host a live and digital
event at the Chateau Louis, in Edmonton, from 5:30 to 7:30 p.m. We will plan for an option for all
members to attend in person, maintaining physical distancing and safety protocols, as well as
connect digitally via Zoom to attend to the association business.

In addition we will add a special celebration for volunteers and a few bites to eat and munch
together. Stay tuned for more details in upcoming newsletter issues.

Epilepsy Booklets

The EEA has undergone a major review and proofreading
project for all its epilepsy booklet series. We wish to
acknowledge the support of special volunteers who assist the
association in running this project. They include: Dr. E.
Starreveld, Anne Starreveld and Cam Reid, EEA Board of
Directors (2019-2020). We also continue to be grateful to UCB
for their ongoing important financial support for this project,
which allows the EEA to distribute printed versions of the
booklets to anyone who asks for them, across the globe.

Flashing Lights at Pedestrian

Crossings

One of our EEA members made a request of our office to investigate the rate of flashing lights at pedestrian
crossings, in Edmonton and area communities. We contacted the City of Edmonton and are currently connecting
with the City of St. Albert and the county of Sherwood Park. What we learned so far about the rate of flashing lights
for people suffering from photosensitive seizures is the following:

 About 3% of people living with epilepsy suffer from certain sensitives from flashing lights.

« Recommendations from Epilepsy agencies around the world include a flash rate under 2 Hertz (cycles/second)
with breaks every so often between flashes and that flashing lights be placed at a distance from each other and
be set to flash together at the same time, to avoid an increase in number of individual flashes.

The City of Edmonton indicated to us that they follow regulations by Transportation Association of Canada
(TAC) which recommends the RRFB (rectangular rapid flash beacon) as a pedestrian control device. The rapid
irregular flash pattern contributes to why the device is so effective for pedestrian safety. The flash pattern follows
the Federal Highway Administration's (FHWA) recommended pattern to avoid frequencies that may cause
seizures. FHWA provides the following requirement "The flash rate of each individual RRFB indication, as applied
over the full flashing sequence (800 milliseconds), shall not be between 5 and 30 flashes per second to avoid
frequencies that might cause seizures."

The EEA is planning to feature a special article about this topic on its website soon.
Stay tuned for developments on this conversation and connect with us if you have suggestions or comments
about this condition which may challenge a portion of our membership.
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Interview with Dr. Makus
MD, FRCPC, Clinical Assistant Professor, University of Alberta, Neurologist

The EEA reached out to Dr. Makus as he moved into his new clinic at

#201, 625 Parsons Rd SW in the South of Edmonton, and arranged to interview him at his new office, to
share the experience of the move, reconnect with his clinic staff and ask him about his work. We conducted
the interview in the boardroom of his new office, and then he took us for a tour of the facility. The interview
script we printed below was conducted on August 11, 2020.

EEA: Thank you so much Dr. Makus, for agreeing to sit down and let us interview you. You are the first
epileptologist who has agreed to work with us on a special feature of the EEA Focus on Epilepsy Newsletter,
which will see a different clinic and centre featured in each issue, to discuss perspectives, research, services
and planning around supporting the epilepsy community in the Edmonton region.

Can you walk us through your focus in your practice and your decision to move to your new location?

Dr. Makus: The decision in a sense was easy, but in another it was not. | was with the neuro services team
(at the Glenrose Hospital) for over 21 years. It was like leaving a family. But I live south of the city, on a
farm, and the commute was starting to get to me. In the winter it would take up to one hour long, one way.
So, when this opportunity came by, as | have a colleague that owns this building and she had an opening, |
took it. It was bittersweet, in the sense that it was hard to leave, and I have always been a North side guy,
in terms of working, at the Royal Alex Hospital, very close to the hospital to the Edmonton Epilepsy
Association, to the seizure clinic, and the Adult Convulsive Disorder Clinic (ADCD). This new location is not
that bad. The parking is free, and it is pretty reasonable to reach it, by car, if you can get on the Anthony
Henday, that helps. The patients | worry about most are the ones who cannot drive. Bussing is good down
here, but it will certainly take longer from central and North locations. That is quite normal for epilepsy
patients, as they do not drive themselves.

EEA: Yes, we know. We provide free tickets through the “Donate a Ride” program from the City of
Edmonton.

How did you start your work with epilepsy patients?

Dr. Makus: | believe Dr. Starreveld and Dr. Wilson started the ACDC clinic, many many years ago, | believe
some time in the sixties. It has been there for a very long time. So, when Dr. Wilson retired, | took his place
at neuro services. It was a lot of fun working with Dr. Starreveld. | would still love to have him back. It was
great to have him as the head of the clinic. | wish him all the best on his retirement.

