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Dennis Bulman, Ph.D. and David Grimes, M.D., with their team at the
Ottawa Health Research Institute. The team has a research focus on Myoclonus Dystonia.
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The Dystonia Medical Research Foundation Canada is a non-
profit health organization founded in 1976 by Samuel and
Frances Belzberg of Vancouver, British Columbia. It is
dedicated to serving people with dystonia, a neurological
movement disorder. The Foundation’s headquarters resides in
Chicago, Illinois with the Canadian office serving as its sister
organization—sharing the same mission in advancing dystonia
research for more effective treatments and ultimately a cure;
promoting awareness and education; and, supporting all
dystonia-affected individuals and their families.
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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

When people’s lives are turned upside down by
sudden illness or conditions like dystonia, we’re
desperate to find practical solutions to help us
overcome the daily challenges and live as fully and
independently as possible.

As exciting as the scientific advances have been in
recent years, research still happens at such a glacial
pace. It doesn’t seem to help us “in the moment”
when we are consumed with pain or when we are
trying to help our loved ones.

But research is helping us understand and prevent
disease and is reducing costs associated with keeping
people healthy. Philanthropist Mary Lasker said it
best, “If you think research is expensive, try disease.”
Research makes a difference in healthcare and donor
support can make a difference in research.

This issue of Dystonia Canada describes
collaborative research on myoclonus dystonia
conducted at the Ottawa Health Research Institute. It
is funded largely by one of Canada’s most reputable
health research organizations--The Canadian
Institutes for Health Research--and sends a message
that these Canadians with such a rare and
unrecognizable disease are not forgotten, and in no
way have lost their rightful place among their fellow
citizens. This new place for dystonia in our society is
profoundly felt by those living with this form of
dystonia and their families.

As partners, we are working together to improve
dystonia health and to close the gap between the lack
of awareness of this disease and treatment options
that can bring relief. When we combine forces, the
strength of each of our communities and the impact
of our efforts are amplified.

Your contributions are bearing fruit and real progress
is coming about thanks to partners like you. Your
continued support is helping us close the gap, even in
your most uncomfortable moments when it feels like
the odds are against you.

Sincerely,

sk O

Sarah Smith

National Director




More than 200 people gathered in Halifax to witness
the Canadian premiere of TWISTED, a documentary
about dystonia.

In TWISTED, Laurel Chiten - filmaker and dystonia
sufferer - connects the stories of four individuals
affected by dystonia as they try to understand, and
live with, their disorder.

The captive audience included physicians, allied
healthcare professionals including physiotherapists,
occupational therapists and social workers, students,
residents and dystonia patients and their families
from across the Eastern provinces.

The screening, aired at the Halifax Health Sciences
Centre on September 19, was the first in a cross
Canada tour that will also show the film in Waterloo,
Edmonton, Ottawa and Victoria, in an effort to raise
awareness about dystonia. Additional locations and
sites are currently being explored.

“Bringing TWISTED to Canada and showcasing it in
our educational institutions is an important first step
in providing a systemic solution to raising awareness
for this relatively unknown disease,” says Sarah

Wwihen yo are fouked inside your Lfﬂ'}’, vhat can selt yo free?

Smith, National Director of the Dystonia Medical
Research Foundation Canada.

Following the screening, the audience had the
opportunity to participate in a discussion, led by a
panel of experts, including Dr. Robert Brownstone, a
neurosurgeon and neuroscientist, Dr. Kerrie
Schoffer, a neurologist and movement disorder
specialist, and Tim Williston, a dystonia patient who
has recently undergone Deep Brain Stimulation.

The Question and Answer period was engaging and
interactive. Dr. Schoffer provided an overview of
treatment options for dystonia and spoke about
some of the challenges around certain types of
treatments.

