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Welcome!

Coming up in 2016 …
February

March

Showing our support for
Rare Disease Day on the
29th
Epilepsy Awareness
Month in Canada

April

Look out for our 2nd
Annual Bowl-A-Thon

June

Awareness Month and
International CDKL5
Awareness Day on the 17th

September

Look out for our 3rd Annual
Tia Staley Walk for
CDKL5 Research

Dear CDKL5 Families,
I’ve often asked myself, “Why me?” Why does my daughter have to live
like this? Why does my family have to go through so much loss, struggle
and disappointment?
When my daughter Tia was seven years of age she was diagnosed with
CDKL5 disorder. It was devastating because all the hopes of her
outgrowing her seizures were gone, or that perhaps she would improve
cognitively; gone. BUT, ironically, there was relief as some of you may
relate to. Comfort came by just having a name associated with her
constellation of symptoms, especially the seizures, which is a significant
and early indicator of CDKL5 disorder. As time passed I came to realize
that I wanted to do more than HOPE for a cure and that is when CDKL5
Canada was born. And so I will ask you today, do you want to do more
than just hope for a cure? If so, join us, support us; there is strength in
numbers and together we will make a difference in the lives of our
children and so many others dealing with CDKL5 disorder.
Welcome to our first annual newsletter. Here we will feature CDKL5
Canada news from the past year and you will see a bit of what we do yearround. Enjoy!
Sincerely,
Sangeeta Staley
President and Founder

Need more info about CDKL5?
This year we launched a CDKL5 handbook geared towards parents who want to learn more about
CDKL5. The guide details a brief introduction on the disorder, recognizing and diagnosing clinical
symptoms with treatment, and therapeutic options that may be helpful for individuals living with
CDKL5 disorder. Go to our website to download the handbook!
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CDKL5 Canada Spotlight: Dr. Melissa Carter
Dr. Melissa Carter is a Clinical Geneticist at The Hospital for Sick Children
(SickKids). She is Medical Director of the Rett Syndrome Complex Care
Clinic in Toronto and became interested in CDKL5 disorder because of its
similarities to Rett syndrome.
After meeting Tia Staley, Dr. Carter became involved with CDKL5
Canada and now sits on our scientific advisory board.
Dr. Carter is interested in raising awareness about rare genetic disorders
affecting children. She knows the importance of a correct diagnosis for
the families of such children and the need for doctors with expertise to
help advocate for them. She works with several parent advocacy groups
in addition to CDKL5 Canada, including the Ontario Rett Syndrome
Association, Chromosome 22 Central and idic15 Canada.

Meet Our
CDKL5
Fighters!
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The 2nd Annual Tia Staley Walk for CDKL5 Research
A yearly walk done at the beginning of fall in support of CDKL5
research
It was the second year in early fall
when people gathered for Tia
Staley's annual walk for CDKL5
research. Unlike the year before,
Tia along with her friends and
family, were met with a rainy and
cloudy morning as they started their
walk from 55 Glen Road and from
the beautiful Toronto neighborhood

of Rosedale towards Whitney Park.
The weather did not prevent more
than 50 walkers from having a great
time as they marched together in
support.
The idea of doing a walk seemed
natural to Tia’s mother, since Tia’s
favourite thing to do is go for walks.
This, together with the fact that
most children with CDKL5
disorder are unable to walk, makes
the walk a symbolic event.
Tia held an orange balloon
during her walk on September 12th,
with the names of other Canadian
children diagnosed with

CDKL5 written on it.
This was a way to show that,
even though they weren’t with us
in person, they were still in our
thoughts as we walked to raise
money for finding a cure.
In total, over $9000 were raised,
which will directly go towards
funding research. After the walk, a
50/50 draw and prize giveaways
were held along with a barbeque
and drinks on the house. We
would like to thank all of those
who joined us and who showed
their support by donating. See you
next year!

