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funds medical research toward a cure, promotes awareness and
education, and supports the well being of affected individuals and
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of the best and most relevant dystonia medical research worldwide
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in funding excellent dystonia research in Canada.
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It is the editorial policy to report on developments regarding
all types of dystonia but not to endorse any of the drugs or
treatments discussed. We urge you to consult with your own
physician about procedures mentioned.

A Message from the National Director

Welcome to the fall issue
of the Dystonia Canada
Report. Each fall, we will
be including our financial
records for the previous
year; our gratitude and
special thank you to our

donors, along with Canada-
wide updates and news on the dystonia front.

Awareness is key in helping doctors, neurologists, and
patients understand dystonia and through this achieve
earlier diagnosis. In June, DMRF Canada participated in
the Canadian Neurological Sciences Federation Congress in
Halifax. At the Congress we were able to connect with
neurologists from across Canada. That same month in
Toronto, DMRFC hosted the premier of the film “Changing
Keys — Billy McLaughlin and the mysteries of dystonia”.

On the research front, we have awarded our second
fellowship in dystonia research at Toronto Western
Hospital through our partnership with the Canadian
Institutes of Health Research SHOPP program. Renowned
dystonia researcher and clinician Dr. Robert Chen, recipient
of a two year grant through our partnership with DMRF
United States, is leading both fellowship researchers, Dr.
Bahzad Elahi and Dr. Zen Ni.

In June of this year, we were very pleased to attend the
Government of Canada’s announcement that it will be
funding a $15 million research initiative for the first-ever
national study on the prevalence and impact of neurological
diseases in Canada.

Our gratitude, as always, goes out to our volunteers across
the country who work so hard in bringing awareness to
their communities and raising very much needed dollars for
dystonia research.

Sincerely,

! R . w0 <w{ ‘yi\,(»”, . ’-\_,._ L2
Diane Gillespie
National Director
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Changing Keys at the ReelheART
Film Festival, Toronto

On June 25, on a warm summer evening, the Dystonia Medical Research

Foundation along with the Toronto Chapter hosted the official Canadian premier Billy McLaughlin
screening of “Changing Keys” at the ReelheART International Film Festival. ...

Changing Keys is an award winning documentary featuring Billy McLaughlin and
dystonia. It is produced and directed by Suzanne Jurva.

Billy McLaughlin is an artist and composer. He is also a voluntary ambassador for the Dystonia Medical
Research Foundation. For twenty years Billy astounded audiences around the world with his complex and
rhythmic music. His music had carried him around the world and to Billboard’s Top 10 Chart. In 2001 his
career was over when he was diagnosed with focal dystonia in his right hand rendering him unable to
perform. Now he has done the unthinkable, relearning his songs left handed. Billy is astounding audiences
once more with his story and his music.

The documentary “Changing Keys,” chronicling his struggles, the medical mysteries of dystonia, and his
musical comeback, premiered on PBS in April and won the platinum award at the Houston International
Film Festival. Changing Keys earned this prestigious award from over 4,300 films submitted to the
competition. The screening at the ReelheART film festival sponsored by Merz Canada’s Xeomin raised over
$3,000 for dystonia research. After the screening that was held, McLaughlin treated the delighted audience
to a wonderful musical performance.

2009 Menkes Children and Family Symposium

In August, the Dystonia Medical Research Foundation United States hosted the 2009 Menkes Children and
Family Symposium. Several families from Canada attended. The time
together was full of learning, laughing and connecting with one another.
Drs. Michele Tagliati, Jennifer Friedman, Cindy Zadikoff and Vicki Shanker
presented the latest dystonia medical information. Guitarist and DMRF
Ambassador, Billy McLaughlin treated everyone to a private concert Friday
evening and then worked with the younger children Saturday morning in
writing a song about living with dystonia.

Billy McLaughlin working with the children
The kids were fabulous. They participated fully in the educational sessions Z '
and then fought the Chicago Air & Water Show crowds at the Shedd Aquarium to enjoy an afternoon off-
site. Former “kids” shared tips on how to make the transition to
college and living independently and siblings of kids affected by
dystonia shared their insights on how dystonia has affected their
families.

The Ghent family from Mississauga,
Ontario participating with the group.

When asked what they were most proud of in their family, one tearful
mother replied that she was proud of the courage her daughter
demonstrates every day in dealing with dystonia. Everyone who shared in this special weekend left inspired
by the courage they see in those affected by dystonia, children and adults, show every day.




The DVD Kids Like Me is . . X .
designed for children aged 8- More young people learning and interacting at the Family and
12. The purpose is to give kids Children Symposium

a tool to help them better
understand dystonia in a fun,
engaging format. Call us at
1.800.361.6041 to order it for
FREE.

Kids Like Me.
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Along with the throngs of
runners and walkers, many
more friends, family and pets
attended the 4™  Annual
Freedom to Move 5 km
Run/Walk. This years’ event
raised in excess of $31,000.