Dr. Brownstone also spoke about his research
findings. For more than 20 years, Brownstone has
been investigating nervous system networks and how
they control the way we move. By looking at very
basic elements of the complicated systems that lead
to movement, he is shedding light on how the
central nervous system controls our muscles -
important steps in finding treatments for
neurological diseases and spinal cord injuries.
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Do You Want To See TWISTEDP

Nancy and Tim Williston at the Halifax premiere
of TWISTED, along with Sarah Smith (middle)
DMRF Canada National Director.

Next stop is the University of Waterloo,
Ontario on November 27, 2007
and
The Glenrose Rehabilitation Hospital in
Edmonton on January 10, 2008.

For more information, please contact
Sarah Smith at DMRF Canada
1-800-361-8061




Understanding the family tree

of myoclonus dystonia

Two Canadians, a molecular geneticist and a
movement disorder neurologist, have
teamed up and are working together to
understand the causes of myoclonus
dystonia with hopes of improving treatment
options.

Dennis Bulman, Ph.D., geneticist and senior
research scientist, is collaborating with
David Grimes, M.D., neurologist and
associate scientist, both of the Ottawa
Health Research Institute, to explore the
genetic basis of the inherited form of the
disease.

Characterized by rapid jerking movements,
predominately affecting the neck, shoulders
and arms, combined with sustained muscular
contractions, symptoms of myoclonus
dystonia normally begin in the first or
second decade of life.

“Myoclonus dystonia is a complicated
disorder,” says Bulman. “We hope to
identify all of the genes which cause it and
then understand how these genes cause this
disorder.”

This form of dystonia is a genetically
heterogeneous disorder, meaning that a
mutation in more than one gene can cause
the disorder.

The challenge, he says, is to first determine
the role played by the “normal” genes and
then see how the disrupted genes alter the
situation within the cell and within the
brain.

The one known gene is g-sarcoglycan (SGCE),
which is affected in approximately 40 per-
cent of patients.

Bulman and Grimes have been able to
identify mutations in this gene and recently
determined that a subset of these mutations
is actually due to large deletions which
remove a significant part of the gene.

“These deletions would not have been
detected by standard DNA sequencing,” says
Bulman. “As a result, we feel more
confident about saying which patients have
mutations in SGCE.”

The team has also identified a second cause
of myoclonus dystonia, which has
successfully been narrowed down to being
on chromosome 18. The gene has been
localized to a small region on the
chromosome, but has not yet been
identified.

Currently, the team is collecting DNA
samples from patients and families with
myoclonus dystonia. They are first screened
for mutations in the SGCE gene. If no
mutation is found, they then check the gene
on chromosome 18.

“For us, it is very important that we can
identify all of these patients, as those who
do not have mutations (on SCGE) become
more likely to have a mutation in the gene
on chromosome 18,” says Bulman.

Bulman says working with Dr. Grimes has
benefited them both as their fields are so
complementary.



As a geneticist, Bulman has spent most of his
career working on neurological and
neuromuscular disorders. It was when

Dr. Grimes, a movement disorder
neurologist, identified a family with
myoclonus dystonia that they began working
together to understand the biology of the
disorder.

The team approach has been a great
advantage for trainees in their lab who have
the opportunity to see both the human and
cellular sides of myoclonus dystonia, he
says.

“Everyone can see how their work can
directly benefit patients,” he says. “We also
hope that by providing training to excellent
graduate students and post-doctoral fellows,
they will develop a passion for the science,
educate others and raise awareness about
myoclonus dystonia.”

While Bulman’s and Grimes’ research holds
great promise, Bulman says “it is important
for the patients to know that there are
many laboratories working very hard to find
answers.”

L-R: Lemuel Racacho, Grad Student, Nancy Laurin*, Post Doctoral Fellow, Heather MacDonald,
Technician, Alexis Given*, Grad Student, Tara Read*, Grad Student, Dennis Bulman?*,
Investigator, Fengxia Xiao, Post Doctoral Fellow, Kelly Patterson, Grad Student, Ruobing Zou*,
Technician, David Grimes, Investigator, Graeme Cunningham, Grad Student.

