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

non-profit organization which is dedicated to funding biomedical research 

for improved treatment and ultimately, a cure for Fragile X Syndrome. 

Fragile X is the leading inherited cause of mental impairment, 

and it is also one of the most common single-gene diseases in humans, 

affecting approximately 1 in 3000 people worldwide.

Message from the President and Medical Director

When a small group of parents and volunteer professionals assembled around my kitchen
table to establish the FXRFC in 1997, I promised them that researchers would find a treatment
for Fragile X within 10 years. By 2005, we  were still on target as researchers reached the
point where they could describe what is actually going wrong in people who have Fragile X.
There have been several major breakthroughs in Fragile X research in the past four  years
alone, which we believe will lead to exciting new treatments for Fragile X and other autism
spectrum disorders. There is a promising line of inquiry referred to as “the mGluR theory” of
Fragile X, which suggests potential future drug therapies with compounds known as
Ampakines and mGluR antagonists. The FXRFC also continues to fund research projects
aimed at turning the defective gene back on and began laying the groundwork for Canada's
first Fragile X clinic where the research breakthroughs of the last few years can be turned into
routine clinical treatments for everyone with Fragile X.  

The Fragile X Research Foundation of Canada started off 2005 by funding 4 new research projects,
awarding $115,000 for research aimed at finding a treatment or cure for Fragile X. The new work
at universities in British Columbia, Manitoba, and Ontario, will help address key questions:

• Will mGluR antagonists prove to be effective treatments for Fragile X?
• Does Fragile X share a common molecular pathway with disorders like autism, and

epilepsy?
• If so, can Fragile X research lead to treatments for these other disorders?

Research funding by the FXRFC over the past several years has significantly accelerated
the pace of progress, publication of scientific papers, and discoveries towards our goal
which is specific treatment and ultimately a cure for Fragile X syndrome.

Our approach to directing and managing the FXRFC has been to measure our activities and
outcomes against the strategic directions set out by the founding members. We have experienced
tremendous success in the past year. I wish to acknowledge the contribution of Board members,
support groups, volunteers, and donors for their help in expanding the FXRFC’s role in influencing
the focus and direction of Fragile X research. 



Implementing our Strategic Directions in 2005

Strategic Direction #1:  Promote Fragile X Research

• Renewed funding to Dr. Yu Tian Wang's lab at the Brain Research Centre, University of British
Columbia. The Fragile X mutation results in the excessive function of a particular neural
receptor (mGluR) which causes weakening of the connections between neurons. Dr. Wang's lab
will analyze the molecular mechanisms behind this phenomenon in order to determine if
mGluR blockers could be an effective treatment for Fragile X. 

• Continued funding, in partnership with the Canadian Institutes of Health Research, for 
Dr. Moshe Szyf‘s lab at the Department of Pharmacology and Therapeutics,  McGill University.
This lab has  been able to achieve partial reactivation of the FMR1 gene using Valproic acid
(VPA). The next step will be to treat Fragile X cells with VPA in combination with other agents 
to see if the expression of the FMR1 gene can be brought to normal levels.

• Funded Dr. Laurie Doering at McMaster University in Hamilton, Ontario. Dr. Doering is investigating
the potential of utilizing neural stem cells as a potential treatment for Fragile X. 

• Renewed funding for Dr. Min Zhuo, Department of Physiology, University of Toronto. This lab is
studying learning-related synaptic changes (called LTP and LTD) in three main memory related
regions of the brain of the Fragile X knockout mouse. They will examine the effects of potential
drugs on synaptic plasticity to see if drug treatment may rescue memory-changes in knockout mice.

• Renewed funding of Brian R. Christie's lab at the Brain Research Centre & the Neuroscience
Program, University of British Columbia. The aim of this research is to examine two processes
believed to be important in memory and learning. One is the ability to grow new neurons and
the second is to examine the alterations in neuronal structure in an animal model of Fragile
X syndrome, the fmr1 knockout mouse. We hope that this research will provide additional
insight into the cognitive deficits that accompany Fragile-X syndrome, and that they will lead
to new therapeutic options. 