? : There are so many people to g ot
thank for the hours they put in to make the Toronto Run/Walk a success. Deloitte volunteers — Thank you!
David Jaakkola, event chair arranged many of the day’s activities including bringing in a fabulous volunteer
crew from Deloitte (a key sponsor) and students from the Region of Peel. These volunteers oversaw and ran
the registration table, water & food stations, course safety, photography, awards tent, and start/finish line.
Thank you to David and the great crew. Wendy PauI Leader of the DMRF Toronto Chapter with help from
husband Sid not only gathered : many support group members
but also family, business contacts, and neighbours to
add to the event and to the dollars raised for research.
Thank you to Bill & Paul Saundercook for their role as
Honourary Chairs. Thank you to Grenadier Café for providing
everyone with a free continental breakfast and
barbecue lunch. And thanks go to Botox and Deloitte for their
ongoing support of this important fundraising event.

David Jaakkola (left) and Paul Saundercook
(right) announcing awards.




Where Are They Now?
Research Updates

Optimizing Anticholinergic Drugs

Anticholinergic drugs like Artane®are among the most effective for controlling dystonia symptoms and also
among the most likely to produce intolerable side effects. Zixiu Xiang, PhD is investigating compounds that
work on the same parts of the brain as these drugs but may be less likely to cause side effects. The first step
in this process is to isolate the specific brain receptors that anticholinergics act upon and confirm that the
chemicals Dr. Xiang is investigating act on them. Preliminary data suggest that indeed several of the
compounds under investigation act on the receptors and even change the function of these receptors which
is very encouraging.

Indicators of Focal Dystonia in the Brain

One of the hallmarks of primary focal dystonias is a lack of obvious damage or changes in brain tissue. The
problem seems to lie not in how the brain is structured, but how it functions. Anne Blood, PhD is using MRI
brain imaging to identify specific activity patterns in focal dystonia patients and to possibly establish ways to
detect focal dystonia by looking for changes in brain activity. Preliminary results suggest that volunteers
with different focal dystonias share certain abnormal brain activity patterns. The results also suggest that
volunteers with different focal dystonias have unique activity patterns as compared to other forms and
volunteers who do not have dystonia. Dr. Blood is also revealing evidence of very subtle ‘microstructural’
differences in the brains of affected individuals. Dr. Blood’s work also seems to suggest that there may be a
correlation between the functional and structural abnormalities and the severity and duration of symptoms.

One Step Closer
Understanding Penetrance

One of the mysteries of genetic dystonias is that only a percentage of
people who inherit dystonia-causing mutations actually develop the
disorder. This phenomenon is called ‘reduced penetrance.’ Scientists
are trying to understand the factors that protect certain individuals
from these mutations and leave others vulnerable to symptoms. A
German research team has discovered that onset of myoclonus
dystonia can be predicted in about 90% of mutation carriers. If the
mutation is inherited from the mother’s side, it will be ‘silent’ in her
children and the mutation carriers will not develop symptoms. (The

v non-manifesting carriers can still pass the mutation onto their
children.) Conversely, if the mutation is inherited from the father, the gene will activate and carriers will
develop myoclonus dystonia. Scientists do not yet understand why this is the case, but it is a milestone for
families affected by this form. This development also opens up new perspectives about dystonia penetrance
in general.

Dr. Bahzad Elahi at Toronto western Hospital has been awarded a
two year fellowship grant by DMRF Canada in partnership with the Canadian
Institutes of Health Research SHOPP program. Dr. Elahi’s research is in the

Regulatory effect of intra cortical inhibition on Paired Associative Stimulation
(PAS) induced sensory-dependent, motor cortex plasticity. Dr. Elahi is working
under the supervision of Dr. Robert Chen.




Dwayne Backer — Courage and Inspiration

By Mary Guy, Support Group Leader Sudbury & District

Forty-three years ago
at the age of 27
Dwayne Backer
(pictured left with France
Gelinas, MPP Nickel Belt)
got dystonia. Back
then his illness was a
mystery and caused
him to give up his
career with the Air
Force. It all started
with a stiff neck and then things got worse when
his head started to pull down to his shoulder, his
walking was affected and then he couldn’t do
anything. At one point he had to be spoon fed
and he considered himself a “vegetable”. At this
point, he was ready to try anything.

Doctors in Montreal offered him an experimental
operation with the chance of success being 30%
for and 70% against. He took it. Eight
neurosurgeons worked on him while he was
awake, drilling two holes into his skull and
cauterizing parts of his brain. Dwayne survived
the operation and was able to function. His head
was still tucked down to his shoulder and he had
trouble with fine motor skills but there was no
holding him back. He had a new lease on life and
he used it to the fullest.

Dwayne went on to get a degree in Sociology and
Religious studies at Laurentian University in
Sudbury, Ontario. He then opened “Dwayne’s
Smoke Shop” which he owned and operated for
twenty-four years. When the city expropriated his
store for a new building complex downtown he
went to work for Wal-Mart.

My husband, Richard, and I first met Dwayne on a
garden tour. He and his wife, Pauline, are avid
gardeners and it was their garden we were
visiting. Richard thought that Dwayne might have
dystonia and when we were all on the bus ready
to head to the next garden, Dwayne handed out a

support group meeting and he and Pauline came
to tell us his story. One of our members, Harry
Thompson, with cervical torticollis, encouraged
Dwayne to go to see Dr Consky, a neurologist in
Toronto, and have some Botox injections.
Dwayne did so and has received quite a bit of
relief in his neck.