Absent — Kelly Westaff, Technician; Jessica Skof, 4" year honours student.

* Indicates members working on Myoclonus Dystonia.

We Need You!!
Dr. Bulman and Dr. Grimes are always looking for
patients with myoclonus dystonia to participate in
research studies. For more information, please

contact Dennis Bulman,

Ph.D. at dbulman@ohri.ca




Children & Family Symposium:

Questions
and
Answers

Terri-Lynn McBride, left, and her mother,
Linda, at the Children and Family
Dystonia Symposium

In 2003, Terri-Lynn McBride, a young mother of
two, living in London, Ontario, was formally
diagnosed with Primary Cervical Dystonia.
Following a car accident, she was further diagnosed
with Lower Trunk Dystonia in 2006. As her
symptoms continue to worsen, Terri-Lynn recently
found out that she is a candidate for Deep Brain
Stimulation surgery.

Unsure of what to expect, Terri-Lynn was eager to
connect with others who had experienced the same
difficult decision.

In August, the Dystonia Foundation sponsored
Terri-Lynn’s visit to the Dystonia Children and
Family Symposium (CFS) in Chicago, enabling her to
network and talk with others, to help her make a
more informed decision about the surgery.

DMRF Canada caught up with Terri-Lynn and her
mother Linda after the event with our own
questions about her experience.

How would you describe the Children and Family Symposium?

If we had to describe the symposium in a few sentences, we would say that each and
every person attending has a challenging and personal story to tell. We would say that
everyone is very willing and anxious to share. And we’d say that a combination of these
stories and the informative speakers are what make the symposium a success.



What were some of the highlights for
you?

The stories relative to the Deep Brain
Stimulation success and the
presentations of Dr. Ron Alterman as
well as the young patients were the
highlights.

What were your expectations of the
CFS prior to the event?

The main expectation of the symposium
was a clear understanding of DBS and
the results of DBS through other patient
experiences. In retrospect, we realize
that we definitely got a better
understanding of DBS and heard many
results but the real conclusion and
arrangement of the operations takes a
great deal of patience and time.

What kind of impact did it have on you
to meet and network with other
individuals with dystonia and their
families?

It was very interesting to meet and
network with other individuals with
dystonia and their families because it
gives a variety of perspectives on the
subject. The thing we found difficult is
putting faces with the stories once we
returned home. We wished we had taken
photos and put the stories with them.

Did you learn more about dystonia
research and treatment options? What
interested you the most and why?

We found that we learned more about
research and treatment options. But of
course the DBS was the most pertinent
to us.

Based on your experiences at the CFS,
what would you say to others who have

recently been diagnosed with dystonia,
and those who have been living with
dystonia for a long time?

We would tell others that were recently
diagnosed that it was worthwhile to
attend the CFS first of all to get
information, and secondly, to feel more
connected because few know about
dystonia and how it changes your life -
sometimes almost overnight. Based on
our experiences at the CFS, we would
tell someone who had been living with
dystonia for a long time that the
minimum they would get from attending
is hope and a real sense of urgency to
find anything that helps in any way.

Do you have anything else you would
like to share?

Terri-Lynn: THANK YOU!!! THANK YOU!!!
THANK YOU!!! | feel that it will only be a
matter of time before DBS is our next
step in treatment. It has only
enlightened me and provided me with a
lot of comfort seeing the number of
success stories. Without attending the
symposium, | may have had less
understanding and more fear in making
my choice.

Linda: | am sincerely grateful for the
friendship, kindness and professionalism
of everyone | have contacted in the
Dystonia Medical Research Foundation
and DMRF Canada. In addition to
information and other benefits, more
importantly you have provided comfort
to our daughter, the victim of this
disease, and ourselves as we offer love
and support. Please keep up your good
works while relentlessly seeking
treatments and ultimately, a cure.



