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Comings & Goings at
Epilepsy Toronto

Staff

Epilepsy Toronto would like to welcome 2 new members of our staff team. Here are a few words
from them.

Geoff Bobb

executive director

Brandon Fairley

director, development

Alexandra Keay

employment manager

Archna Kurichh

job developer/
employment counsellor

Katie Lundy

director, children & youth services

Pam McDonald
office manager

Tanya McCormack

coordinator, recreation group

Pia Marin

financial services manager

Mackenzie Muldoon

marketing & entertainment director,
Scotiabank BuskerFest

Nicole Nelson

director, development

Tim Nourse

co-ordinator,
enabling change project

Rachael-Lea Rickards

director,
public education and outreach

Rosalee (Rosie) Smith
director, adult services

Kirsten Sixt & Rindy Bradshaw
teaching awareness through
puppetry

Archna Kurichh, Job Developer/Employment Counsellor
Hi, I’m Archna, the Job Developer/Employment Counselor for Epilepsy
Toronto. You can come and meet with me and we can talk about finding
a good job fit to meet your employment needs. Together
we can assess your strengths, skills and look for other
areas of employment. I also go out into the community
developing employer relationships so we can match you
to the right job. I can also assist both you and your employer to have the right accommodation for your maximum success. I look forward to meeting with you and
speaking with staff in your workplace.
Tanya McCormack, Recreation Group Coordinator
Hi my name is Tanya. I am the Recreational Group Coordinator.The
group caters to the social needs our Adult members by
providing members with the opportunity to have fun
and develop friendship by making connections with
others who share similar concerns and issues. We meet
every Friday afternoon to participate in activities such
as Art, music, discussions, outings, as well as sharing a
meal.

Goodbye Pam!

Bonnie Taylor

festival director,
Scotiabank BuskerFest

Here at Epilepsy Toronto we often talk about ourselves as a family. More
than just a place or an organization, we are a group of people sharing
parts of our lives, our joys and struggles, with one another.

Drew Woodley

director, communications

Board of Directors
Daryl Yeo
president

Tracy Day
David Caplan
Irene Elliott
Jim Feyerer
Brad Freelan
Jonathan Lipszyc
Mark McAllister
Barry Pickford
Wende Rapson
Natasha Stoddart
Dr. Peter Tai
Caroline Tapp-McDougall
Sundra Toor
Dr. Taufik A. Valiante
Cecilia Williams

A very special member of our family is going away. Pam McDonald is
moving to Niagara Falls and will be leaving us in the
coming weeks. Pam has been a client, a volunteer, and
a staff member. For many people she was the first face
or voice greeting us at the office. She is the giver of kind
words, the lender of a sympathetic ear, and the holder
of our shared memories. She keeps us on course when
things get difficult and pulls us out of line when things
get routine.
As time goes by, families change; children leave for
school, brothers and sisters take jobs far away, grandparents retire to
somewhere more comfortable. That doesn’t mean that they aren’t still
members of the family. We might not see them as often or we might have
to try a little harder to find time to chat, but they are still family. That
doesn’t end.
So, as we wish Pam well as she heads to Niagara Falls, we can do so
knowing that she will always be part of our Epilepsy Toronto family.
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EpUp is a new research project being run by the Ontario Brain Institute’s (OBI’s) EpLink program,
that focuses on individuals living with epilepsy who are also dealing with depression. The research
is looking at two types of programs, which will be compared; both programs are new to Canada.
The project brings together people with epilepsy with Licensed Mental Health professionals and
Lay Facilitators for the psychoeducational sessions. What makes these programs different is that
they are conducted entirely over the phone.
Kathryn Hum, Program Manager with EpLink, who is leading the project, sees two goals for the
research.
“The first step is to show if either program is effective and which program works best” says Hum.
“Long term, we would work with epilepsy agencies to train their staff so they can deliver the program themselves.”
Epilepsy Toronto member Lindsay Yeo is working as one of the Lay Facilitators and sees value in
having someone with personal experience with epilepsy as part of the psychoeducational program.
“My role in this project is to co-facilitate the discussion groups and provide some support as someone who also lives with epilepsy,” says Yeo. “Hopefully I can help to provide some thoughts or
direction to our discussions that will be helpful to the participants.”
For Hum, the potential opportunities coming out of the project are very exciting.
“We would start by looking at community needs. It is only done through the telephone now, but
we could look at computer based or mixed formats down the road. We could also look to adapt the
program to other languages.”
Yeo also appreciates the importance of the project, at both a personal level and for the epilepsy community.
“This entire project intrigued me from the beginning as it requires me to dig into my psychology
background again and allows me a chance to continue to learn about others experiences with epilepsy,” she says. “It also provides me the opportunity to be part of a team of highly respected professionals looking to make a positive impact on those living with epilepsy.”

