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Scotiabank Toronto Waterfront Marathon
Full and 1/2 & the 5 km Run - October 21st
Join Fragile X Team Toronto!

Come join in the fun “	be
a part of our FX
Team T.O.!”

On Sunday, October 21st, Team Fragile X Toronto
will lace up our shoes and run for a cure. We took
last year off, so we are really hoping for a GREAT
turnout this year!! Toronto members run or walk
the 5km, half Marathon and Marathon. This year
we hope to have many people run for Team
Fragile X Toronto!
The Scotiabank Toronto Waterfront Marathon is a
world class event and in the past, Team Fragile X
showed we could run and fundraise with the best
of them. Fragile X Team Toronto has raised more
than $250,000 over the past years – incredible! So
many great memories have been made over the
years and we are looking forward to another exciting
campaign this year. Hopefully you’ll join our team
and help make a difference for Fragile X research!

Not a runner but want to make some noise for the
FXRFC team? Come out & cheer us on!! The FX
Facebook page will have the exact Cheer Team
location posted one week prior to the event.
Not a distance runner? The 5km run/walk is family
friendly and many people walk it as a family or
group. The half and full Marathon are challenging,
but very rewarding. For everyone else, there is a
discount on the entry fee. The entry fee will depend
on which event you choose to participate in and
how early you sign up. The sooner you sign up the
more you save! Start your training early and contact
Team Captains Ian Shearer or Jennifer Williams
at jennifer@lakespot.ca or call 416-419-7108 for more
information and any
questions - and join Team Fragile X Toronto!
Visit www.torontowaterfrontmarathon.com for all
the event info. and join Team Fragile X Toronto.
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You Can Make a Difference!
The Fragile X Research Foundation of
Canada needs your help to raise $175,000.00
to fund three significant Canadian research
projects that were chosen after an open
competition. One project will be developing
a protein replacement therapy to be tested in
Fragile X mice. The second project will test
gene therapy on Fragile X mice as another
approach to treatment. The third project is
developing better ways to measure functional
improvements in the brain. These methods
would ultimately be used to measure
the effects of new treatments in human
clinical trials.

the lead federal agency (Canadian Institutes
of Health Research) discontinued its
funding partnership program with all
non-governmental organizations. It has
therefore become increasingly difficult to
fund the targeted research required to find a
treatment or cure for Fragile X syndrome.

Most of the research funded by the Fragile
X Research Foundation of Canada has been
financed with money raised privately by the
parents, families, and friends of individuals
with Fragile X syndrome. Several years ago,

• Join one of our fundraising teams. If you

Project Title:

pharmaceutical treatment capable of
alleviating all of the complex downstream
symptoms. Thus, our aim is to target or
override the disease-causing gene itself
by introducing a functional version of the
FMR1 gene thereby preventing downstream
pathology at the source. Adeno-associated
viral (AAV) vectors are a non-pathological
delivery system for therapeutic genetic
material, which have been shown to be
effective at delivering long-lasting transgene
(recombinant protein) expression in various
organs. There are currently multiple human
trials of gene therapies utilizing AAVs, several
of which are showing promise for positive
patient outcomes.

Adeno-Associated Viral Gene Therapy for
the Treatment of Fragile X syndrome
Principal Investigator:
David R. Hampson, Ph.D.
Professor, Dept. of Pharmaceutical Sciences,
Leslie Dan Faculty of Pharmacy,
University of Toronto
FXRFC Postdoctoral Fellow:
Alex Hooper, Ph.D.
Amount: $45,000.00
Start Date: May 1, 2018

David R. Hampson, Ph.D.
Because Fragile X syndrome (FXS) is
caused by the absence of Fragile X mental
retardation protein (FMRP), an mRNA
binding protein with many mRNA cargoes,
it has been challenging to develop a single

There are many ways you can help:

• Make a donation. Send a cheque to the

Fragile X Research Foundation of Canada.

• Donate by credit card by going on our

website, to make a one time donation or a
monthly donation.

• Contribute stock. If you donate stock

which has increased in value, you get a taxdeduction rather than paying capital gains
tax on the increase.

• Enlist families and friends. Consider asking
people to make a donation to the FXRFC.
They will appreciate giving something that
is truly meaningful!

We are excited about the scientists who are
making significant progress in understanding
Fragile X syndrome and it is a direct result of
the work funded by your generous donations
– please help us meet the goal!

would like to host an event or help others
organize an event, we will help get you
started and find other people to help.