In 2001, Dwayne started to raise funds for our
annual Walk-and-Wheel raising $16,918.56 to
date. In 2003, he discovered that Wal-Mart had
an employee matching gift fund. Since then, Wal-
Mart has contributed $6384.80 in matching funds
to Dystonia Medical Research.

Each year Dwayne sets a goal to do better than
the year before. This year he has surpassed
himself, not by a little but by a lot. He went from
raising $2,186 in 2008 to raising $3,295 in 2009,
an increase of $1109. In addition to that Wal-
Mart contributed $1350. No... Dwayne does not
have a lot of wealthy friends. Most donations are
of the $5 and $10 variety. Dwayne works on
volume. This year, Dwayne approached 265
people for a donation; 187 of them from Wal-
Mart. His expression at Wal-Mart to his associates
is: “Five bucks! Five bucks!” and they support him
with a $5 pledge.

To quote Dwayne:” Even though | may look like
Quasimodo, | feel like an Adonis. It’s not the
outside that is important, it is the inner person.”
Dwayne doesn’t let his
dystonia get him down.
Dwayne works hard at
everything he does. He
has boundless energy and
a joyful spirit. He shares
his life with his amazing
wife, Pauline. They also
have a son John. Dwayne
is an inspiration to all and
an example of the power
of one!

Sudbury Support Group accepts $1,350 donation from Wal-
Mart. From left, Dwayne Backer Mary Guy and Pierre Dellaire,
assistant manager, Wal-Mart.

description of his illness. |invited him to a



Nadia Toski — Hope is So Important

My name is Nadia
Esperance Toski. I'm
60 years old, a
widow with a sweet
dog named, Angie,
and dear cat,
Puccini. I do
however, have a
tremendous amount
of young friends
that | lovingly refer
to as, “my kids,”
even though | didn’t
bear them, but feel so blessed for their kindness,
help, support, and friendship.

On January 17™, 2007, I visited my family doctor,
Dr. Nadia Boruch because | couldn't think
straight, or concentrate while at my job as an
Administrative Coordinator. The day following
this doctor’s appointment seriously changed both
my journey, and my life. | struggled with a
multitude of different medications that caused
horrible reactions, including isolation away from
friends and co-workers, because | didn’t know
what was happing to me, or why.

With time, assessments revealed a variety of
possible causes and in turn, diagnoses. In 2008
Neurologist, Dr. Martin A. Chepesiuk diagnosed
me with Dystonia (Spasmodic Torticollis/Cervical
Dystonia). Needless to say I'd never heard of
Dystonia, it was quite a bit of a shock, but in and
effort to come to an understanding of what | was
experiencing, | began to use the web to research
this horrible disease, and in the process became
overjoyed when | found the Dystonia Medical
Research Foundation Canada (DMRF) Toronto
Chapter. | immediately joined as of October 2008.

My first Dystonia Support Group meeting was so
exciting, and | was warmly welcomed by Wendy
Paul, the President of DMRF Toronto Chapter. |
discovered | was not alone. During the meeting
other support group members having Dystonia
spoke up, and shared their conditions, concerns,

and experiences. | was so relieved to discover
that | was not actually going crazy™

My doctors suggested that | concentrate on a
hobby. |chose one I'd always wanted to explore.
I’'ve always loved photography, so | purchased a
camera and volunteered to take event photos for
the DMRF Toronto Chapter. On November 2008, |
attended the Toronto Chapter Dinner, the first
outing I’d had since | stopped working in 2007. |
was so pleased to see my photos of the dinner in
the DMRF Canada Newsletters. | also took photos
at the Freedom to Move Run/Walk, on June 5,
2009, where | had the pleasure of meeting Diane
Gillespie, the National Director of DMRF Canada.

On June 25, 2009 | had the thrill of a lifetime
when | met Billy McLaughlin (guitarist and
composer), at the Canadian Premier “Changing
Keys”...Billy McLaughlin and the Mysteries of
Dystonia, at the ReelHeART International Film
Festival. It was an inspiring and touching movie. |
was thrilled to meet, chat and have a photo taken
of Billy and me before he performed. Billy's
warmth, generosity, his conviction, and devotion
as an ambassador for DYSTONIA, is an inspiration.
It was an overwhelmingly warm feeling to watch
him play his guitar. This was a very special day
that | will treasure. His music now has so much
more meaning to me.

My way of coping with DYSTONIA, and the other
conditions | have is accomplished with a sense of
humour, doing the things | can still do, and
exploring activities that | had never taken the
time to do, such as photography, learning to play
a guitar, and living my life day to day as best | can.
| feel so blessed that | have the support of Wendy
Paul and all the group members, my dear friends,
and more importantly, the knowledge that | am
not alone. How ironic is it that my first and middle
names mean “hope” in Ukrainian and French?
Hope is so important. | do hope that one day this
disease will be conquered, and there will be a
cure for all who suffer.