Again, it was a bittersweet moment. | am happy that he retired but | truly miss him. | was so glad when he
called me, the other day. | would have to ask him to confirm, but I believe together, at one point, we had
something like 500 to 600 epilepsy patients at the clinic, with two doctors. There was me and Dr. Wang, and
then two nurses helping us, Lina and Kim. Kim was great to support epilepsy patients.

Some of our patients need a lot of time and extra support. There are other health issues they suffer from,
housing issues, some are homeless, especially if you have bad epilepsy, it often means you do not work and
have a difficult time keeping a steady place of living.

sem—

It was a lot of fun working with Dr. Starreveld.
| would still love to have him back.

EEA: How did you find the experience of the move to a new
location, so far?

Dr. Makus: We have gone fully electronic in our office, so it has
been a little bit daunting. In the other clinic we still used paper
charts. Here everything is electronic. When a fax comes in it no
longer lands on my desk. Now there is an in-going and an out-going
fax, and it gets stored on the computer, it gets attached to the
patient’s file. Luckily, the risk of losing anything is next to none. So,
everything, even the dictations are transcribed to the computer.
Brandy is wonderful, we are blessed to have her. Brandy is a great
support. She has an interesting story. Her mother was an EEG
technologist at the Royal Alex Hospital, and she worked for Dr.
Starreveld for many years, and we are lucky Brandy could come
and work for us. Overall things are going very well.

Volume 4 | September-October 2020 | Focus On Epilepsy




Interview with Dr. Makus (cont.)

EEA: Are you open on taking on new patients?

Dr. Makus: Yes, we are. Waiting times are long, but we will see new epilepsy patients. The new patients
would need to come from an emergency room or a physician’s office, as a referral. At the Glenrose Hospital
we specialize in epilepsy and we send patients to different places, depending on the situation. We refer them
to the University Hospital is they appear to qualify for brain surgery. Some patients end up having
developmental delays, others have behavioural disorders, so we also have a psychiatrist working with us.

Dr. Funto Orimalade is a phenomenal guy, he has specialization is treating autism, and in treating adult
patients with specific behavioural issues. This is sometimes a special situation with some of our epilepsy
patients.

EEA: You are not only focusing on epilepsy correct?
Dr. Makus: No, | am also big on MS (multiple sclerosis). My big areas are epilepsy and MS.

EEA: Have you had the opportunity, in the past, to inform your patients about the EEA?
Dr. Makus: Oh yes, absolutely! I have a link on my website to the website of the EEA.

EEA: And do you get any feedback from them about their experience connecting with the EEA?

Dr. Makus: Absolutely. The association is integral to their support. I believe Gary (the former Executive
Director of the EEA) had his picture taken in the newspaper a few times, assisting patients, working with the
legal system, housing issues. The EEA is a critical organization for people suffering from epilepsy. Some
patients do not have families, so we are it: the doctors and the association.

It is interesting, | remember | was on the EEA board when we first printed the pamphlet series on epilepsy. |
personally did not contribute too much to that project, but | remember how crucial it is for people out there.
The pamphlets are free online. They are very important for awareness. They are a wonderful resource!

EEA: In your opinion how can we help epilepsy patients be more knowledgeable about epilepsy? Knowing
that if they know more, they are probably more willing to take on medication, following instructions and
protocols and routines.

Dr. Makus: One of the problems with epilepsy as well as MS, the other area | do a lot of work in, is that
there is so much information overload. In fact, MS is a bit more complicated and impacts patients in
different ways. Patients come in here with lots of questions. For example, there was no way this morning, |
had a new MS patient, and | spent an hour with them.

It may take sometimes two, three or four hours with patients just to set them in the right direction. And

they often get overwhelmed in their first appointment. So, it is important to have someone else who can
emphasize things, ask questions, and also connect, so they do not feel alone. They can connect with others
who are facing similar challenges. So, | believe it is very critical that patients have access to other places,
like the EEA. Particularly if they do not have their own supports.

EEA: Great. Here is another question: do you recommend the use of a pill organizer?

Dr. Makus: 100%. On of the biggest challenges we faced at the Glenrose Hospital is that patients missed
their meds. So, we often say there are a few reasons patients have seizures. They are often sleep-deprived,
their life is stressful, but the other concern is that they are missing pills. Especially if they are taking them
two or three times a day. So, we have struggled over that over the years. Sometimes it is also because they
get sick and they forget. But if we can find different ways for reminders, like a watch, there are pill
reminders on the phone, and other devices. At the end of the day if you are not taking the pills they are not
going to work. I cannot tell you how many times | have had patients who miss one or two doses and
sometimes with disastrous or uncomfortable consequences.

