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ABOUT DYSTONIA 
 

WHAT IS DYSTONIA?  
 

• Dystonia is a neurological movement disorder that is characterised by involuntary 
muscle contractions, which force parts of the body into abnormal as well as painful 
movements or positions.  
 

• It is a condition that knows no age, ethnic or racial boundaries – it can affect young 
children to older adults of all races and ethnicities. 

 

• We estimate that 50,000 people in Canada have dystonia.  Dystonia is the third most 
common movement disorder following essential tremor and Parkinson’s disease. 
 

• Patients with dystonia may experience uncontrollable twisting, repetitive movements 
or abnormal postures and positions. These can affect any part of the body, including the 
arms, legs, trunk, face and vocal cords. 
 

WHAT ARE THE FORMS OF DYSTONIA?  

• There are many different forms of dystonia.  And dozens of diseases and conditions also 
include dystonia as a major symptom.  
 

• Dystonia can impact one body part (for example the face, neck, hands or feet), or it may 
be generalized throughout multiple muscle groups.  

 

• Dystonia may be genetic or result from other health conditions such as stroke, physical 
trauma, other diseases, or as a side effect of certain medications.  

 
 
WHAT ARE THE SYMPTOMS OF DYSTONIA?  

• Those with dystonia will experience muscle contractions, muscle twisting and 
uncontrollable, involuntary spasms that can be very painful.  
 

• Symptoms of dystonia are usually chronic but may also appear only during “attacks” or 
episodes.  
 

 
 

(Continued)  
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WHAT ARE THE BIGGEST CHALLENGES FOR DYSTONIA PATIENTS?  
 

• The Dystonia Medical Research Foundation Canada conducted a survey to answer this 
very question (see Real Patients, Real Answers, published in 2017). We analysed the 
results and found there are a number of challenges including:  
 

o The time it takes for a patient to receive  a proper diagnosis, due to low 
awareness in general and even within the medical community. In many cases it 
takes years for someone who is suffering from dystonia to be properly 
diagnosed.  

o In fact, a recent survey conducted in 2019 indicated that for 63% of dystonia 
patients, it took more than one year to receive a proper diagnosis.  Of those 
patients, 45% took over four years to receive a diagnosis and 16% took over ten 
years.  

o This is due to low awareness of the condition, as well as the fact that there are a 
limited number of physicians who are familiar and well versed with dystonia. 
 

o In addition, individuals who have dystonia continue to report difficulty in 
finding physicians trained in movement disorders, particularly in more remote 
communities. In many cases they may have to wait months, or even years 
before an appointment to get treated.   

 

• In the survey, we specifically asked the question, what is the biggest challenge you 
experience with your dystonia?  The answers were very similar: depression, social 
anxiety, dealing with pain, having to give up their old life, having to quit work because 
of their dystonia, mobility. 
  

 
 
WHAT ARE THE DIFFERENT TYPES OF DYSTONIA 
 

• Physicians have developed a system to classify dystonia to help guide the treatment 
process: 
 

o The term primary dystonia is used to describe a case in which the dystonia is the 
predominant symptom, and the person is not affected by other neurological 
conditions.  
 

o Secondary dystonia refers to dystonia that is associated with a known outside 
factor or condition (such as trauma, drug exposure, stroke, cerebral palsy, and 
others). 

 
 

https://dystoniacanada.org/survey
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WHAT ARE THE TREATMENTS FOR DYSTONIA?  
 

• There is no cure for dystonia, but treatments are available. Most therapies are 
symptomatic, attempting to cover up or release the dystonia spasms; therefore, there is 
no single treatment program appropriate for every case. 
 

• Treatments available include: drug therapy, botulinum toxin injections, surgery and 
complementary therapies.  
 

• Botulinum Neurotoxin Therapy can be a very good therapy for focal dystonia, but it is 
masking the symptoms rather than curing the dystonia. Patients would have to 
continue to go into see a specialist for injections.  
 

• In most cases, the type of doctor who is typically trained to diagnose and treat dystonia 
is a movement disorder neurologist. The most important step in treating dystonia is 
working with a doctor who is trained to treat dystonia.  

 
 
 
For more information about the Dystonia Medical Research Foundation Canada, please 

visit: www.dystoniacanada.org 

550 St. Clair Ave W, Unit 209, Toronto, ON M6C 1A5 
PHONE (416) 488-6974   TOLL FREE  (800) 361-8061   
EMAIL  info@dystoniacanada.org   

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

http://www.dystoniacanada.org/
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ABOUT THE DYSTONIA MEDICAL RESEARCH FOUNDATION CANADA 
 

• The Dystonia Medical Research Foundation Canada is the only organization that is 
dedicated to supporting approximately 50,000 patients in Canada that are suffering 
from dystonia.  
 

• The mission of the Dystonia Medical Research Foundation (DMRF) Canada is threefold:  

• To advance research for more treatments and ultimately a cure for 
dystonia;  

• To promote awareness and education;  

• To support the needs and well-being of affected individuals and families.  
 

 
OUR WORK 
 
INVESTING IN RESEARCH INTO BETTER TREATMENTS AND A CURE FOR DYSTONIA:  

 
The Dystonia Medical Research Foundation Canada works in partnership with the Dystonia 
Medical Research Foundation based in the United States to ensure funding of the best and 
most relevant dystonia medical research worldwide, as well as with other like-minded 
organizations based in Canada.  