Giving Thanks

As we celebrate Thanksgiving this month with our
families, it is important to reflect on our lives. Two
Canadians, affected by dystonia - one personally, one
battling for a family member - reflect on their journeys.

Living with Cervical Dystonia - My Journey
By Barbara Crow

Over 14 years ago, | experienced increasing tremors in my hand, neck and hands,
along with severe pain in my neck, shoulders and upper back. Working as a community
health nurse, these symptoms interfered greatly with the demands of my job.

It took several doctors before a neurologist finally diagnosed me with cervical
dystonia. It was 1993.

The first course of treatment was monthly botulinum toxin type A injections into my
neck to help decrease the tremors and pain. After only a year, | became immune to
this medication, and then took oral muscle relaxants, which helped slightly, but the
ongoing tremors and pain were debilitating. In 1997, | had to take an early retirement.

| participated in drug trials for botulinum toxin type B injections and tried to feel
optimistic that this treatment would help keep my symptoms under control. | found
tai chi exercises helpful in stretching and strengthening muscles, along with massage
therapy to decrease pain.

Dystonia has had a huge impact on my life. | lived with chronic pain, felt embarrassed
by my visible disability, and while | retired early, | couldn’t enjoy the sports, crafts or
travel with family as | wanted.

| attend dystonia support group meetings where others who suffer from various forms
of this condition meet monthly to discuss and share experiences. It helps to meet with
friends who understand.

Two years ago, | underwent deep brain stimulation. | am happy to share that today,
my head tremors are better controlled, my back and neck pain has decreased and |
appear “normal” to my family and friends. My husband and | recently went on an
amazing three-week holiday in Costa Rica where we celebrated a new quality of life.

Barbara Crow lives in Winnipeg, Manitoba. Along with her
husband, Brian, they have been tirelessly leading the
Winnipeg Support Group for many years.




Cries from a Desperate Housewife
By Stu Higdon

It has been just over a week since Mary underwent her
operation for a cancerous breast. After some anxiety over
heart fibrillation and blood problems, the patient is slowly
recovering at home. Unfortunately the same cannot be said
of her spouse. The many things that Mary did prior to her
operation and which | probably took for granted is now part of my job description!
Take cooking for instance!

To begin, | hate cooking.

My way of eating is a user friendly can, a can opener and a microwave. It is not that |
don’t enjoy eating a good cooked meal, however, | don’t have the patience to dig out
those recipes and prepare something to eat. Realizing that | am hopeless in the
kitchen, our children prepared “poor dad, he looks so hopeless” food. Where is Mary
when | need her?

In addition to my questionable cooking, | knew | would fail other housewife
responsibilities. Cleaning for instance! | knew | was in trouble the moment Mary
entered the house after leaving the hospital. As she came in the front door | could
see her eyes wander here and there, like a Sergeant Major inspecting the barracks.
This time the SM is pretty so | don't mind those roving eyes. “l need to go to the
washroom”, she said as she got beyond the door. Sure enough she found a spot on the
floor that | missed. After | had spent at least two minutes cleaning the bathroom just
before she came home!! | even put the toilet seat down to let her know | cared.

| was tempted to mention that just before she arrived | had cleaned up the Eiffel
tower of four days of dirty dishes in the sink, lifted the rug to pick up the dust | had
placed there a few days ago and fixed the bed so she wouldn't notice it had not been
made since she left. Oh yes | cleaned out the fridge of moldy food including the
remains of a can of beans | had opened a few days before - that way she wouldn't
think | hadn't cooked anything for supper during the three days she was in hospital.

Having said all that | have to conclude by stating as Thanksgiving weekend arrives | am
so grateful that | have a wife upstairs who is recovering from a serious operation, |
have four great children, four special sons-in-law, six excellent grandchildren and
many special friends. What ask can a man ask for?

Oh yes | have one last request - this desperate housewife wants to be left alone to
contemplate how much | owe each and everyone of you.

