
Francois Corbin, MD, PhD, professor, Université de 
Sherbrooke, is leading a randomized Phase II pilot 
trial, to explore the tolerability and the synergistic 
effect of a combined therapy using minocycline and 
lovastatin on patients with Fragile X. Minocycline 
is often used to treat acne, and lovastatin is used to 
lower cholesterol levels in the blood. Each of these 
drugs have also been shown to act at different points 
of the metabolic pathway that is affected in the 
neurons of people with Fragile X. Dr. Corbin runs 
the university’s Fragile X Clinic and he hypothesizes 
that the combination of the two different drugs 
might have an even more potent positive effect on 
patient’s behaviour when they are given together. 

Fragile X syndrome is caused by the absence of a 
specific protein, called “FMRP”, in the brain cells of 
affected individuals. Researchers are not currently 
able to replace the missing protein in each and 
every brain cell, but they hope that drugs will be 
able to correct problems caused by the absence of 
FMRP. They believe that by mimicking the function 
of FMRP, neuronal plasticity will be restored and 
this could lead to normal brain development and 
improved learning.

This pilot trial looks to establish links between 
lovastatin and minocycline and the effects of these 
drugs on brain activity and neurochemistry using 
functional MRI, along with other techniques, to 
assess synaptic plasticity in patients with Fragile X. 
They will be measuring the activity of the brain 
before starting the drug, and then again after being 
on the drug for three months. However, long term 
treatment will likely be necessary in order to change 
the natural course of this disorder. 

Both minocycline and lovastatin are known to be 
safe drugs that have been in use for many years 
with limited to no side effects in patients 13 years 
and older. However in order to ensure the safety and 
tolerability of these medications, the effects will be 
monitored during the entire trial by periodic blood 
tests and clinical assessments. 
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Dr. Corbin and his team of investigators, 
which includes neuropsychologist Dr. Jean-
François Lepage and neuroimaging expert  
Dr. Kevin Whittingstall, are recruiting 
patients 13 years of age and older. A key 
component of this trial is the fMRI imaging 
scan of brain activity before and after drug 
treatment. Since this technique requires 

participants to remain still for prolonged 
periods of time, parents will be asked to do 
some training with their child at home to 
prepare them for the procedure.

If you would like further information 
regarding the trial, which is accepting 
participants, please email info@
cliniquexfragilequebec.org. You can also 
view information at ClinicalTrials.gov

On Thursday, November 3rd, Bill 30, the 
Human Rights Code Amendment Act 
(Genetic Characteristics), 2016, passed 
second reading in the Ontario Legislature.  
Bill 30 was introduced by MPP Mike Colle 
and aims to amend the Ontario Human 
Rights Code to ban discrimination on 
the basis of genetic characteristics. If Bill 
30 passed the committee stage and third 
reading debate, it would prohibit genetic 
discrimination in Ontario, particularly in the 
areas of housing, employment and insurance.

Given that the number of genetic tests 
available commercially has skyrocketed from 
2000 tests in 2013 to over 33 500 tests in 2016, 
we must ensure that Ontario laws keep pace 
with this explosion in scientific technology, 

and protect the genetic information of 
Ontarians.

Genetic testing can be incredibly beneficial. 
It allows people to personalize their 
healthcare based on their genetic information. 
However, as precision medicine becomes 
more prevalent, the province must do its 
part to safeguard the genetic information of 
individuals.

What you can do to help the Bill pass through 
the legislative process and become law:

Encourage members of your organization 
to phone or e-mail their local MPP, asking 
them to support Bill 30.

Consider joining the Canadian Coalition 
for Genetic Fairness, a growing group 

of health organizations which are working 
together to prohibit genetic discrimination.

Like the Bill 30 Facebook page and share 
our posts with members of your organization.

There are protections in every G7 country 
against genetic discrimination, except 
Canada. With your help and active 
participation, we can ensure that genetic 
discrimination is outlawed in Ontario.

If you have any further questions, please 
e-mail the Office of Mike Colle, MPP

Eglinton-Lawrence, Room 212, Main 
Legislative Building, Queen’s Park, Toronto, 
M7A 1A4 at mcolle.mpp@liberal.ola.org  
or call the office at 416-325-1404.

Human Rights Code Amendment Act 
(Genetic Characteristics)

Dr. François Corbin (Right) and  
Dr. Jean-François Lepage

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

With the holiday season here, why not 
donate monthly and let everyone on your 
list know that part of your gift to them 
this year helps the FXRFC every month? 
We can help you beat some of your 

holiday shopping rush! Even contributing 
a monthly gift of $10 on CanadaHelps, 
specifying the FXRFC as your charity of 
choice, makes an impact!

Here is how it works:

1. Go to www.canadahelps.org

2.  Type Fragile X Research Foundation 
of Canada into the Get Started: Find a 
Charity bar and hit search

3.  Click on our FXRFC name when it 
appears, alongside our logo

4.  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 name.

We encourage everyone to go to www.
canadahelps.org today to set up their new 
monthly donations and ring in the holiday 
season with CanadaHelps and FXRFC!

Your gift can make a real difference!

Set up a Monthly Donation to the FXRFC!

mailto:info@cliniquexfragilequebec.org
mailto:info@cliniquexfragilequebec.org
https://clinicaltrials.gov/ct2/show/NCT02680379
http://www.ontla.on.ca/web/members/members_current.do?locale=en
http://ccgf-cceg.ca/en/home/
http://ccgf-cceg.ca/en/home/
https://www.facebook.com/Bill-30-Human-Rights-Code-Amendment-Act-Genetic-Characteristics-2016-1708512552802152/?fref=ts
mailto:mcolle.mpp@liberal.ola.org
http://www.fragilexcanada.ca/index.php?home&lng=en
www.canadahelps.org
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The FX Toolbox
The Tool Box is filled with suggestions, helpful hints and coping 
strategies – tools to make living with Fragile X syndrome easier. 

