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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 2004, a mere 7 years later, researchers have reached the
point where they can 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 three  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. In addition, the FXRFC is lobbying to establish 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 2004 by awarding four grants and 
fellowships for a total of $125,000. Two of these grants were used to initiate Fragile X research
in Western Canada at the newly established Brain Research Centre in British Columbia. 

Research funding by the FXRFC over the past several years has significantly accelerated 
discoveries, publication of scientific papers, and the rate of progress towards our goal, which 
is specific treatments 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 ability to influence
the focus and direction of Fragile X research. 



Implementing our Strategic Directions in 2004

Strategic Direction #1:  Promote Fragile X Research

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

• Extended funding, in partnership with the Canadian Institutes of Health Research, to 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. 

• Funded Dr. Min Zhuo, Department of Physiology, University of Toronto. This lab will study 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. 

• Initiated 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 will be 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 Fragile X.

• Exciting new results were published by Andre Hoogeveen Ph.D. at Erasmus University,
Netherlands (funded in part by a grant from the Fragile X Research Foundation of Canada). 
Dr. Hoogeveen’s lab was able to show that there is a “factor” or “factors” present in the cells of
normal individuals that is capable of switching on the mutated, non-functioning FMR-1 gene in
Fragile X cells. The research in this lab will now focus on isolating and characterizing the 
factors that regulate the the FMR1 gene. This study will contribute to our understanding of
FMR1 gene regulation.

• The FXRFC, in partnership with the Canadian Institutes of Health Research, awarded a fellowship
grant to 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.
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• On October 23, 2004 the Fragile X Research Foundation of Canada co-hosted a Fragile X
Research Forum with the FRAXA Research Foundation, and Conquer Fragile X, at the
Neuroscience conference in San Diego, California. All three of these Foundations offer grants to
scientists for research aimed at a cure or specific treatments for Fragile X.  This event was an
excellent opportunity for investigators, postdoctoral fellows, and students to meet leaders in this
field and to learn about the latest advances in understanding the neurobiology of Fragile X. 

Strategic Direction #2: 
Community Outreach, Public Education, and Awareness

• The FXRFC was represented at the 9th International Fragile X Conference  held in Washington D.C.
June 23-27,2004. This was a comprehensive event that covered a tremendous range of topics from
the latest in molecular research to detailed “How to” sessions about the day-to-day learning and
behaviour of children with Fragile X. Dr. Carlo Paribello and Dr. Myra Sourkes, represented the
FXRFC in sessions entitled “International Fragile X Research and Parent Support – Summaries
from Around the World”, and “Getting Everything You Need From Your Doctor.” Other sessions also
addressed the latest information on Fragile X associated Tremor Ataxia Syndrome (FXTAS).

• 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. 

• Friday, April 23, 2004 was Fragile X Day at Bracebridge and Muskoka Lakes Secondary School.
The goal of the day was to spread awareness about Fragile X Syndrome. Senior students attended
an assembly where Dr. Paribello, President of the FXRFC, discussed the causes of the disorder,
forms of treatment, and possibilities the future holds for a cure. 

• Published and distributed FXRFC Quarterly Newsletter to 750 “Friends” of the Foundation.

• 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.

• Fragile X in the Media - Lori & Byron Groves of Edmonton, Alberta arranged to have an article
published in the Body & Health Section of the May 17, 2004 edition of the Edmonton Journal.
Byron & Lori have 3 children with Fragile X and the article was entitled “Living with Fragile X”.

The Groves were also instrumental in arranging for Fragile X to be a topic covered on the popular
HELP!tv television program on June 21, 2004.

Viewers learned about Fragile X Syndrome from Dr. Carlo Paribello, who joined them by phone,
and from Byron and Lori Groves who were interviewed in the studio.

• Public Service Announcement for Fragile X & the FXRFC

Garth Buchko is the General Manager of two radio stations owned by Corus Entertainment in
Winnipeg. He also has a son with Fragile X. Garth generously arranged for the creation of a Fragile
X Public Service Announcement (PSA). It played during much of the summer of 2004 on over 50
radio stations from Vancouver to Montreal. The Fragile X public service announcement has 
generated a tremendous response and has raised awareness about Fragile X across the country.