Best always, Nadia E. Toski



Canada-Wide Updates and News

Ottawa Gatineau Area Support Group

The Ottawa/Gatineau Area Support Group Walked “on the Hill” on May 30th and the
group leader, Stu Higdon, arranged for two pipers as their lead escorts this year. This
was a fabulous way to bring attention to the awareness event! In all, the group raised
over $8,000 for dystonia research.

Calgary Chapter and Support Group

The Calgary Chapter followed the same formula as last year by having a pot luck luncheon at Chapter President
Margaret Roy’s home and a walk through the local neighbourhood. Everyone enjoyed the day and the 18 participants
raised $4,700.

Hamilton Area Support Group

Pictured are the co leaders Rose Gionet and Laurie Bell of the Hamilton
and Area Support Group at the 2009 Freedom to Move Walk. The Group
held a casual walk through Battlefield Park in Stoney Creek on June 13th
and added to the occasion with raffles, draws, and refreshment sales.
“Nobody goes home empty handed” said Laurie. Many volunteers helped
to make this event the fun for families and supporters. Their efforts are
very much appreciated by Laurie and Rose. Again this year, thanks are
due to Kelby Balch and her fundraising efforts. This year the event was
attended by the DMRFC National Director, Diane Gillespie who reported a
very fun and heartfelt day. The total amount raised for research was in
excess of $8,000.

Coming up - Oct. 31, 2009 in Dunnville, at Sobeys is the annual Buskerfest
where musicians will gather and play to the public for dystonia awareness
and raise dollars for research. Stop by for a visit or contact Laurie Bell if you would like to participate.

Golden Triangle Support Group

OnJune27"a backyard lunch at a Golden Triangle Support Group member’s
home and a walk through the adjoining park brought the Group members
together for a lovely day to raise funds for dystonia research. Though the group is
very small, they raised over $1,000. Thank you to Support Group Leader Judy
Harsch and to Bob and Merlyn Kaufman for volunteering their home for the
event.

London Support Group

The London Support Group under the leadership of Bruce and Michelle Goodhue set up their annual awareness for
dystonia booth at the St. Julian Community Festival at Highbury and Hamilton Roads (S.W. side of the Thames River) in
September. The festival features rides, children’s activities and entertainment all day. Stop by and say hello if you are
in the area.



Sudbury Support Group

Pictured are the walkers for the Sudbury & District Support Group at
their June 14™ Walk and Wheel for dystonia research. Following the
walk, everyone gathered for a barbecue at Howard Armstrong
Recreation Centre. The group raised well over $9,000.00 for dystonia
research. Congratulations to all!

Tri-County Support Group

Tri-County held their annual Walk and Wheel in the park along the Detroit riverside. The rain held off and everyone
enjoyed themselves. Thank you to Tim Hortons and MacDonalds for their donations of refreshments. And thank you to
Murray Henry for volunteering to weedwack the picnic area and city management for delivering port-a-potties. Both
needed due to the lingering municipal strike in Windsor. Thanks are given to all the volunteers and participants who
gathered pledges for dystonia research. Special mention for the work of Carol Dean who collected pledges from 45
people from both sides of the border! Tri-County raised over $7,000 for research. Tracy Henry is very proud of the
Support Group members for reaching this amount due to all the recent lay-offs in the area.

In Addition to the Walk and Wheel, outdoor sign boards for awareness week and/or advertisement of the Walk were
posted outdoors at UCC high school, Walleceburg Municipal Building, Union Gas in Chatham, and at the

Funeral Home. There was a display board for dystonia for awareness week at the Windsor Regional Hospital. Support
Group Leader, Tracy Henry was interviewed by Barbara Peacock on CBC Radio and public service announcements were
aired on CTV and Cogeco TV. The Windsor Star printed an article on dystonia.

Toronto Chapter

On November 29, 2008, seventy members and supporters of DMRF Toronto
Chapter enjoyed their 19th annual dinner in the beautiful Hazelton Place. We were
fortunate to be the first to screen the documentary "A Change of Keys" which
features Billy McLaughlin’s (the award winning guitarist) journey with dystonia.
There was a silent auction table, pop-a-balloon, and 50/50 draw.

Fundraiser with a Twist gold party was held on June 1 2009 and organized by The Gold Princesses. (They have been
featured on CBC.) Our guests came to enjoy refreshments and sell their old, broken, unwanted/unused jewelry. The
price of gold is high right now and as a result each guest was thrilled with the receipt of cash for their old gold. The
Gold Princesses donated 15% of the evening's sales to DMRF Toronto Chapter. The Chapter was “pleased” to donate
$1000 to DMRF Canada to be used for scientific research into causes, treatments and an eventual cure for dystonia.



Kelowna Support Group

An information table was set up in the main lobby of Kelowna General Hospital for three consecutive days in
June. Contact was made with approximately 150 people. The new book, The Dystonia Patient by Dr. M.
OKUN, MD. was ordered to be put in the hospital library. The group is hopeful that the rehabilitation unit
will also get a book for their department. It is now available at the Okanagan Regional Library. Numerous
information packages have been distributed to several medical offices in the Kelowna area.