Our goal is to optimize a single
administration of AAV-FMRP that translates
into sustained therapeutic benefits. We
previously identified a therapeutic range
of AAV-FMRP transgene expression that
led to improvements in the autistic-like
behaviours of Fmr1-knockout (Fmr1-KO)
FXS mice. Our current work is focused on
designing an AAV-FMRP vector to deliver the
therapeutic transgene protein in a temporal
and tissue-specific pattern that mimics the
natural expression of the FMR1 gene. By
manipulating the elements of the transgene
that control the developmental timing and
expression levels of FMRP, we are optimizing
the safety and efficiency of the therapy. We
are also expanding our research to include

a rat knockout model of FXS, as this will
validate and inform our research as we
work towards the development of treatment
for humans.
The Fragile X Research Foundation of Canada
Grants and Fellowship Program has been
crucial in our success to date; we are very
grateful for the support provided.

Alex Hooper, Ph.D.
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Great Success for the Scotiabank Marathon in Vancouver to
Raise Fund for Fragile X Research!
By Marylène Allard
We had an amazing team of runners in Vancouver this year to raise funds for Fragile X Research! We ran in beautiful Stanley Park on a nice
sunny, summer day. Thank you very much to all of you that participated in the run and/or donated to raise funds to help us find a cure for this
genetic condition. We hope to keep growing Team Vancouver every year, so start training for next year’s event. We couldn’t do it without you!
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The 15th Annual Fragile X Family Fun Day
– a Big Hit!
By: Lori Beesley & Jennifer Williams
We held our 15th Annual Fragile X Family
Fun Day at Variety Village in Scarborough,
Ontario on Sunday June 10th. It is always a
special day and everyone enjoyed themselves.
Our kids love to play on the outdoor
equipment, especially the large swing –
always a huge hit!
Along with some of our Fragile X families and
a few generous businesses we approached,
we were able to secure some wonderful
donations. We put together great prizes
and baskets of goodies in order to hold our
usual raffle. We want to thank the numerous
families and companies who stepped up and

helped make the day such a success. A special
shout out to Party City for the support they
have shown us for so many years!
Another special thank you goes out to Nancy
Cameron, as always. Every year Nancy brings
a lovely quilt in honour of her grandson who
has Fragile X syndrome. Nancy’s homemade
quilt is eagerly anticipated every year and
we look forward to her unveiling the new
design upon it’s arrival. We also look forward
to learning who the lucky winner will be who
gets to take home this work of art.
This event would not be possible without a
team of volunteers who help out before and

during the Family Fun Day. Many, many
thanks go out to all of the volunteers and
people who were so generous with their time
and effort. We really appreciate your loyal
dedication to our event.
If you are interested in helping at next year’s
picnic, know someone who would volunteer
or has a connection to a corporate sponsor,
please email us at picnic@fragilexcanada.ca.
We are always eager for teenage helpers
looking to earn their high school volunteer
hours. It is never too soon to start planning
for next year!
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For our Monthly Donors
Thank you to those donors who have been making ongoing donations
to the Fragile X Research Foundation of Canada through a credit
card. The administration costs are now much higher if we process
the donation through Global Payments, our credit card processor.
Recently, out of $115.00 in donations, the processing company
took $114.00!

credit card by going to our website. This will avoid the exorbitant
administration costs charged by credit card processors. Our website
address is www.fragilexcanada.ca. Once you are at the website, choose
“How to Help” from the drop down menu, then go to the “Donate Now”
button and “Click Here to Continue”. Here you can choose a onetime
donation or a monthly donation and get your receipt right away.

We are happy to process your donations but want to make you
aware that you can now make online monthly donations using your

Giving Tuesday 2018 is almost here!
Most people know about Black Friday and
Cyber Monday … but have you heard of
Giving Tuesday?
It’s now in Canada and it happens on
November 27, 2018.
It is a fairly new Canadian movement for giving and volunteering,
taking place each year after Cyber Monday. The “Opening day
of the giving season,” it is a day where charities, companies
and individuals join together to share commitments, rally for
a favourite cause and think about others. Giving is a lifelong
commitment, and a giving day is a special celebration, a reminder
to all of us to think of others and our communities as well as
ourselves. Giving Tuesday is all about charity! It’s about creating
a national movement for giving at the start of the annual holiday

season. It celebrates and encourages donations that support
charities and non-profit organizations like ours! Of course, we also
encourage giving back throughout the year, whether through a
monthly donation, or in whatever one time annual donation you
can give.

