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President’s Message

Epilepsy Toronto has had yet
another eventful and pro-
ductive year, with continued
progress and achievement on
all fronts. We increased coun-
seling to children and adults,
attracted unprecedented num-
bers of people to our signature
community events, and began
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putting in place essential build-
ing blocks for the provision of
critical life skills and housing
support programs in the years
ahead. Our importance and
value to the Toronto epilepsy
community has never been
greater; something | can attest
to in a very personal way.

My daughter, Lindsay, has
lived with epilepsy for over 25
years, with a combination of
tonic-clonic, simple and com-
plex partial seizures, almost
daily. We had always hoped
that surgery would be an op-
tion for her, but each time we
explored that possibility, she
was deemed an unsuitable
candidate; until last year, that is,
when everything changed. She
was re-assessed in the Epilep-
sy Monitoring Unit at Toronto
Western Hospital, and told that,
not only was surgery plausible,
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there was a 75% probability she
would become entirely sei-
zure free. Of course, it would
not be without risk. And there
was the rub; should she take a
chance or not? It was tantalizing
and terrifying decision. She
looked to Epilepsy Toronto for
support. Our daughter has
long been involved with one of
Epilepsy Toronto's adult sup-
port groups, and was able to
draw on her connections there
for comfort and guidance with
this very difficult choice. She
spent hours, as well, weighing
her options with ET’s Director
of Adult Services, Rosie Smith,
and through meetings with

Dr's Gold and Valiente from the
Toronto Western assessment
and surgical team. Ultimately,
she decided to give it a shot.
Pretty sure | was more terrified
than she. I'm happy to report,
that our daughter has come
through with flying colours,
and has been seizure free for

Q.
‘ aluc
L :
alue people’s ric
- o
C Dan

‘n';

ICIp

Ve belleve smty

ts members and o

a pe

Ne value sel

on'’s ric
eaningful in thei

obligati
sing ©

atermination

the better part of five months.
While she still has a ways to go
with her recovery, everything
seems to be unfolding as well
as we could have hoped.

My family and | are forever
grateful for the support and
compassion that we received
from this remarkable little agen-
cy in our time of need. The
value and importance of orga-
nizations such as ET cannot be
overstated.

On behalf of the Board of Di-
rectors, staff, and volunteers of
Epilepsy Toronto, | would like
to express my sincere appreci-
ation to our many supporters,
and proclaim our continuing
unwavering commitment to
those we proudly serve.

Daryl Yeo
President,
Epilepsy Toronto
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See The Person

“I love community care. This is definitely where | should have ended up, it just happened a lot
sooner than it probably would have otherwise, s6"thank you seizures. “ - Glenna

The “On The Wall” project is an effort to cover the
walls of the Epilepsy Toronto offices with the faces and
stories of our members. The intention is that when cli-
ents come in, they know they are not alone; that their
struggles are shared, but that there is also hope for
success and joy in their journey with epilepsy. We want
them to know that they have come to a place where
people living with epilepsy are seen, heard and cele-
brated; where they do not need to hide their epilepsy
- in fact, they can choose to wear it proudly.

We have heard stories that have moved us, inspired
us and at times surprized us; from the story of a new
immigrant, single mother of two, one with a condition
that would be shunned back in their home country;

to a retired business man, who feels like one of the
lucky ones, as medicine has worked to control his
seizures and he has excelled in business and is now
enjoying his retirement.

Glenna was diagnosed with epilepsy as a young
adult while she was studying to be a nurse. She
found juggling the stresses of seizures and school a
major challenge, amplified ten-fold with the start of
her first job. She found the demanding schedule,
with alternating day and night shifts, exhausting,
and it wreaked havoc on her epilepsy. She chose
to leave that job and began searching for work that
would give her full-time hours, but also the predict-
able schedule her body required. It was no easy




task, but eventually she landed in
Community Care, where she discov-
ered a new-found passion.

Over the years, Glenna has learned to
advocate for herself. She has found
that being pro-active and taking
ownership of her epilepsy gives the
people she works with confidence in
her abilities. Sometimes this means
having difficult conversations, that she
may have once chosen to avoid; but
she has learned it best to be honest
about her epilepsy and put her safety,
and the safety of others first.