• Renewed funding for Dr. Peter Carlen's lab at the Toronto Western Hospital. This is the first
study using cellular electrophysiological techniques to investigate the underlying pathophysiology
of seizure activity in the brain tissue of FMR1 knockout mice with the aim of targeting potential
therapies for the seizure disorder associated with the Fragile X syndrome. These studies will
lead to a better understanding of Fragile X neuropathophysiology, and lay the groundwork for
novel therapeutic treatments for the many who suffer with this syndrome.

• The FXRFC, in partnership with the Canadian Institutes of Health Research, continued funding
Dr. Isabelle Boutet at the University of Toronto. Dr. Boutet assessed the use of various non-verbal
tasks designed to measure cognitive functioning and the ability to learn. Her findings will lay
the groundwork for a more accurate assessment of treatments for Fragile X and will be used in
future clinical trials. 

• Awarded a research grant to Dr. Tammy Ivanco's lab at the University of Manitoba, Department 
of Psychology. This lab will examine the effects of methylphenidate (Ritalin) and amphetamine
treatment on brain cell structure in the fmr1 KO mouse. 
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Strategic Direction #2: 
Community Outreach, Public Education, and Awareness

Winnipeg

• Fragile X in the Media - Dr. Carlo Paribello and wife Barbara Byers, flew out to Winnipeg on
September 22 and were greeted by Garth and Lesley Buchko, the parents of 15 year old Matthew, who
has Fragile X Syndrome. That evening Garth, who is the General Manager of CJOB Radio in Winnipeg,
had arranged for Dr. Paribello to be interviewed on CanWest Global television by broadcaster Charles
Adler. The interview was shown that evening and helped bring awareness of Fragile X Syndrome to the
thousands of TV viewers who tune into Mr. Adler's thought provoking interviews nightly.

On September 23, 2005, Dr. Paribello was on air at CJOB, again being interviewed by Charles
Adler, for a  national radio presentation. The program generated contacts and interest from across
Canada and we are tremendously grateful to Garth Buchko for affording the Foundation this
unique outreach opportunity.

• On September 23, 2005 Mr. Buchko, thanks to the help of Dr. Chudley in Winnipeg, brought
together over 30 families from all over Manitoba who have loved ones that have Fragile X
Syndrome. Many had been unaware of the Foundation and they were delighted to find a group
that understands their struggles and is funding groundbreaking research for a treatment and
cure. As part of the seminar given by Dr. Paribello, the group also heard a presentation by 
Dr. Tammy Ivanco, an FXRFC funded researcher with the University of Manitoba. 

Montreal

• Board Member Raymond Jessome has been actively promoting the Foundation’s cause in Quebec
by translating and mailing out information packages to physicians, geneticists, and hospitals
throughout that province. He has also been a major fund-raiser for the Foundation.

Headquarters 

• Fragile X Awareness Wristbands - Our bright green silicone wristbands say “Support Fragile X
Research” and show the FXRFC logo. It has proven to be a great way to raise public awareness
about Fragile X and raise money for research at the same time! 

• Published and distributed FXRFC Quarterly Newsletter to 850 "Friends" of the Foundation. 

• FXRFC Featured an XXXX-tra Special Person section in the FXRFC newsletters. The Newsletter
often publishes stories about the people that have sparked the formation and inspired the growth
of the Fragile X Research Foundation of Canada. Friends of the Foundation can share a funny or
heart-warming story, or share a success about a child or adult with Fragile X.  

• October 5 is National Fragile X Research Day in Canada and the U.S.A. The FXRFC has designated
that day as a national fundraising day and uses it to raise both awareness of Fragile X and funds
for research.  

• FXRFC maintained a website and updated it with events and news relevant to Fragile X.  