Why is Raising Money for Dystonia Research so Important?

Over 50,000 Canadians have primary dystonia and it is estimated that close to 200,000 have secondary
dystonia. Yet few people when asked have heard about this debilitating disorder. With this magnitude of
affected people it is crucial that we both raise awareness to the medical community and general public and
more importantly raise the money necessary for research. DMRF funded research is at the centre of
understanding dystonia. And the money that we raise goes directly to this important ground-breaking
research. Our research investment has helped to uncover new discoveries in dystonia genetics.

Experts believe that most forms of dystonia result from a genetic predisposition and a trigger that activates
that vulnerability. For some dystonias, a gene has been identified while the trigger remains a mystery. In
other cases the trigger is known (e.g. drug exposure, head trauma, another disease), but the connection

to a gene or gene mutation has not been proven. Studying dystonia genetics provides scientists with the
deepest look into where symptoms originate. Once scientists know where the problem starts, they can
develop treatments to address it.

This is a phenomenal time for discoveries in dystonia genetics. The past 18 months have included:

e Discovery of two new dystonia genes (DYT6 and DYT16)

e Association of a dystonic syndrome with a gene linked to a metabolic
disorder (DYT18)
Identification of a new dystonia gene locus (DYT17)

e Confirmation of genetic designations for paroxysmal kinesigenic (DYT19)
and nonkinesigenic dyskinesia (DYT20)
Re-definition of a suspected new form of dystonia (DYT14) as a previously known form (DYT5)

Hold an Event or Participate in an Event to Help People Living With Dystonia
It’s Fun and we can help you make it easy to do. There are many types of events that you can hold.

Golf Tournament - Dinner Party - Car Wash - Musical Gathering - Group Walk - Bowling Tournament
Fashion Show - Pledging for Personal Achievements such as Running or Swimming
Contact us for information on event fundraising:
TOLL FREE: 1.800.361.8061 FRENCH: 1.800.377.3978

info@dystoniacanada.org
e



Yoga for Dystonla This past August 2009, the Edmonton Dystonia Support launched a new program for

Albertan’s living with Dystonia. Using the recently published book by Renee Le
Verrier, Yoga for Movement Disorders as inspiration, a specialized yoga program
was introduced over two Saturday afternoons. The program was designed and led
by Amy Jaya, a certified yoga instructor and Marguerite Wieler, a physiotherapist
specializing in movement disorders. The sessions were held at the Pranayoga
Studio, a relaxing, inviting yoga retreat in the west end of the city.

The sessions focused on relaxation, breathing and working through yoga poses with
the necessary support and modifications to make it comfortable and therapeutic for
all participants. Yoga not only helps with strength, balance and flexibility, but it can also balance our emotions and
calm our minds. The program was well received and another two hour workshop is booked for Nov 14. All interested
persons can contact Connie Zalmanowitz at 780-4877844 or yogatonia@gmail.com

Dr. Douglas Hobson Receives Distinguished Service Award

Dr. Hobson, a preeminent neurologist in the movement disorders
field has been awarded the Distinguished Service Award from the 3

Manitoba Medical Association. Dr. Hobson’s expertise in movement ( \‘
disorders is on par with North America’s leading specialists in the d

field. It was through his initiatives that Manitoba’s multi-disciplinary \ ” Wanal -
movement disorder clinic was established and quickly became one of . 3

the province’s top medical success stories. He is a past president of 2 -
the Canadian Movement Disorders Association and has maintained

strong volunteer relationships with various patient and family
support groups at the local and national level.

Government of Canada Announces $15 million Research Funding
for Neurological Conditions

Canadians with neurological conditions, caregivers and representatives from Neurological Health Charities Canada
celebrate the announcement of $15 million in research funding, made by The Honourable Leona Aglukkaq, Canada’s
Minister of Health in June of this year. The investment will fund the first-ever national study on the prevalence and
impact of neurological diseases in Canada.

NEUROLOGICAL HEALTH CHARITIES CANADA (NHCC) (of which DMRFC is a member) is a collective of organizations that
represent people with chronic, often progressive, neurological and/or neuromuscular diseases, disorders, conditions
and injuries in Canada. The NHCC's role is to provide leadership, evaluating and advancing new opportunities for
collaboration specific to advocacy, education and research projects, related to brain health.

NHCC members attend the Government funding announcement.