Nicholas has been a regular at our office from the time
he was a child, and is now a mainstay member of our
Friday recreation group; a group he loves to attend,
and that his mother says is one of the highlights of his
week.

Affected by epilepsy and other health challenges,
Nicholas has had to work hard for his independence.
He was told he would never be able to travel on his
own, but he persevered, and now proudly rides the
bus to and from our office every Friday. When Nicholas
came for his photo shoot, we all learned something
new about him. He was asked to bring in something
for the photos that he is passionate about, and he
showed up with two of his own paintings. We had no
idea he had this amazing talent, which is such a strong
reminder to us of the importance of seeing beyond

epilepsy.

Nicholas

Then there is Angela. We received a message ear-
lier that day that she may not make it for the photo
shoot as she’d been in hospital for the past few days,
after a seizure. We assured her husband that her
health was a priority and not to concern themselves
about making the photo shoot.

However, at the very end of the day, the four of
them, Angie, Peter, Nick and Isabella arrived — direct
from the hospital. Angie’s exhaustion was visible, but
she had insisted. They saw it as a chance for them

to give back to the community that had supported
them through so many struggles. Angie spoke open-
ly of her fears that her seizures were too much of a
burden and responsibility on her children, who had
been the witness and the care givers to her so many
times.

Isabella and Nick bantered back and forth about
their experiences coaching adults on how best to
care for their mother when she had had seizures in

public.

“Sometimes we do have to look after her, just to
make sure she doesn’t hurt herself.” Declared 12
year old Isabella, and then followed it up with “But
she always looks after us.”

More responsibility than most children face, but
there was a clear sense of pride, that they had been
the heros, impressing first responders and onlookers
with their confidence, calmness and knowledge.

One of the last shots of the day, is the one on the
cover of this report. Their love for each other is pal-
pable. At the end of any day, that seems to be what
matters most.

* photos by Light Monkey Photography



Finding Strength

“Thank you so much for what you did for me. You changed my life and that’s
the truth. | did not realize how my negative thoughts were impacting my life;
| just knew | was not myself. You opened my eyes and taught me skills | will

a/ways use.” EC, Adult Services Client
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“At the WIP Confer-
ence | was introduced
to a potential employ-
er in an industry that

| wanted to be a part
of; it led to a period of
employment and reas-
sured me that | am still
capable of working, and
working well. | wouldn't
have had that boost to
my confidence without

it.” Jeff, Employment Services
Client
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Epilepsy is a fearful, isolating experience
for many, but doubly so during child-
hood or adolescence, when fitting-in
and being accepted by peers is life-de-
fining. The uncertainty and unknowns of
epilepsy can be profoundly anxiety pro-
voking when you're feeling vulnerable
and alone. Connection is key; the op-
portunity to hear another human being
say "l have epilepsy too” can spell the
difference between strength and des-
peration; depression and hope. Megan,
like so many other young people with
epilepsy, craves connection, familiarity,
and someone; anyone who understands
what it's like.



Epilepsy Toronto’s Children and Youth Services prioritize connection and em-
powerment, by offering opportunities for children and youth to learn, engage
and relate to one another, and to the epilepsy community at large; whether
marching together as a united front in the annual Purple Walk, chatting with
newfound friends while roasting marshmallows at the Summer Family Retreat,
or standing up in front of one’s class to share what it's like to live with seizures.
The stories are unique, but the connection is universal.

2017 Summer
Family Camping
Trip to Balsam
Lake
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We are always striving to eliminate the stigma sur-
rounding epilepsy and bring it more into the public
= oa- eye. Our public events are attended by thousands of
- people, both from the epilepsy community, and far
beyond; they help us garner media attention, raise
funds and increase awareness for epilepsy and the \
E..‘ services we provide.
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Supporting Epllepsy Toronto




Thank You

Thank you to our many donors, funders, and sEecial friends, without who's generous support and

remarkable goodwill, we could not hope to ac

ieve our goals. Their heartfelt contributions, and the

contributions of countless volunteers throughout the year, directly improve the lives of thousands
with epilepsy and their families, and make this community a better place to live.
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