Scotiabank BuskerFest
With the support of Scotiabank, the Downtown Yonge BIA, and all of our
incredible sponsors and amazing volunteers, this
year’s Scotiabank BuskerFest was the biggest ever.
2014 also saw Dundas Square transformed into
the Benefit Stage, with information about Epilepsy
Toronto and all funds collected from the performances benefiting the agency.
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YOUNG ADULT EPILEPSY SUMMIT
By: Michael Kennedy, Canadian Epilepsy Alliance

When Eduardo Garcia Landrau was 13 years old he had his first tonic clonic seizure. In the proceeding years, Landrau would try and fail nearly a dozen anticonvulsant medications, undergo major
surgery to treat his seizures and ultimately, learn to live with intractable epilepsy.
Landrau is not alone in his struggle with epilepsy. The debilitating seizure disorder affects 50 million people around the world – 80 per cent of whom live in
developing countries and 90 per cent live their lives without access to antiepileptic drugs.
For three consecutive days in July, 20 young adults ranging in age from 21 to 29
came together in Washington, D.C. to identify a project the group could spearhead that would improve the lives of other young adults living with epilepsy.
The invitational Summit was supported by the Epilepsy Foundation and the
North American Region of the International Bureau for Epilepsy (IBE).

Eduardo Garcia Landrau

Participants from across the North America Region: United States, Canada, Jamaica and Puerto Rico
competed for the right to attend this inaugural summit. Each participant was asked to submit a
one page personal statement with details of how epilepsy had impacted their life. They gathered to
share inspirational stories of struggle, resolve and perseverance. The multi-nation group brought a
wide and important range of personal and lived experience to the first-of-its-kind conference.
“This particular cohort of young adults is an especially important group because of the diversity
that they bring to the table – geographic, cultural and personal,” says Philip Gattone, President and
CEO of the Epilepsy Foundation in the United States. “It’s important to get this diverse perspective
in order to really understand how you can build an initiative or a series of initiatives that can really
have a meaningful impact.”
The weekend schedule was packed with discussions, workshops and valuable insight from an
often-untapped resource: people living with epilepsy everyday of their life.
Participants discussed the shame and oppressive fear that too often accompanies stigma. Myths and
misconceptions about epilepsy were also discussed with participants agreeing they just want to be
considered normal and to be given the same chance any of their peers would receive.
The group discussed the personal and emotional impacts that accompany epilepsy. In a heartwarming exercise, each participant was asked to share something they wish people knew about them and
their life with epilepsy. Stories of untold courage and perseverance resonated throughout the room
as young adults discussed tales of woe and turning hardships in to blessings.
“Every time I reach a new step in my life I encounter an obstacle that challenges my progress and
sometimes, that obstacle is insurmountable,” said Eduardo Garcia Landrau.”
“I wonder if my brother’s death could have been prevented by a detection device,” said Julia BuldoLicciardi, 25, of her late brother who died in his sleep during a seizure. “I just wish my brother
could be alive and in that room instead of me.”
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“It has been a relief being here and hearing that I’m not the only one who went through my formative years living with epilepsy and suffering from depression and anxiety,” said Gail Valentine, who
travelled to the conference from Jamaica.
“I have had uncontrolled seizures that have caused me to be
hospitalized several times in the last year, but I am still on
track to finish a PhD,” said Canadian Kathleen Gaudet.
“The greatest impact for me was the emotional discussion on
the challenges of telling others that you have epilepsy. The
young adults shared both positive and negative experiences
of disclosing their condition to relatives, classmates, teachers and employers. Subsequently, when the group chose to
champion a project that aims to educate through the sharing
of their personal stories we knew that we had succeeded in
inspiring these young adults” says Mary Secco, Chair of IBE
North America Region and Summit Co-Facilitator.