• FXRFC Supports Orphan Drug Policy - The Fragile X Research Foundation of Canada conducted a
mailing campaign in 2005 to support The Canadian Organization for Rare Disorders (CORD) in
advocating for the creation of a Canadian Orphan Drug Policy (ODP). A Canadian Orphan Drug
Policy would have guidelines and opportunities to provide/develop/offer treatments for Fragile X
and other rare disorders in Canada.   
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Strategic Direction #3:  
Involve FXRFC Volunteers and Members across the country
• FXRFC Board member, Beverley Ann Chiasson-Lee, is currently working at Hopital Riviere des

Prairies in Montreal and has established a Fragile X Centre there. She is a genetic counsellor, 
formerly at Ongwanada in Kingston, Ontario. 

• FXRFC recruited 25 patients for a research project conducted by Dr. Isabelle Boutet at the
University of Toronto. Dr. Boutet assessed the use of various non-verbal tasks designed to 
measure cognitive functioning and the ability to learn. Her findings will lay the groundwork for 
a more accurate assessment of treatments for Fragile X and will be used in future clinical trials.

• FXRFC provided informational material for a Benefit Dance organized by the LaFave family of
Cornwall, Ontario. All proceeds went directly to the Fragile X Research Foundation of Canada.

• The annual Ballard Family Golf Tournament in Pickering, Ontario combined outreach and fundraising.

• IFDS Golf Tournament - On August 4, 2005, International Financial Data Services held its annual
Charity Golf Tournament at the magnificent Blue Springs Golf Club in Acton, Ontario and The
Fragile X Research Foundation was honoured to be the recipient of the proceeds of this year’s
event.  Frank Zitella, an employee of IFDS and father of a boy with Fragile X Syndrome, was
thrilled when the organizing committee for this event approached him and offered to support
Fragile X research.

• "Festival of Wine" – Fundraiser for Fragile X Research. This event was a spectacular evening gala
arranged by Lesley and Garth Buchko at the St. Charles Country Club in Winnipeg, Manitoba.
Titled "Somewhere Over the Rainbow Dreams Do Come True!" the event featured wine tasting
courtesy of Mark Anthony Brands and Kenaston Wine Market, beer tasting courtesy of Wett Sates,
and martini tasting courtesy of Maxxium Canada.  

• FXRFC expanded its Fragile X Research Registry.  This marked the beginning of a new phase in
the growth of the FXRFC as it begins laying the groundwork for anticipated future sponsorship of
clinical trials. 

• The employees at Jesswood Packaging in Montreal organized a Fragile X Fundraising Luncheon to
support research into finding a cure for Fragile X.

• Ms. Latina Canada World 2005, Markham Theatre for the Performing Arts  - On April 8, 2005,
Stephanie Singh and her mother Elizabeth, producers of the pageant, choose to showcase the
FXRFC as the Official Charity of the Pageant, prompted by their love and dreams for Stephanie’s
13 year old brother Steven, who has Fragile X. Dr. Carlo Paribello was invited on stage to speak to
the audience about Fragile X Syndrome and the many successes that research is attaining.

• City Cop Raises money for FXRFC - Constable Dave MacLean hit the track at the Cornwall Motor
Speedway in 2005 to raise money for the Fragile X Research Foundation of Canada. His friend,
Denis Lafave has two sons with Fragile X, and Denis and his wife Jean were thrilled when they
heard that Constable MacLean wanted to raise money for a cause so close to their hearts.

• Hammersmith Gritt Band Irish Pub Night - This fundraising evening was organized by Campbell,
Wendy, and Joe McGlade with proceeds going to the FXRFC.

Strategic Direction #4:  
Increase Government Funding Available for Fragile X Research.
• FXRFC Renews Funding Partnership with the Canadian Institutes of Health Research (CIHR).

