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Reintroducing FMRP to Reduce
Symptoms of Fragile X Syndrome

“

	These exciting
results open the door
to reintroducing FMRP
as a potential
treatment strategy!

”

We are very pleased to announce that a research
grant has been awarded to the lab of Dr. Raymond
Turner at the University of Calgary in Alberta,
through a special partnership between the
Fragile X Research Foundation of Canada and
FRAXA Research Foundation. Dr. Turner and
his postdoctoral fellow Xiaoqin Zhan, PhD are
attempting to reintroduce a segment of FMRP to
reverse the symptoms of Fragile X in the mouse
model for this disorder.
Fragile X syndrome results from a loss of “Fragile
X Mental Retardation Protein” (FMRP), and this
leading genetic cause of autism spectrum disorder
has no established treatment. FMRP affects the
production of thousands of other proteins during
the development of brain connections, and these

proteins are essential to the normal function at
synapses (junctions between nerve cells). When
FMRP cannot be produced by the brain cells, it
results in synapses that show less “plasticity”, or the
ability to modify their connections to each other
in response to prior experience. This is key to the
process of learning.
The Turner lab is working to find a safe, effective
way to transfer FMRP directly back into brain
cells. In order to do this, this team will attach a
short string of amino acids (called “TAT” or TransActivator of Transcription”) to FMRP. TAT will act
as a carrier molecule that will facilitate the passage
of FMRP from the blood stream into the brain cells.
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Injection of this tat-FMRP segment into the tail vein of mice has been
shown to start functioning in brain cells less than one hour later. Initial
behavioural tests confirm that injection of tat-FMRP into the Fragile X
mouse significantly reduces hyperactivity within 1 hr. of injection, and
at concentrations that showed no toxic effects after 6 days exposure.
These exciting results open the door to reintroducing FMRP as a
potential treatment strategy to reduce the abnormal behaviours and
symptoms of Fragile X syndrome.

Principal Investigator: Raymond
Turner, PhD,
FXRFC Postdoctoral Fellow: Xiaoqin
Zhan, PhD, University of Calgary,
Alberta
Amount: $65,000.00 in partnership
with the FRAXA Research
Foundation

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.
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, the lead federal agency (Canadian
Institutes of Health Research) discontinued
its funding partnership program with all nongovernmental organizations. It has therefore
become increasingly difficult to fund the
targeted research required to find a treatment
or cure for Fragile X syndrome.
There are many ways you can help:
___ Make a donation. Send a cheque made
out to the Fragile X Research Foundation of
Canada.
___ Donate by credit card through
CandaHelps on our website to make a one
time or monthly donation – see additional
article in this newsletter for more details.
___ Join one of our fundraising teams. If you
would like to host an event or help others
organize an event, we will help get you started

and might be able to find other people to
help. Contact volunteer@fragilexcanada.ca
with your idea!
___ 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 instead of a gift. 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!

National U.S. Fragile X Foundation Conference 2018
16th International
Fragile X
Conference
The National Fragile X Foundation’s
international conference is the largest of
its kind in the world and is geared toward
all members of the Fragile X community:
individuals living with Fragile X, family
members, caretakers, professionals and
researchers. It occurs in a different selected
city every two years. This year it takes place
from July 11 - 15 in Cincinnati, Ohio.
The majority of the conference sessions are
“Family-Friendly” and cover all Fragile X

disorders (FXS, FXTAS, FXPOI and more),
with the greatest number of sessions focusing
on FXS. In addition to the family-friendly
sessions there are many scientific and
technical sessions.
Our mission is to provide unwavering support
for every family affected by Fragile X, while
relentlessly pursuing a cure.
Many researchers have commented on the
experience of socializing with the parents
of children with Fragile X, and how the
experience has motivated them
or reinvigorated their enthusiasm to make
a difference in the lives of persons with
this disability.