The Conference Participants

The goal of the weekend was to identify a project that this remarkable group of twenty-something’s
could take on to affect change. Epilepsy education was a consistent theme among many of the
projects discussed. Ultimately, the group chose a project that aims to educate and inspire through
personal stories using social media channels to distribute their messages.
Anyone wanting to know more about young adult programs is welcome to contact Katie Lundy at
katie@epilepsytoronto.org.

epilepsy@work

With 1 in 100 people in Ontario living with epilepsy, businesses across the province are realizing
they need to know how to respond and assist their
customers and employees who could have a seizure in the
workplace.
The EnAbling Change Program, through the Accessibility
Directorate of Ontario, has partnered with Epilepsy Toronto
to develop epilepsy@work, an internet-based educational
resource, unique in Canada. Designed with businesses
and employers in mind, it aims to help address and better
manage the needs of employees and customers with
epilepsy in this province.
Consisting of an eLearning course, a unique first aid video,
tools for managers and human resources professionals,
and an array of printed materials available on-line, the
toolkit engages, informs and allows managers to measure
employee’s ability to assist clients with epilepsy.
Visit epilepsyatwork.com to see the entire toolkit.
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“I wanted to do something to remember him.”
When Anna Argaw’s son, Nebyu Taddese, was diagnosed with epilepsy it came as a shock. He was
in Grade 10 and his seizures appeared suddenly. Even more shocking was his unexpected death
from SUDEP only a few years later at the age of 19.
To hear Anna talk about her son is to learn a
little about an amazing young man. A hockey
player and President of his student council,
he dreamed of being a sportscaster and was
studying media and communications at the
University of Toronto.
More than that, by all accounts he was an
incredibly friendly, caring person. After
he passed away friends and classmates described his willingness to lend a kind word or
a supportive hand when someone was going
through a hard time.
Nebyu refused to let epilepsy be an obstacle.
He wasn’t ashamed of his epilepsy and didn’t
try to hide it. His medications seemed to be
working. He was a good student and was
working at his summer job the same day Anna
arrived home to find him in bed. He wouldn’t
wake up.

From Making Sense of SUDEP
by SUDEP Aware
www.sudepaware.org
Sudden Unexpected Death in Epilepsy (SUDEP)
refers to the death of a person with epilepsy,
without warning and where no cause of death
could be found.
Recent studies estimate the rate of SUDEP at
about one death per 1,000 people with epilepsy per year.
The cause of SUDEP is unknown. It usually occurs at night or during sleep, and this makes it
hard to find out exactly what happened during
the last moments of life. There is often, but not
always, evidence of a seizure before death. A
seizure at the time of death is not needed for
diagnosis of SUDEP.
The strongest risk factor for SUDEP is having
frequent generalized tonic-clonic (grand mal)
seizures. The more frequent these seizures are,
the higher the risk of SUDEP.
The best way to reduce the risk of SUDEP is to
have as few seizures as possible.
• Keep regular appointments with your healthcare provider.