GivingTuesday is more than a moment,
it’s a movement.
We ask that you, the families that the Fragile X Research
Foundation of Canada was created for, think of the FXRFC
on Giving Tuesday and then help spread the word to your
networks. Simply go to our main website and click on the
“Donate Now” button. Thank you and we wish everyone a
Happy Holiday Season!
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Explaining Mitchell
By: Lori Beesley
As part of my role on the Board of Directors of
the FXRFC, I do some public speaking about
the Foundation and share our family story.
This “speech” is one I would tell the students
at our son Mitchell’s school every October.
Mitchell is now a young adult and finished
school but I hope it may inspire other parents
to carry on the tradition. It made a big impact,
not only the students and staff but their
families too, who still ask about Mitchell and
remember details of this yearly talk.
Hello, I came here today to talk to you about
something called Fragile X syndrome. It is
the most common cause of inherited mental
impairment in the whole world. In fact, there are
thousands of boys and girls everywhere in the
world that have Fragile X. To tell you the truth,
I had never heard of Fragile X until many years
ago. A doctor told us that our son Mitchell had
Fragile X syndrome. I know that some of you
already know Mitchell, because you have been
in his class, or from daycare. I’m here to tell you
a little about Mitchell, Fragile X, and how it
affects our family.
When someone has Fragile X, it means that
before they were born, a tiny part inside their
brain didn’t operate the same way that most
people’s do. Their brain is the same shape and
size as everyone else’s, there is just a little,
tiny part inside that is different. That tiny part
makes them act differently and makes them
learn differently. Have you ever been in class
and the teacher is explaining something, it
might be science or math or spelling, and you
just don’t get it? Put up your hand if that’s ever
happened to you. I know that it used to happen
to me too. You know what I would do? I would
ask someone else to explain it to me, a friend
or another teacher or my mom or dad. When
that new person explained it to me, I would “get
it”.The reason that you “get it” is because the
other person explained it in a different way, and
another part of your brain understood.
People with Fragile X can have a really
hard time learning things in the classroom.
Sometimes they have to learn the same thing
over and over, explained to them in lots of
different ways before they “get it”. When we
were teaching Mitchell what a dog was, we had
a book with a picture of a dog and we’d point
and say “dog”. After a while, Mitchell knew that
that picture was a dog. Then, one day we were
at the store and there was a dog tied up outside.
I pointed to it and said “dog”. Well, Mitchell
looked at me like I was CRAZY. I knew that he
thought that “dog” meant the picture in the
book. This dog was brown, the one in the book
was black and white, this dog said “woof” and

the one in the book didn’t say anything, this
dog moved and wagged his tail, and the one in
the book always stayed in the same spot. We
decided that we had better try something else
with the picture in the book. Next time, when
we looked at the book, we said “woof”. Then
Mitchell learned that dogs make a noise. Every
time we saw a real dog, we said “woof” and one
day Mitchell said “dog”. He finally got it. It took
Mitchell a long time to learn about dogs, and we
had to figure out a way to explain it to him so he
could “get it”. Now he knows and understands
all about dogs, and lots of other animals.
Some things he learns things faster, some
slower, just like all of you.
Fragile X makes people act differently too. Their
brain lets in too much information all at the
same time and they can get upset. I’ll try to tell
you what I mean.
Put up your hand if you like to watch t.v. Have
you ever been alone watching t.v., when all the
sudden your brother or sister starts talking to
you, then your mom tells you to do something,
then your dad starts up the lawn mower outside,
then the phone rings and ALL you want to do
is just watch t.v.? How does that make you feel?
Pretty upset? Kind of mad? Does it make you
want to yell at everything? You know what?
People with Fragile X feel that way a LOT of the
time. Right now I know that you are all sitting
and listening to me. If you have Fragile X, your
brain has trouble focusing on one thing. Right
now, they might be smelling the floor cleaner,
watching someone fidget, feeling the tag in the
back of their shirt and trying to pay attention to
me all at the same time, and that makes them
feel the way you do when you get upset, trying
to watch t.v.
They can be trying so hard to figure out how
to handle all that stuff happening to them, that
they forget how to act appropriately, or the way
that they should.
They might flap their hands like this (demo),
stand up when they should be sitting, or yell
out something when they should be quiet. It is
their way of dealing with what they are feeling.
Sometimes it can make them feel better, and
then sometimes it can make them more upset.
Sometimes Mitchell even gets upset about
something that happened to him a little while
ago, but it’s just sinking in now. That is part of
the mystery of living with Mitchell. We have to
try to help him learn how to handle things that
upset him in a way that can help him feel better
next time.