EEA: Do you believe there are many more patients out
there, living with epilepsy, that we do not reach out to

as of yet? And what would you suggest we do to connect
with them?

Dr. Makus: For sure. And yes, it is a complex concern.

| had a patient with epilepsy this morning, and we were
discussing a situation about changing her medication, as
she is on a medication that makes her gain weight.

So, we try to reach out to other professionals to help
with other areas of the patients’ life, like in this case,

a dietician. Sometimes it is just a matter of knowing

that we are out there, able to help. Sometimes, some of
these patients have developmental delays, and their
family doctors are not as willing to take them on, as they
are complicated patients and they need a team approach
to support them. It is a matter of letting them

know we are here for them to address not only their medical needs but their life
challenges.
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Interview with Dr. Makus (cont.)

EEA: Yes, the EEA offers a variety of other services to its
members. We do have a counsellor with us, Dr. Kim, who is a
volunteer, and we will start a brand-new memory coaching
program in September, called HobScotch.

Do you have any recommendations for the EEA to expand its
reach to connect with more epilepsy patients out there?

Dr. Makus: Well the internet helps a lot nowadays, even though
we cannot connect with everyone out there, as some of our
patients have limited access to internet-based resources.

Part of it is education. For example, we need to educate

first responders about epilepsy, like the police services, and
ambulance staff. People often do not understand that after a
seizure has occurred, you must back off and let the person have
a moment to come back to reality and let them recover.

If you are too much in their face they often get in trouble,

and they are scared. Their world just gets turned upside-down
and they are confused. So, what do you do when you are
confused? You might accidentally punch someone.

| believe one strategy could be to reach out to the police,

and first responders and offer education seminars to learn more
about epilepsy. Radio ads are also an option, but they are also a bit expensive.

EEA: We received access to two weeks of free radio ads for our association. We applied to a grant.

Dr. Makus: That is great! Every little bit helps. The EEA is not as big as, say, the MS Society, and MS is all
over the media, where epilepsy is not. A lot of people will have epilepsy, but it is a disorder that is more
invisible.

EEA: Our last question: do you believe that it takes time to arrive to a complete diagnosis for epilepsy with
a patient? And that it is often impossible to arrive to a complete diagnosis without the help of witnesses?
Dr. Makus: Well, usually epilepsy is not a difficult disorder to diagnose, but it is so reliant on witnesses.
Now, we are getting a bit better with new technologies, phone calls, Zoom, and sometimes it is a matter of
getting the information from emergency rooms. We have a couple of axioms in our field: “Not everything
that shakes is a seizure, and you do not have to shake to have a seizure.”

So, it does take time. And some patients at times do not understand why their EEG and MRI results are ok
but they are diagnosed with epilepsy. | think those early days are very important. To understand the
situation of the patient and to give them hope. Because 60 to 70% of patients with epilepsy can manage and
treat their condition very well with medication. They can go on to have very normal lives, with the
exceptions that they take pills. That is why | believe the Edmonton Epilepsy Association, especially in those
early days, can offer so many supports and help patients with their new life.

EEA: Thank you so much Dr. Makus for this lovely interview. We look forward to future collaboration
opportunities.
Dr. Makus: It was my pleasure.

Dr. Makus office is located at: #201, 625 Parsons Rd SW
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EEA SCHOLARSHIPS

The Brittany Hughes Memorial Life The Garry Hannigan Memorial Life

Enhancement Scholarships for Youth, to a Enhancement Scholarships for Youth, to a
’ maximum of $500 each, are available for Youths maximum of $500 each, are available for Youth

of any age, up to the age of 18, to assist them in of any age, up to the age of 18, to assist them in

participating in Arts, Music, Dance and/or Ethnic participating in Sports or Recreational Activities

|dentity Cultural Programs that will enhance that will enhance their development as

their development as individuals. individuals.

Edmonton Epilepsy Continuing Education Scholarship
Epilepsy

EEA also manages the Edmonton Epilepsy Continuing Education Scholarship.
Trust

FOR DETAILS ON ALL SCHOLARSHIPSVISIT:

aEEA Edmonton Epilepsy Association | The Epilepsy Association of Northern Alberta
11215 Groat Road — Edmonton

AB TSM3K2

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.


https://edmontonepilepsy.org/scholarships/
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