Back Row: Patrick Brown, MP Barrie; Femma Norton, Canadian Alliance of Brain Tumor
Organizations; Tim Irwin, Huntington Society of Canada; Derryn Gill, Spina Bifida &
Hydrocephalus Association of Ontario; Rosie Wartecker, Tourette Syndrome Foundation
Canada; Janet MacMaster, March of Dimes Canada; Diane Gillespie, Dystonia Medical
Research Foundation Canada; Yves Savoie, MS Society of Canada; Kent Bassett-Spiers,
Ontario Neurotrauma Foundation; Debbie Bezenkowski, Alzheimer Society of Canada.
Front Row: Catherine Sherrard, Muscular Dystrophy Canada; The Honourable Leona
Aglukkaq, Minister of Health for Canada; Bobbi Greenberg, ALS Society of Canada; Inez
Jabalpurwala, NeuroScience Canada; Joyce Gordon, Parkinson Society Canada.
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DYSTONIA MEDICAL RESEARCH FOUNDATION CANADA
STATEMENT OF FINANCIAL POSTION
YEAR ENED DECEMBER 31, 2008

ASSETS 2008 2007

Current Assets
Cash $323,724 $331,291
Guaranteed investment certificates 42,243 41,701
Amounts receivable 7,307 4,194
Prepaid expenses 2,365 1,328
Capital Assets NIL 2,337
$375,639 $380,851

LIABILITIES & NET ASSETS

Current Liabilities

Accounts payable & accrued liabilities $27,353 71,261
Net Assets

Invested in capital assets Nil 2,337

Unrestricted 348,286 307,253

348,286 309,590

$375,639 $380,851

STATEMENT OF OPERATIONS & NET ASSETS

REVENUE
Donations $388,294 $350,138
Interest 5,017 10,092
$393,311 $360,230
EXPENSES
Research grants & activities $127,541 $93,000
Awareness, Education & Services 126,675 169,378
Fundraising 49,311 34,499
Administrative and professional costs 41,861 63,462
Advocacy 9,227 16,451
$354,615 $376,790
EXCESS of revenues over expenses $38,696 ($16,560)
NET ASSETS, beginning of year 309,590 326,150
NET ASSETS, end of year $348,286 $309,590
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The Dystonia Medical Research Foundation thanks its many supporters, donors, sponsors and benefactors in
2008. This support provides the funds needed to support our mission to advance research for more treatments
and ultimately a cure; to promote awareness and education; and to support the needs and well being of affected

individuals and families.

$100,000 to $200,000

Anonymous
Calgary Chapter - DMRFC

$25,000 to $49,999
Edmonton Support Group

Toronto Chapter/Support Group

(In participation with DMRFC
Freedom to Move 5KRun/Walk)

$10,000 to $$24,999

A.C.L. Construction
Canterbury Coffee Corporation
Hamilton Support Group
Jet Equipment & Tools
(Canada) Foundation
Ottawa Support Group
Sudbury Support Group
Tri-County Support Group
The Alvin & Mona Libin
Foundation
The Medtronic Foundation
United Way of Calgary

$5,000 to $9,999
Allergan Inc.

CIBC World Markets Children's

Miracle Foundation

Deans Knight Capital
Management Ltd.

Deloitte and Touche
Foundation Canada

Lohn Foundation

Our World Network Inc.

Radcliffe Foundation

The Lutsky Family Foundation

$2,500 to $4,999

Brainhunter Inc.
Manitoba Chapter/Support
Group

$1,000 to $2,499

Dianne and Irving Kipnes
Foundation

Lil Faider

Golden Triangle (Kitchener
Area) Support Group

Local444-CAW Social Justice

Fund

Brian Mullen

PDA Architects

RSG Corporation

Michael Scholz

Barrie Slawsky

The Order of the Eastern Star,
Loyal Chapter 76

The Prospero Group

Wal-Mart Canada Corp.

Witten LLP

Connie Zalmanowitz

Barry Zalmanowitz & June Ross

$500 to $999

C.R.A.F.T. Development
Corporation

Calaken Leasing Ltd.

City Of Toronto

Dr. Earl Consky

DMRF Toronto Chapter

Peter Ender

Josephine Evans

Pamela Evans

Goldie Feldman

Yvonne Frazer

Max Fugman

Green Shield Canada

Tracy & Murray Henry

Marilyn Luffman

Stephen Mansfield

Terry McBride

Nimmi Mittal

Myguy Management Services
Ltd.

Marlene Rothenbury

Saskatoon Support Group

SaskTel Telcare Employee
Charity Trust

Pearl Schusheim

St. John Anglican Church

Katherine Sullivan

The Properties Group
Management Ltd.

United Way Centraide, Ottawa

Christine Woodhouse

Hal Zalmanowitz

$250 to $499

Ruth Abells

Lance Balch

Fritz Becker

Mark Burke
Richard Currey
Sharon Gee

Linda Ghent

Paul Held

Andre Lagace
Lajoie Bros. Contracting Ltd
Jan Marlow

N.E.D. Mattison
Oxbow and District
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Donor's Choice
Janet Parent
Penny Patterson
Anita Pearlman
Sam Pearlman
Personnel By Pro-Staff
Provincial Employees
Community Services Fund
Edward Rogers
Sasktel
Gordon Shields
Leslie Steiner
Joni Stossel
The Hydrecs Fund
United Way of London
and Middlesex
Robert Wood
Terry Woods
Beryl Zeifman

$100 to $249

Phyllis Adler

All Charities
Campaign-Manitoba

Brenda Arseneau

Shirley Avery

Elizabeth Baker

Debbie Bauer

BBT Machining Inc.