We invite you to send in your favourite tools to: toolbox@
fragilexcanada.ca for printing in future newsletters. On the FXRFC 
website, in the Coping with Fragile X section, you’ll find a Helpful 
Hints page, where the Tool Box also appears. This Tool Box focuses on 
inexpensive, educational activities for family fun!

Practice Giving – Generosity is a virtue any child can learn early. 
Encourage this trait over a school break or a weekend by gathering 
items for charities. If organizations are asking for new items, have your 
child help pick out a toy or canned food for donation. If organizations 
are looking for used items, teach the value of giving by having them 
sort through old toys and clothes with you to select items for donation. 
Take your child with you to the donation center to help them follow 
the process. Explain, at their level, what you are doing and why. Get 
them involved!

Volunteer – Promote compassion by volunteering with your child. 
Serve food at a shelter, sort canned goods at a food bank, shovel  
a neighbour’s sidewalk, or raise money for a non-profit. These are 
activities families can do together to help others. When you  
volunteer with your child they learn to appreciate what they have  
and to help others.

Enjoy the Outdoors – Families can develop a healthy lifestyle in 
any season by doing things outdoors. Build a snowman, snowshoe 
in the park, sledding! Think of ideas for getting outside and enjoy 
nature. Outdoor activities are wonderful times to talk and play, while 
improving your health.

Community Events – Both big cities and small towns usually have 
some fun weekend activities. Attending these events can become a 
tradition that children look forward to every year. Holiday parades, 
concerts, and live music in the park are some inexpensive, or even 
free activities. Check your local area tourism website or community 
newspaper – you might be surprised at what’s offered!

Cook Together – Children can help in the kitchen even at a young 
age. Have kids practice pouring, stir, or just hand you items for 
cooking. Learning basic kitchen skills is a great activity and it 
develops important life skills. As they grow older, they should be able 
to make basic meals and know about kitchen safety, so start early and 
have fun!

Play a Game – Board games and sports teach cooperation  
and problem solving. Teach children to follow rules and handle 
conflict by playing games. You will need to cater games to be age 
appropriate and at a level that your child understands in order to be 
enjoyable. These activities can provide a foundation for social and 
emotional development.

http://fragilexcanada.ca
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Team Toronto and the Scotiabank Run
On Sunday October 16th, 2016 Team Fragile 
X Toronto took part in the 6th annual 
Scotiabank Toronto Waterfront Marathon. It 
was the perfect day for a run! We experienced 
warmer than seasonal temperatures and had a 
light drizzle to keep us cool! Though the team 

was a little smaller than usual this year, we had 
a very successful fundraising campaign! Our 
mighty team raised a total of $34,286 for the 
FXRFC! Thanks to everyone who sponsored 
us and of course, thanks to the team for being 
a part of this fundraiser!

The FXRFC would like to thank our National 
Fundraising Team made up of husband and 
wife team Ian Shearer and Jennifer Williams. 
Congratulations on another successful year!

By Ian Shearer, National Fundraising Manager
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Is your child, 21 years or younger, and has 
a Neurodevelopmental disorder (e.g. ASD, 
Intellectual Disability, Fragile X, Down Syndrome, 
or an Anxiety Disorder)?


Or is your child typically developing and 
between the ages of 3 – 21 years?


We are currently conducting new research  
studies across Ontario to understand how genes  
and biology affect the brain and behaviour in  
Autism and other Neurodevelopmental Disorders.  
 

We need your help! 


To learn more about the POND-Network research project, please contact: 
Holland Bloorview 

Leanne Ristic  416 425 6220 x 6321 or Susan Day Fragiadakis 416 425 6220 x 6518  
Email: lristic@hollandbloorview.ca    or    sfragiadakis@hollandbloorview.ca 

POND Advertisement [V.8] 22 DEC 2014

Conducting innovative research programs aimed at improving outcomes  
and quality of life for children with autism spectrum disorders

Bloorview Research Institute 

Autism Research Centre

POND-Network: Province of Ontario 
Neurodevelopmental Disorders-Network


Participation may include:
•  Activities, Interviews, & Questionnaires
•  A blood sample for genetics analysis
•  A brain scan (you can get pictures of your brain!)
•  A  medication trial to find new ways to   
  help children who have ASD 

http://fragilexcanada.ca
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fragilexcanada.ca

This newsletter is proudly sponsored by:

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

www.fragilexcanada.ca

“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!

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

Fundraising for the FXRFC

New PDF ONLY version of the newsletter!

The Fragile X Research Foundation of 
Canada is a 100% volunteer organization 
and we are always in need of fundraising 
dollars! How much you contribute 
and how much time you contribute 
to a fundraiser differs from person to 
person. We value all of our contributors, 
however they choose to raise funds and 
awareness. Whether you’re a family 
member of someone with Fragile X 
syndrome, a friend, or just a community-

minded individual, we welcome your 
contribution of time, energy and dollars. 
If you are interested in fundraising with 
the Foundation please contact us or go 
to the Volunteering page on the How 
to Help section of the FXRFC website. 
You can also contact our National 
Fundraising Coordinators, Ian Shearer 
and Jennifer Williams, by sending an 
email to fundraising@fragilexcanada.ca 
or volunteer@fragilexcanada.ca

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 non-
commercial 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.

Charitable Registration Number:  
88643 3762 RR0001.
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