Some of you have asked me why Mitchell won’t
say Hi to you if you see him outside of school,
maybe in the park at the end of our street or
up at the plaza. There is a very good reason
for that. I want everyone to think of someone
famous right now - your hero - maybe a sports
hero, a movie or t.v. star, a singer... Now picture
that tonight you are sitting having dinner with
your family and the doorbell rings. You answer
the door and there is a huge stretch limo parked
outside and the person you were just thinking
of is standing right in front of you, saying Hello!
Chances are you would not say “Hi, come on
in”. Your brain would be so busy thinking “Why
are they here? How did they get here? OH
MY GOODNESS!” The person would still be
standing in front of you and you are still not
saying anything. Well, to Mitchell, all of you are
HIS heroes.
When he sees you outside of school, he’s not
expecting it and so it throws him a curve. Kind
of like seeing your teacher at the grocery store
- you might feel weird and awkward. What
you don’t know is that a minute after you say
Hi to Mitchell, he usually says Hi back to you,
but you miss it. That’s why his dad or I say Hi
for him. We know he really wants to, he is just
overwhelmed at that moment.
The last thing I want to talk to you about is
YOU! Mitchell’s Dad and I want to tell you that
we feel lucky that Mitchell goes to a school
where so many of you know him and try to help
him. You are all the best teachers that Mitchell
has. He will watch you, see how you do things,
then he will know how to do those same things.
If Mitchell is doing something that he shouldn’t
be, or acting silly, you can help him learn the
right way, or a better way to behave.
He will listen to you.
Even though Mitchell’s brain may not work in
the same way as yours, his HEART does. He
likes having lots of friends to play and to laugh
with, just like all of you. He likes to ride his bike,
scooter, watch videos, and go to the park, just
like all of you. He has his good and bad days,
just like all of you. It’s nice to know that he
has people that care about him and help him
through the bad days and laugh with him on the
good days. Mitchell and everyone else who has
Fragile X has special needs, but we know that as
long as Mitchell has people like you around him,
he will have a good life! Thank you.

* NOTE - this is available on the FXRFC
website under Living with Fragile X - School
Age 4 - 12.
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Important Information
We are looking for letters, stories, or
articles about an Xxx-tra special person!
The FXRFC newsletter often publishes stories about the people that sparked the formation
of the Canadian Fragile X Research Foundation and inspires the ongoing growth and
commitment of the FXRFC. If you have a story about a child or adult with Fragile X syndrome,
please send it to us and a picture of the X-tra Special Person to share with our readers. Tell us a
funny or heart-warming story, or share a success and allow it to inspire others. We love to hear
what is happening with our Fragile X families across Canada, so please consider sharing your
story and letting others share in a success!
Just e-mail us at newsletter@fragilexcanada.ca

Do you know of a great resource in your
area of Canada?
We want to hear about it!
The FXRFC is always interested in
gathering up to date resources from
all across Canada. On our website, we
have a resource list of organizations
and programs that provide leisure and
therapeutic activities, such as summer
camps and other programs and activities.
We want to expand it and update it!

The list is neither official nor exhaustive.
Many of the listed programs are situated
in the Toronto area, but we want to
expand it with excellent programs from
across the country. We are asking you, the
readers of the newsletter, to let us know
about programs that have helped you and
your family, wherever you live.

The Fragile X Research Foundation of
Canada (FXRFC) is a national, nonprofit,

The Canadian Fragile X Research
Foundation is on Facebook! Please
go to our page and “Like Us”! In the
months to come, we are hoping our
page will become a great forum for
our Fragile X families. What a great
way to connect with each other, share
ideas and info. and support one
another. Feeling isolated? Maybe there
is another Fragile X family near by...
Check out the page and stay in touch!

www.fragilexcanada.ca
Please keep checking the new FXRFC
website for upcoming events. If you have
an event planned in your area, let us
know and we’ll include it on the site and
in our next xpressions newsletter issue.

Please send info. to the FXRFC at:

newsletter@fragilexcanada.ca.

PDF ONLY version of the newsletter!
This newsletter is produced 3 times a year
by the Fragile X Research Foundation of
Canada and emailed to our supporters.
You can also view/download a PDF
of the newsletter on our website at
www.fragilexcanada.ca by clicking on
“Resources”. If you do not receive our
newsletter regularly or would like us to
email a copy to someone you know, send
an email with a complete email address to
newsletter@fragilexcanada.ca

“Like” Us on Facebook!

tax-exempt charitable organization run
by parents of children with Fragile X
syndrome and volunteer professionals.
Permission is granted to reproduce
or distribute this newsletter for noncommercial purposes. We accept
donations on-line through our website
at www.fragilexcanada.ca or by mail or
phone at our National Headquarters in
Brampton, Ontario.
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