J.S. Bennett

Patrick Berne

E. Denise Blakely

Brenda Blakey

J. Leigh Blonde

David Bookhalter

Lorraine Boucher

Ghislain Boudreau

Alyssa Boyd

Murray Brown

Anne Brown

Nancy Carr

Lola Cassey

Janet Cauthers

Mary Chong

G. Lewis Code

Colterman Marketing
Group Canada

Laurine Cowie

Theresa Cox

Elizabeth Coyne-Dubeau
D. John Cramp

Mary Bess Diablez
Alexander Dano

Colin Davies

John de Valence

Carol Dean

Andrew Dencs

Michele Dinner
Catherine Dolgoy
David Douglas

Norma Downes

Dr. Howard Blackwood

Dentistry Professional Corp.

Ethel Drawbell

Betty Eby

Errol Raff P.C.

Mervin Essery

Mary Fackvell

Lillian Fairhurst

Lyle Falk

Fanning Binder

Coy Felber

Doreen Ford

Robert Ford

Christine Frank

Shirley From

Fleurette Gallen

Agnes Gamze

Eileen Garvey

Dr. E. Gauk

Harvey Geransky

Roland Gionet

Glen Girvan

Glover Customs Brokers Inc.

Lyn Goldman (South
Saskatchewan Community
Foundation)

Myrtle Gowans

Jennifer Guy

Barbara Hampe

Wilbur Hanna

Roberta & Norm Hanson

Judy Harsch

Sharon Herman

Nick Hertz

Gordon Higdon

Mary & Stu Higdon

Hite Services

Debbie Hoffman

Gord Houser

Eileen Hudson

Jean Hutton

Phil Jacob

M. James

Peter Johnson

Florence Johnson

Mavis Jonsson

Russ Jospeph

Sherry Julien

Lyle Kanee

Merilyn Kaufman

Paul Kent

Kohler Zion United Church

Terrence Kulasa

Linda Lamber

Yolande Landry

George Langois

Jill Lawrie

Claire Legault-Matthieu

L. Lenchner

Leon's Furniture Limited

Ruth Liston

Doris Littleton

Lynn Johnston
Productions Inc.

Barbara MacAulay

Eric Macklin

Catherine MacMaster

Doreen MacPherson

Doreen Mainse

Stephen Mandel

Larry Martin

Donna McAdam

Elearnor McChesney

Helen McCuaig

Joyce McGeachy

Kim McGee

Marcy McKall

Midevco Commercial

Helen Milburn

Arliss Miller

Michelle Miller

Edna Mills

Vera Milner
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Mirkwood Engineering
Mary Ellen Mortier
Mohawk Ford Sales Ltd.
Mr. Great Lakes Physiotherapy
Gwyneth Murray
Anne Marie O'Brien
Maureen O'Hara
Ontario Power

Generation Inc.
Sue O'Shea
Betty Oxford
Nancy Page
Bruce Parker
Earl Parker
Irene Patry
Tom Patterson
Sid Paul
Kathleen Pearsall
Dorothy Pearsall
Sharon Pertman
Platinum Reproductions
Polytec Quality Consulting
Portfollio Management Corp.
Bonnie Quesnel
Michael Rae
Susan Ramsay
Cindy Papley
Raven Construction Mgmt.
Steven Rayson
Carolyn Readman
Christine Robertson
Anne Robinson

Lorie Root
Dan Rosenberg
Royal Bank of Canada
Ancaster, ON
Mary Rukavina
Evelyn Russell
Ray Rutman
Betty Saundercook
Nancy Saundercook
Paul Saundercook
Norman Schayer
Sari Schiff
Howard Shein
Cathy Sheppard
Kayla Shoctor
Leonard Shymkiw
Jenny Singer
Mary Smiley
Marjory Smith
Joyce Smith
Donna Sorge
Pnina Staav
Graham Stairs

STC Construction Group Inc.

Ruth Bogach Steiner
Mark Stillman

John Stoneburgh
Norma Stoneburgh
Leesa Sullivan

Sun Life Financial
Sweetnam Farms
Michael Tang

Thank You Curry’s Art Store

Cheryl Tanner

Deborah Tatham

The Wellington Strategy

Group Inc.

Timmers Mechanical
Contracting

United Way Of Greater
Moncton & S.E. New
Brunswick Region Inc.

United Way, Central New
Brunswick

Connie Vandeloo

Dr. David & Heather Vickar

Grant Vogel

Audrey & Tom Wakeling

Jill Walker

Sophie Watt

Marvin Waxman

Bill West

Kelda Whalen

Mark Whitmore

Kathleen Wilkinson

Terry Williston

Windsor Family Credit Union

Wintrip Wolkoff Shin Inc.