Benefits from attending include:
• D
 iscover the latest research by some of the
world’s leading Fragile X experts.
• L
 earn new techniques, behavioral
interventions and coping strategies.
• C
 onnect with researchers, clinicians,
educators, psychologists and parents.
• Get the support you need.
• S
 tart new lifelong friendships and
reconnect with old friends.
On-site registration is available at fragilex.
org/nfxf-international-conference.
If you have any questions and for more
information, please email
fragilex@meetingexpectations.com
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The FX Toolbox
We invite you to send in your favourite “tools” to: toolbox@
fragilexcanada.ca for inclusion in future newsletters. On the FXRFC
website, in the Coping with Fragile X section, you’ll find a Helpful
Hints page, where the Toolbox also appears.
This Tool Box focuses on tips to try to make outings easier!
Set expectations - Be sure to let your child know what to expect.
Clearly tell them, “We are going to the doctor. We will wait in the office
and then Dr. Klein will see you. I will be with you if you are afraid or
have any questions.” If you are doing more than one thing, let the child
know, “We are going to the store, the post office, and then the park.”
Provide support for your child to be successful - Some children
benefit from having info in a visual format. Having photos, picto’s,
pic’s, a social story or events listed in visual order might help. Reading
stories in advance that discuss what is going to happen may help
to reduce anxiety. Images from past visits to the same place you are
going may provide a way for children to see what is expected. Use
illustrations and/or words during the event to reassure children.
Involve children in planning - Often children are told what to do,
where they are going, and have little ownership in decisions. Letting
your child make a few choices in an outing helps them feel they are a
part of the process. For example, let the child pick which errand you do
first if possible.
Praise - As you go through the day, be sure to reinforce for good
listening, following directions, and being patient. This shows them

they get more attention for following routines than for breaking them.
Provide early updates on schedule changes - Changes may happen
through the day. When changes occur, let your child know what it
is and how it will affect them. For example, “James, the library is not
open. We will still go to Aunt Jen’s now AND we will go to the library
tomorrow.” Make sure you follow through on what you say!
Plan for delays - Rarely do things go exactly as planned. Prepare for
basic concerns such as hunger, boredom, tired times, and delays by
packing snacks and portable activities like games or books. Make sure
to have a back-up plan if restaurants or stores are busy. Think before
you get there what might work best if a delay occurs.
Get them involved - Children are less likely to act out if they are busy.
When you are shopping, have them help you locate grocery items.
If you are in the doctor’s office have the child help you fill out the
forms by asking their responses to simple questions like name, age,
etc. if possible.
Be consistent - If you create a reward system where the child earns
something for doing X, Y, and Z or a promise is made for the child to
get something after going to the store, be consistent. If you say, “You
get to play your game when we get home if ….” be sure to reinforce that
it will only occur if they actually accomplish the task. When children
are given mixed messages about rewards, the inconsistency can lead
them to expect rewards when they have not met a task. Although it
may be difficult at first, children will quickly learn you mean what you
say if you hold your ground.

For our FXRFC Monthly Donors
Thank you to those donors who have
been making your ongoing donations
to the Fragile X Research Foundation of
Canada through your 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!
We are happy to process your donations but
want to make you aware that you can now
make online monthly donations using your
credit card by going to our website. This will
avoid the exorbitant administration costs
charged by credit card processors.

Set up a Monthly
Donation!
Recurring monthly donations are the
smartest way for donors to give and for
the FXRFC to receive funds! Not only
do monthly donations provide a steady

predictable income for the FXRFC but
they also provide you with convenience
and efficiency. The FXRFC partners with
CanadaHelps.org via our website. You can
set up secure monthly donations quickly
and easily by simply clicking on our Click
here to Donate Now button at:

www.fragilexcanada.ca

Why not donate monthly and honour
someone special in your life? Having a
hard time thinking of a gift for a parent or
grandparent for Mother’s Day or Father’s
Day? Consider this a way to let them know
that your gift to them this year helps the
FXRFC every month. Even contributing a
monthly gift of $10 makes an impact. The
easiest way to is to go our website and
click on Donate Now or you can also go on
CanadaHelps, specifying the FXRFC as your
charity of choice.

Type Fragile X Research Foundation of
Canada into the Get Started: Find a Charity
bar and hit search
Click on our FXRFC name when it appears,
alongside our logo
Scroll down to Donate Monthly and select
your amount and how long you wish to
donate. You can either select a number of
donations or a specific end date.
If you wish, you can make a one time
donation and dedicate the donation to
a friend or loved one. The CanadaHelps
website allows you to send an ecard, with
various designs to choose from, to notify the
recipient that you have made a donation in
their honour.

If you go to CanadaHelps.org, here is how it
works:

We encourage everyone to go to
www.fragilexcanada.ca or
www.canadahelps.org today to set
up their new monthly donations with
CanadaHelps and FXRFC!