Making the loss worse for Anna was the feeling
that she
had never
• Take your seizure medications regularly and
prepared
reliably. If you have concerns about side efherself
fects, it is important not to make changes
for the
to your medications without talking to your
possibility
healthcare provider.
that she
could lose
• Identify and avoid triggers for seizures (such
her son to
as lack of sleep, drinking too much alcohol or
Nebyu & Anna
epilepsy.
using recreational drugs).
“I never heard that he could die from epilepsy,
how serious it was. I was worried about the
medication, or if he was going to be slowed
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down,” says Anna. “Maybe the doctors don’t want to scare people
but I think it’s good for the family to know there is death from
epilepsy; you’ll be prepared for it. Doctors
should let you know that it can happen.”
Now Anna wants to help to keep Nebyu’s
legacy going. She’s become very involved
with Epilepsy Toronto, helping to raise
awareness for Purple Day and organizing a
team of walkers for Team Epilepsy Toronto at
the Scotiabank Waterfront Marathon.
Yearbook Memorial

accept,” she say.

“When my son passed away I was shocked.
Now I’m just missing him; it’s hard to

Hockey Star

“We need to educate people about epilepsy.”

Changes to the Epilepsy Program
at the Krembil Neuroscience Center
The Epilepsy Program at Toronto Western Hospital continues to offer patients many of the newest therapies and treatments for controlling seizures. Our commitment to ongoing innovation
and excellence in patient care has lead to a number of recent changes within the Epilepsy Program.
The Krembil Neuroscience Centre has been previously known for the only adult epilepsy monitoring services in Toronto, consisting of a 5 bed Epilepsy Monitoring Unit (EMU) for continues
video/EEG monitoring of patients being considered for surgery and those requiring accurate
diagnosis of epilepsy. Our program is delighted to announce the expansion of its existing EMU
as of July 2014. The EMU has doubled in its capacity, making it the largest adult EMU center in
Canada. Since the admission capacity to the EMU has doubled, our wait times have dramatically
decreased.
We have expanded our multidisciplinary team by adding new members with specialty in epilepsy care including a new epilepsy surgeon, neurologist (with special interest in women’s health),
nurse practitioner, EMU nurse coordinator, EEG technologists, social worker, neuropsychologist,
and administrative support staff.
The Krembil Neuroscience Center Epilepsy Program is committed enhancing care by providing
access to best-practice management and shortening wait times for diagnostic testing and treatment of individuals living with epilepsy.
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The Amari Thompson Fund

At this year’s Scotiabank BuskerBall, Epilepsy Toronto launched the
Amari Thompson Fund. With the support of NBA basketball player
Tristan Thompson and his family,
the fund is named for Tristan’s
brother Amari, who lives with
epilepsy, and will go to support Epilepsy Toronto’s services.
“My brother Amari, who lives with epilepsy, has always been the
greatest motivational force in my life. As a result, I have worked
diligently in my career and am so grateful because it has enabled
me to get Amari the best medical treatment available, while at the
same time providing for my family,” said Thompson.
“Unfortunately, not every family dealing with epilepsy has had my
good fortune, so it is for this reason that I have decided to create
the Amari Thompson Fund. This is a cause that is dear to my heart,
and it is my hope that the commitment and dedication I bring to the fund will inspire others to get
involved.”
Over the coming months you’ll be hearing more exciting news about the Amari Thomspon Fund.
This summer Tristan Thompson visited the Epilepsy Toronto office to take some photos and
meet with staff and clients, including young Tyrese:
“When I met Tyrese he was a ball of energy like I was at his age. He reminded
me a lot of myself, a young man with a family member living with epilepsy.
Tyrese’s mom has tonic clonic seizures. It’s not an easy thing to have to get
accustom to as such a young man, but Tyrese has. He’s proud of his mother and
is a very protective. With the support from Epilepsy Toronto he and his family
have learned what to do when his mother is having a seizure. Tyrese has become
a champion for epilepsy awareness in his school and has taught fellow classmates
about epilepsy.
It’s families like Tyrese’s that inspired my family to start the Amari Thompson
Fund in honour of my brother. Together we can support families living with
epilepsy and together we can make a difference.”

Thank You!

To Toronto Raptors Superfan Nav Bhatia
who donated 100 tickets for Epilepsy
Toronto
families to
watch the
Raptors beat
the Utah Jazz
111-93.
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