Green Ribbon Awareness Initiative!
We are pleased to announce the
launch of our Green Ribbon
Awareness Initiative this year!
Awareness ribbons are used
globally as a way for wearers to
make a statement of support for a
particular cause or issue. In the case
of CDKL5, awareness is much
needed because CDKL5 is an
orphan disorder that was only
distinguished from Rett Syndrome

in 2004. We are asking
everyone to wear our lime green
ribbon and join us in raising awareness
of CDKL5 disorder worldwide. We
have also asked our sister organizations
to join us in this initiative in order to
help spread the word internationally.

Join Us
You can help support the Green
Ribbon Awareness Initiative by wearing
the green ribbon and promoting it with

your
social media
account. Please go to our
website to find out how to order
pre-made green ribbons or
instructions on how to make your
own. Thank you for your
support!
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Emma’s Lemonade
Stand
A story of a sister who will not let age
stop her from helping raise money
and awareness for CDKL5 research

Eight-year-old Emma
Staley decided her age will not
stand in the way of making a
difference in her sister Tia’s life.
The youngster
came up with the
idea of “Emma’s
Lemonade
Stand,” for
which all
money earned
would go to
CDKL5
Canada in
order to help
fund research
for the

spring, Branksome Hall hosted a Tshirt design contest for all of its
students.
Students were
asked to draw
their very best
CDKL5 t-shirt
designs, with
the winning
design to be
printed on 100
T-shirts. The
T-shirts arrived just in time for the
2nd Annual Tia Staley Walk for
CDKL5 Research, and Branksome
Hall was generous enough to cover
70 percent of the cost of printing.

disorder. Emma’s Lemonade Stand
has been present at fundraising
events throughout the
year. Emma has raised
over $300 in the last
two years, but
she didn’t stop
there! Another
goal was to
spread the word
about CDKL5
to her peers. To
this end, she has
spoken at her school’s
assembly about the disorder
and has successfully gained its
participation in spreading
CDKL5 awareness. This past

CDKL5 Canada Spotlight:

Go Emma! Age does not matter!

Desirae

Desirae is one of our own CDKL5 Canada fighters. At four weeks old,
Desirae’s mother knew something was terribly wrong when she noticed
that her daughter’s right leg was twitching in what she describes looked
similar to “muscle spasms”. Desirae’s subsequent therapy programs took
place at the McMaster Children’s Hospital in Hamilton, Ontario.
Desirae is a very friendly girl who loves hugs and kisses! She loves music,
songs, books and stacking her cups. Desirae can eat her finger foods on
her own, and some of her favourite foods are Goldfish, oatmeal,
Sheppard’s pies and mashed potatoes. She has made lots of progress in
walking and is now able to walk on her own up and down the stairs.
Good job, Desirae!
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First Annual Bowl-a-Thon for CDKL5
Research
In April, on a beautiful and sunny Sunday
afternoon, a crowd gathered at NEB’s Fun
World in Oshawa, Ontario, for our first
annual Bowl-a-Thon for CDKL5
Research. Seventy-four bowlers came to
the event and were split into teams for a
fun and competitive event. Everyone had
a great time bowling, eating pizza and
drawing for raffle prizes! Thanks to our
participants, we raised over $1700 through
event registrations and donations for

CDKL5 Canada. The money raised
will go towards funding research for
CDKL5. Thanks to the organizer
Carol Thorne for such a successful
fundraiser!

Next Year
Make sure you look out for the next
Bowl-a-Thon in the new year and join
us for a fun day supporting a great
cause!

June is CDKL5 Awareness Month!
June is the official month of
CDKL5 awareness. Organizations
around the world come together in
support of helping spread
awareness about the disorder in

their own communities.
Throughout the month, we featured
some of our CDKL5 fighters on our
Facebook and Twitter pages. Like

last year, CDKL5 Canada also
spread awareness with the help of
some of Canada’s most famous
landmarks. On the eve of June 17th,
International CDKL5 Awareness
Day, the CN Tower, Niagara Falls
and the
Peace
Bridge
were all lit
green in
support
for
CDKL5.
Families
are

encouraged to help us spread
awareness every June by taking
photos of the illuminated structures,
sharing their stories, fundraising,
donating and being active on social
media. We would like to thank the
CN Tower, Niagara Falls and Peace
Bridge commissions for being such a
great support again this year.
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Meet Our Board Members!