Stu Higdon is the leader of the Ottawa Support Group. His brother, Gordon, has been
faced with enormous health challenges, along with his dystonia, over his lifetime. DMRF
Canada wishes Gordon a speedy recovery from his recent hospitalization.



We’re Raising Awareness - and Funds!

Support groups are an important part of our community. They give us an opportunity
to get together with friends and family to talk about our experiences. And they also
give us a team to help raise awareness in our communities and to help raise funds that
will support dystonia research with hopes of one day finding a cure.

Thank you to all of our support groups and congratulations on another successful year!

Calgary Chapter - The Casino and annual Walk
raised an unprecedented $100,000 this year! DMRF
Canada expresses their sincere gratitude to Lil
Faider, Marg Roy and all the Calgary volunteers for
their outstanding contributions.

L-R: Brian Larke, Calgary Chapter Treasurer, Lil
Faider, DMRF Canada Board Member and
Casino Organizer

Congratulations Golden Triangle Support Group!
Your dystonia flag looks great flying at Guelph City
Hall. What a great way to raise awareness!

L-R: Virginia Lessard, Muriel
McLuhan, Judy Harsch, Councillor lan
Findlay (behind) and Bill McLuhan

What great sapport! Great friends!! Great dayﬂ‘T j S

Cas . . j

On September 8, 39 motorcycle enthusiasts
joined the Hamilton Support Group for its
first annual H.A.R.D. DRIVE Poker Run - a 92
mile ride - to raise awareness and funds for
dystonia research. Special thanks to Laurie
Bell and her brother, Bob, for spearheading
1 this ambitious event! But wait...the Hamilton

| Group keeps on ticking with their upcoming
| annual Buskerfest. And, did we mention that
| they have raised almost $10,000 to date this
| year??? Well done!
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The Ottawa Support Group kicked off Dystonia
Awareness Week in Ottawa with a spirited
proclamation ceremony on Parliament Hill with
Mr. Paul Dewar, MP for Ottawa Centre. After
the ceremony, Kathryn Sullivan and Stu Higdon
were interviewed in-studio for the Rogers Cable |
program Ottawa Citizen City Desk with Ed

Hand. Support group member Bob Tait was

also interviewed on the 6 p.m. broadcast on

CTV Ottawa. With an average viewership of
130,000 for a program that reaches from

Eastern Ontario to Western Quebec and into .
upper New York state, Bob did a terrific job L-R: John Macdonald, MP Paul Dewar, Heidi

explaining his story in dealing with dystonia. Grossmann, Stu Higdon.

The committee also hosted information tables at the Carlingwood Mall and St-Laurent Centre
to help raise awareness in the community. This year, the Ottawa group has raised more than
$10,000 from their walk and other fundraising activities!

Sudbury Support Group - Congratulations Mary Guy, Sudbury Support Group Leader, who
celebrated her daughter Alison’s wedding this year!

Congratulations on your 10" Walk and Wheel for Research, which raised more than $8,000 and
a cumulative total of $63,000.

Bob McCrea, Sudbury Wal-Mart manager,
presents Mary Guy, Sudbury's support group
leader and Dwayne Backer, the top fundraiser
for the group, with a cheque for $1,225.

Celebrating their 10th Walk and Wheel for research,
Mary Guy, Dwayne Backer, Co-Co Lariviere and Len
Shymkiw.

momentum. The Chapter’s new Chairperson, Wendy Paul, :
kicked off the Fall season with their first Board meeting in
October. The newly formed Board includes: Top L-R: Deborah
Sawyer; Wendy Paul; Cheryl Blinick; Aulona Shabanaj.

Bottom L-R: Marilyn Price; Blume Alexander; Joni Stossel.
Absent: Bonnie Lilien. DMRF Canada welcomes all these
wonderful women and the talents and skills they each bring with
them. Much prosperity and success!

Toronto Chapter - Revitalization of the Toronto Chapter builds &1 '-1:"*_?:5‘@.1:-‘-&"!%&-%%3 T