Norman Witten

J. Whigelernter

John Woodhouse

Mary Yannakis

Leo Zalmanowitz

Hanna Zuckerman

Since June 1st, 2009 all retailers in Toronto are required to charge customers a minimum of
5¢ per plastic bag. Curry’s Art Store is donating the procedes from all plastic bags sold in its
three Toronto locations to DMRF Canada. Curry’s has chosen Dystonia due to the possible

impact on artists. Curry’s is a family owned Canadian company that currently operates nine

Curry’s Artists’ Materials stores in southern Ontario. Since 1911, Curry’s has provided fine art materials
such as; paint, brushes, canvas, art papers and much more to professional artists, hobbyists, students and
everyone else seeking to express their creativity. Our special thanks to Curry’s.
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Dystonia Medical Research Foundation Canada
Volunteer Leaders and Area Contacts

BC Anne Skomedal Kelowna Support Group Leader 250. 763.7739 annesko@shaw.ca
Brian Hoar Kelowna Area Contact 250.764.5005  bbhoar@shaw.ca
Cindy McKay Kelowna Area Contact cansoda@shaw.ca
Arlene Czop Nanaimo Area Contact 250.729.9616  raczop@shaw.ca
Grant Kaiser Vernon/Salmon Arm Area Contact 250.542.8509  cgkaiser@telus.net
AB Margaret Roy Calgary President/Support Group Leader 403.271.4438  roymg®@telusplanet.net
Brenda Lewis Edmonton Support Group Leader 780.915.4294  bklewis@telus.net
Joanne Alford Northern Alberta Support Group Leader  780.464.1690  jealford@shaw.ca
SK Jean Palmquist Regina Area Contact 306.352.1442  jpalmquist@accesscomm.ca
Diane Haugen Saskatoon Support Group Leader 306.477.0577  dystonia@sasktel.net
MB  Barbara Crow Manitoba Area Contact 204.255.2633  bcrow@mts.net
ON  Monica McCool Cornwall Area Contact 613.936.1356  ashleymccool@live.ca
Judy Harsch Golden Triangle Support Group Leader 519.767.9721 jimarie@rogers.com
Kitchener/Waterloo/Guelph
Laurie Bell Hamilton Area Support Group Co-Leader 905.774.4111 landbell@mountaincable.net
Rose Gionet Hamilton Area Support Group Co-Leader 905.575.3534  rgionet@mountaincable.net
Margaret Whittaker  Kingston Area Contact 613.345.2115
Jane Soules Kingston Area Contact 613.498.1472 soulesl@sympatico.ca
Michelle  Goodhue London Area Contact 519.455.7457  bgood137@sympatico.ca
Bruce Goodhue London Area Contact 519.455.7457  bgood137@sympatico.ca
Stu Higdon Ottawa Gatineau Support Group Leader  613.749.7401  seaward.h@sympatico.ca
Brian Hall Peterborough Area Contact 705.932.3111 bdh333@gmail.com
Mary Guy Sudbury Support Group Leader 705.524.0606 maryguy@personainternet.com
Wendy Paul Toronto Pres./Support Group Leader 416.789.0154  dmrftoronto@sympatico.ca
Tracy Henry Tri-County Support Group Leader 519.354.6833  tracyhenry@sympatico.ca
Windsor- Essex, Chatham-Kent, Sarnia-
Lambton
QcC Steve Tremblay Quebec Provincial Representative steve.tremblay@dystonie-gc.org
Ginette St-Hilaire Quebec On-Line Support Group http://dystonie- ~ webmaster@dystonie-gc.org
gc.org
Chloe Belisle Montreal Support Group Leader 514.696.0949  honeylocas@sympatico.ca
Queenie  Grosz Montreal Area Contact 514.223.2394
NB Edna Jordan Fredericton Area Contact 506.453.0708
Tim Williston Fredericton Area Contact 506.457.2388  tim.williston@hotmail.com
NS Marcellin  Chiasson Port Hawkesbury Area Contact 902.625.1811  marcellin.chiasson@ns.sympatic
o.ca
Marion Nauss Queen's County Area Contact 902.677.2506
NU  Sharon Gee Nunavit Area Contact 867.979.3791  candsgee@northwestel.net
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Plan a Gift—Support Dystonia Research 2 2355

serving all dystonia-afected persons

/% There are a number of ways you can help

*Leave a bequest in your will...
*Make a gift of life insurance or securities...
*Donate property or goods...

Ask your financial advisor how, or contact DMRF Canada at:

TOLL FREE: 1.800.361.8061 FRENCH: 1.800.377.3978
B info@dystoniacanada.org

www.dystoniacanada.org

...........................................................................................................................................................................

We Need Your Support!

Clip and return this form to: Dystonia Medical Research Foundation Canada,
106-8 King Street E., Toronto, ON M5C 1B5

¢, 1 wish to renew/start my Dystonia Canada Report/Dialogue subscription ($40)

¢ 1 wish to make a donation in honour of , ¢, Please send an
acknowledgement letter/card to this person/ ¢, or to the person’s family

¢ 1 would like information sent to me regarding DMRFC Planned Giving Program
¢, 1 wish to make a general donation ¢ $1,000 ¢ $500 ¢ $250 ¢ $100 ¢ $25 ¢ Other$S
PAYMENT OPTIONS

¢, Please charge my credit card: ¢ VISA ¢ MasterCard ¢ American Express

Name on Card: Card Number:

Expiry Date: Signature

INFORMATION

Name Address

City Province Postal Code
Phone Email Address

Charitable Registration Number 12661 6598 RR0001
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