Annual Board
Members Meeting of
2015.

Sangeeta Staley
President
Sangeeta Staley is the proud mother of two
beautiful girls, Emma (9) and Tia (11). Tia
had her first seizure at four months, and
was diagnosed with CDKL5 disorder
when she was seven years old. Sangeeta
is our president and founder; she is also
a director at the Ontario Rett Syndrome
Association. Sangeeta also runs a
successful home-based behavioural
therapy program for her daughter Tia, where
she works closely with the program coordinator to
develop and implement the programming.
Sangeeta is a graduate of Seneca College in the Financial Planning program and is
currently pursuing a certificate in Fundraising Management.
Carol Thorne
Treasurer
Carol Thorne has been with CDKL5 Canada since its
inception. She is the Manager, Projects Administration &
Safety, for Industrial Chimney Maintenance Inc. and has
over 25 years of experience in the Administration industry
with significant knowledge and transaction experience.

Our winning T-shirt
design placed as a
reminder of our goals
for the year.
Anna Scarafile
Anna is a Rehab
Consultant for GreatWest Life
Assurance
Company for over
33 years. Anna is
a graduate of
Humber College
in Nursing and
also completed
Seneca College
Vocational Rehab
Certificate.

Marija Kalabic
Secretary
Marija Kalabic joined CDKL5 Canada after being
inspired through her work as a therapist for children with
ASD. Marija graduated from the University of Toronto
with a BSc in Psychology and Biology and has worked in
research.
Dorothy Brophy
Dorothy is a corporate lawyer who
assists CDKL5 with governance
matters. In
addition to her
law degree,
she has a BA
in Political
Philosophy
from York
University and a
Masters in Theological Studies from
the University of Toronto.

Stephen Staley
Stephen Staley is the parent of
a child diagnosed with
CDKL5 disorder. He is also
the President and CEO of
Industrial Chimney
Maintenance Inc. Stephen is a
volunteer director of CDKL5
Canada and volunteers his
time at fundraising events.
and also supports CDKL5
Canada through personal and
corporate giving.
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Thank You To Our Supporters
We would like to thank the following individuals and organizations that gave us support in 2015. *
President’s Circle ($1000+)
Industrial Chimney
Maintenance Inc.
Sangeeta & Stephen Staley
Frank & Yolanda Van Keegan

Gold Member ($500-999)
Silver Member ($300-499)
Carol & Brian Thorne
Branksome Hall, Toronto

Bronze Member ($100-299)

Troy Cove Marine
Refresh Med Spa
Emma’s Lemonade Stand
Tom & Nicole Anthony
Kristin Buchanan
Tracy Rockbrune
Dorothy Brophy
Roxanne & Jeff Orton
Annalese Hutchinson

Ralph & Sandra Sirju
Anna Scarafile
Dave Lough
Denis Rainville
Karim & Farrah Abdulla
Eric Choi & Janice Lo
Linda Reynolds
Cheryl Marshall
John Valero
Donald Spatz
Two Anonymous Donors

Friends ($5-99)
Genesis Music
Charlie & Elaine Kemp
Laura Glober & George Cuvalo
Brad Franklin
Cindy & Joe Persico
Sally Emmorey
Naira & Steve Samaroo
Angela & Scott Mcintosh
Rishi & Tabitha Dooray

Anna Blazanin
Marielle Yap
Regina Dimaano
Louise Mooney
Tony James
Jonathan Alderson
Jennifer Facchinelli
Cora Manual
Brad & Issy Campkin
Alexander & Kristina Massouras
Laura Huebel
Kamini Morar
Malynne Maloney
Six Anonymous Donors

In-Kind Donations
Shoppers Drug Mart

*We have made every effort to make this list as accurate as possible. We apologize if we have misspelled or missed your name.

CDKL5 Canada Inc.
55 Glen Road
Toronto, Ontario M4W 2V3
email: info@cdkl5canada.ca

Follow us on:

/ CDKL5 Canada
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