• First Annual Fragile X Syndrome Parent/Teacher Day- Montreal

On October 30, 2004, Dr. Paribello gave a presentation about Fragile X at the first Annual 
Fragile X Syndrome Parent/Teacher Day held at the Faculty of Education at McGill University 
in Montreal. He spoke to a room packed with educators and members of approximately 30 
affected families. Dr. Kim Cornish who has worked with Fragile X families for the past 
12 years chaired the meeting.
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This one-day meeting provided parents and teachers with a unique opportunity to come together to
discuss issues specifically related to Fragile X Syndrome.

Speakers included both clinicians and special educators and presented an invaluable opportunity
for the FXRFC to establish connections with the large Canadian Francophone community that is
impacted by Fragile X.

Strategic Direction #3:  
Involve FXRFC Volunteers and Members across the country

• Beverley Ann Chiasson-Lee joined the FXRFC Board of Directors in 2004. Beverley is a genetic
counsellor, formerly at Ongwanada in Kingston, Ontario. She is currently working at Hopital
Riviere des Prairies in Montreal and has established a Fragile X Centre there. 

• Fragile X Centre of Quebec at Rivières des Prairies Hospital - In celebration of National Fragile X
Research Day on October 5, 2004, parents and relatives of individuals affected by Fragile X 
Syndrome were invited to the first meeting at the newly established Fragile X Center of Quebec.
The meeting took place at the Rivières des Prairies Hospital in Montreal and provided an overview
of existing information, new information, and available clinical services.

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

• FXRFC Board Member Lori Beesley organized and hosted the 3rd Annual FXRFC Family Fun Day
at Variety Village, Toronto ON in June 2004.

• 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.

• Theresa Wever of Money Concepts-Prescott-Russell organized a Charity Golf Tournament at the
Casselview Golf Club in Casselman, Ontario on August 28, 2004 to raise funds for the Fragile X
Research Foundation of Canada. Theresa is a financial planner and a personal friend of a couple
that has children with Fragile X syndrome. 

• Byron Groves of Edmonton, Alberta has three children with Fragile X. His employer at Yellowhead
Honda, where Byron works as a mechanic, held a Haircut Fundraiser for the Fragile X Research
Foundation of Canada. Byron had his head shaved for the cause and raised over $2,000.00. 

• David Pollock of Edmonton, Alberta celebrated his Bar Mitzvah in 2004 and chose to honour his
older brother Shawn, aged 16, who has Fragile X. He did so by making a donation to the FXRFC
and by speaking about Fragile X  to the 200 congregants and guests who attended his Bar Mitzvah.

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

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), arranged through 
the Health Research Partnership Fund. 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. three



Looking Ahead to 2005
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. 
The FXRFC will also lobby to establish Canada's first Fragile X Clinic. 

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 41% per year over the past six years of operation! The year 2004 
completes the FXRFC’s eighth year in existence. To date, we have spent more than $521,281.00 
on Fragile X research with an additional $182,010.00 already raised and committed to specific
research grants over the coming months. Best of all, the FXRFC list of friends has grown dramatically
to over 750 contacts 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 operating costs over the past year have been only 3.3%. 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 2004!
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FXRFC Funding Distribution
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1997    1998  1999   2000   2001  2002   2003   2004

Statement of FXRFC Revenues and Expenses
REVENUE 2004 2003 

Donations $184,188 $125,679 
Fundraising $985 $ 4,675 
Investment Income $2,027 $1,222 

TOTAL INCOME $198,937 $131,567

FUNDRAISING EXPENSES

Display cards and picnic expenses $150 $503 
Postage and courier $2,344 $2,419 
Telephone $27 $56 
Newsletters $2,774 $2,478 

TOTAL FUNDRAISING EXPENSES $5,295 $5,456

ADMINISTRATIVE EXPENSES

Secretarial $500 $1,006 
Office expenses $205 $518 
Filing fee $30 $84
Bank Charges $536 $412 
Total Administrative Expenses $1,271 $1,966 

TOTAL EXPENSES $6,566 $7,422

EXCESS INCOME/EXPENSES $192,371 $124,154

YEAR                    REVENUE            % GROWTH

1997 $31,961.00

1998 $42,843.00

1999 $88,303.84 106%

2000 $155,317.00 76%

2001 $117,831.00 -24%

2002 $207,906.00 76%

2003 $131,576.00 -37%

2004 $198,937.00 51%

AVERAGE 41%



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