Go to www.canadahelps.org

Your gift can make a real difference!
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2018 Scotiabank Vancouver 1/2 Marathon & 5k Run
Join Fragile X Team Vancouver Join Fragile X Team Toronto - Sunday June 24th!
Sunday, October 21st, 2018
On Sunday, June 24 , 2018 Fragile X Team Vancouver will run/
2018 Scotiabank Toronto
walk for the Fragile X Research Foundation of Canada. Since 2010
the Vancouver run has raised well over $150,000! The Scotiabank
Waterfront
Vancouver 1/2 Marathon & 5k is one of the most scenic runs in the
country. There is a friendly atmosphere so consider this a family event.
Remember, you don’t have to be a runner! The 5km run is great for the 1/2 & Full Marathon
whole family!
(21.1km & 42.2km) & 5 km Run
Specific details about the run can be found at
th

canadarunningseries.com. For more information, ask any questions
or to join Fragile X Team Vancouver in 2018, please contact FX
Vancouver contact Team Captain Marylene at marylenea@shaw.ca

On Sunday, October 21st, 2018, Fragile X Team Toronto will lace up
our shoes again and run for Fragile X Research Foundation of Canada.
The Scotiabank Toronto Waterfront Marathon is a world class event
and Fragile X Team Toronto has established itself as one of the best
STWM Charity Challenge teams. Fragile X Team Toronto has risen
well over $250,000 in the past number of years we have participated!
So many great memories have been made over the years and we are
looking forward to making more in 2018! Hopefully you’ll join us and
help make a difference for Fragile X research!
Come join in the fun - be a part of our FX Team T.O.! Not a distance
runner? The 5km run/walk is family friendly and many people walk it.
The half and full Marathon are challenging, but very rewarding.
Start your training early and contact Team Captains Jennifer Williams
or Ian Shearer at volunteer@fragilexcanada.ca
For more information and any questions - and join Fragile X Team
Toronto!
Specific details about the run can be found at
canadarunningseries.com.
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th
15 Annual

It’s the
FX Foundation
Family Fun Day!!

Sunday June 10th 2018, 11am-2pm
(one week before Father’s Day)
Relax and enjoy a wonderful day of fun & fantastic gourmet food
(we mean free hotdogs, burgers, veggie burgers & drinks) along with other incredible
FX families! Feel free to bring along aunts, uncles, grandparents or whoever supports
you & your family. This is your chance to meet other families, and let the kids play at a
great facility. There is a fenced-in outdoor green space & patio as well as indoor space
in case the weather does not co-operate.
Please RSVP no later than June 1st. Contact Jen or Lori (info. next page)
and state how many adults & children are coming in your group.
Bring along your smiles and folding chairs if you have them (but not your pets )
and get ready to have a great time, with lots of fun and laughter! There will be lots of play
equipment provided, a 50/50 draw, a bubble blowing station & more!

Again this year we are holding a lucky draw fundraiser with great prizes!

If you have connections & could donate gift cards, tickets to a show, event
or sports game, or great prize, please contact Jen or Lori asap.
We are asking each family to contribute one dozen
peanut-free treats for the dessert table if you are able - YUM!
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Variety Village is located at 3701 Danforth Avenue Toronto, Ontario M1N 2G2
for more information on Variety Village, visit www.varietyontario.com/village/
Please note that you can ONLY exit south off the 401 at Warden Ave. or Brimley Rd.
Also be aware that Danforth Rd. & Danforth Ave. are both in this area.
Variety Village is on Danforth Ave. It’s on the south side, and sits next to a high school.
You can park in the school lot if the Village lot is full, then follow the walkway to the Village.
There is a set of traffic lights at Variety Village, so just turn in where you see the sign out front!

Remember to let Jen or Lori know by June 1st!
RSVP to email: fxrfcpicnic@gmail.com
Please specify how many adults & how many children when you email.
Please remember to leave a number where you can be reached, just in case.

Due to limited seating, please bring folding chairs if possible.

We are looking for teenagers to volunteer the day of, so please
contact Lori early if you know someone that can assist.
They can earn time toward their high school community hours!

Thank you and hope to see you on June 10th!
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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.
Please send info. to the FXRFC at:

newsletter@fragilexcanada.ca.

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

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.

“Like” Us on Facebook!
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.
We frequently update the Fragile X
Research Foundation of Canada website
with new information. Check out our
What’s new or How close are we to
a treatment sections regulary to get
updates on the FXRFC.

Fragile X
Research Foundation of Canada
167 Queen Street West
Brampton, Ontario
L6Y 1 M5
t. 905-453-9366
f. 905-453-0095
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w. fragilexcanada.ca
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