Once again, the FXRFC has successfully negotiated a Fragile X funding partnership with the federal
agency known as the Canadian Institutes of Health Research (CIHR) through the Small Health
Organization Partnership Program (SHOPP). This is a program aimed at strengthening linkages
between the CIHR, health researchers, and not-for-profit and charitable organizations that share
a common objective of improving the health of Canadians by supporting health research. 
The CIHR will match, on a dollar-for-dollar basis, the FXRFC’s contribution. The money will 
be used to pay the salaries of four postdoctoral research scientists working in the field of 
Fragile X for up to three years.
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Looking Ahead to 2006
The year ahead will be a busy and exciting one as we expand our funding to promising research
projects, and initiate new ones. As part of our plan for expansion, we will work on organizing
members in Quebec and increasing the number of research centres working on Fragile X. 

A Strong, Focused Organization
Since its incorporation as a Charitable Foundation in 1997,  the FXRFC has been focused on raising
money to fund promising research projects aimed at finding a treatment and ultimately a cure for
Fragile X. It is run entirely by volunteer parents and professionals who are highly motivated, 
passionate, and committed to the cause. The Board members are a diverse and talented group of
people, each bringing their own unique personal and professional expertise to the Foundation.

Board of Directors 2005
President, Medical Director
Carlo Paribello, M.S.M, M.D., is a family physician and is the father of two boys with Fragile X.

Vice President, Legal Counsel
Barbara Byers LL.B., is a lawyer and is the mother of two children with Fragile X. 

Treasurer
David Doritty is a stockbroker at National Bank Financial, and is the father of a boy with Fragile X.

Lori Beesley is a graphic designer and is the mother of a boy with Fragile X. 

Raymond Jessome is the owner of Jesswood Packaging Inc. and is the father of a boy with Fragile X.

Myra Sourkes M.D. is a neurologist and is the mother of a boy with Fragile X and a boy with
Autism.

Lawrence Spero Ph.D. is a retired Professor of Pharmacology, and Director of Educational
Computing at the University of Toronto Faculty of Medicine. He is the father of a young adult son
with Fragile X.

Beverley Ann Chiasson-Lee is a genetic counsellor who is currently working at Hopital Riviere
des Prairies in Montreal and has established a Fragile X Centre there. 

Financial Growth of the FXRFC
The average nonprofit organization grows at a rate of 3% per year. So far, the FXRFC has grown at
an impressive average rate of 40% per year over the past seven years of  operation!  The year 2005
completes the FXRFC’s ninth year in existence. To date, we have spent more than $909,000.00 on
Fragile X research with an additional $152,000.00 already raised and committed to specific research
grants over the coming months. Best of all, the FXRFC team has grown dramatically – to over 850
members with support groups in Ontario, Quebec, Alberta, and British Columbia. The organization 
is still managed entirely by volunteers, and although income has grown, our overhead costs have
been kept extraordinarily low. The cost of operation for the average charity is 13% while the FXRFC’s
administrative costs over the past year have been only 1%. All of the FXRFC’s funding comes from
private sources, mostly friends and family of children and adults with Fragile X. We would like to
thank everyone who contributed to the Fragile X Research Foundation of Canada in 2005!
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FXRFC Funding Distribution
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Statement of FXRFC Revenues and Expenses
REVENUE 2005 2004 
Donations $180,591 $184,188 
Fundraising $78,846 $985 
Investment Income $2,904 $2,027 
Other Charities $5,273 $11,737 

TOTAL INCOME $198,937 $198,937

FUNDRAISING EXPENSES
Fundraising Events $19,792 $150 
Postage and courier $2,896 $2,344
Telephone $21 $27 
Newsletters $2,400 $2,774
Wristbands $1,275 – 
Promotion $4,002 –
TOTAL FUNDRAISING EXPENSES $30,386 $5,295

ADMINISTRATIVE EXPENSES
Bank Charges $518 $536
Secretarial $1,200 $500
Office expenses $1,215 $205
Filing fee $30 $30

Total Administrative Expenses $2,963 $1,271

TOTAL EXPENSES $33,349 $6,566

EXCESS INCOME/EXPENSES $234,265 $192,371



167 Queen St. W., Brampton, Ontario, Canada  L6Y 1M5
Come visit our site on the web at: http://www.fragile-x.ca