 
We continue to invest in supporting new individuals into the Movement Disorder Field:  

• In 2017 we launched the DMRF Canada Clinical Fellowship, and this year we awarded 
the Clinical Fellowship for Movement Disorders with a speciality in Dystonia to Dr. Mario 
Sousa from Toronto Western Hospital.   

• Read more about our Fellowship here: https://dystoniacanada.org/news/encouraging-
dystonia-patient-support-and-clinical-research-here-canada 

 
 
We support research that will help patients today:  

• In 2018 we launched the DMRF Canada ‘Better Clinical Treatments Grant’,  and in 2019 
we committed to funding two one-year research grants taking place in Movement 
Disorder Centres in Canada. One at the University of Calgary and one at Toronto 
Western Hospital.  Both of these projects will begin in the fall of 2019.  

o Read more about Dr. Fasano and Dr. Kiss research focusing on Better Clinical 
Treatments for  Dystonia at https://dystoniacanada.org/research-changes-lives 

 

 

https://dystoniacanada.org/news/encouraging-dystonia-patient-support-and-clinical-research-here-canada
https://dystoniacanada.org/news/encouraging-dystonia-patient-support-and-clinical-research-here-canada
https://dystoniacanada.org/research-changes-lives
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EDUCATION AND AWARENESS:  
 

• DMRF Canada works with volunteers, medical professionals (neurologists, movement 
disorder clinics), and the media to raise awareness of dystonia in a variety of ways:  

• We publish two newsletters and six e-newsletters annual, ongoing online updates, social 
media, media relations activities, annual Symposium events, including upcoming events 
in Winnipeg and Vancouver in the fall of 2019 and activities at local community 
meetings, hospitals throughout the country.  
 

 
SUPPORT THE NEEDS AND WELL-BEING OF AFFECTED INDIVIDUALS AND FAMILIES:   

• There are approximately 42 Group Leaders and Area Contacts representing  over 30 
areas across the country. The purpose of these groups is to provide support, guidance 
and options to those individuals (and their families) who suffer from dystonia.  

• If you or someone you know is struggling with dystonia – or if you are looking for more 
information, contact the Dystonia Medical Research Foundation Canada at: 
www.dystoniacanada.org or 1-800-361-8061.  

 
  

http://www.dystoniacanada.org/
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FOR PLACEMENT IN COMMUNITY PAPERS  
 

My Life with Dystonia: Sarah Anderson, Dystonia Medical Research Foundation 

Canada Ambassador  

 

50,000 patients in Canada suffer from dystonia, a neurological movement disorder that 

affects the nervous system. Abnormal signalling from the brain causes muscles to tighten and 

twist involuntarily. There are several forms of dystonia, and dystonia may be a symptom of 

many diseases and conditions. 

 

My journey with dystonia, though unknown at the time, began the very day I entered the 

world. As part of a complicated birth, I was born not breathing and for the first several minutes 

of my life doctors worked hard to clear my lungs. After an extended period, they were finally 

successful. However, it was a happy moment that would soon be accompanied by some life-

changing news. Just days after my birth, doctors informed my parents that I had suffered brain 

damage due to a lack of oxygen. My official diagnosis was cerebral palsy (CP), a non-progressive 

condition characterized by impaired muscle coordination and potential cognitive challenges. 

The only symptom that initially led doctors to believe I had CP was the fact that my left hand 

was clenched tightly to my chest. As an infant, some of my milestones were either delayed or 

never met, which seemed to prove the accuracy of my diagnosis. 

It was not until my pre-teen years that I, along with my family, noticed significant changes in my 

symptoms and abilities. I could no longer use a walker, something that I had been capable of 

since I was a toddler. In addition, my tremors progressed throughout my body and my legs 

started twisting to the left. These worsening symptoms convinced doctors to change my 

diagnosis to generalized dystonia. With this new discovery, I embarked on a medical journey 

exploring a variety of medications in hopes to reduce and control the associated symptoms and 

pain. This was all new to me, as for the first 12 years of my life I had never taken medication in 

relation to my disability. 

Being a pre-teen at the time, I must admit that I was more concerned about the future than I 

was about the present. One of the first questions I asked my doctor was, “How fast are my 

symptoms going to progress?” He responded that every case is different so there is really no 

way of predicting the future. Though I deeply craved a more promising response, I knew that I 

had to accept that some answers are only revealed with the passing of time. 
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At that point, I also couldn’t help but wonder if my dreams for the future were realistic. Despite 

living with a disability, I was always that typical child who wanted to grow up and attend 

university, pursue a career, and one day have a family. With that in mind, my first major goal 

was to graduate high school at age 18. However, the pain associated with my dystonia 

hampered my ability to attend school full-time. Suddenly, it seemed like the task that I once 

saw as achievable was now slipping from my reach. Knowing my desire to succeed 

academically, in my seventh year some adaptations were set in place with the help of my family 

and my school. Through working on assignments at school as well as at home, I was able to 

keep up with the course material.  

Although I still cannot attend school full-time, I am currently a grade 12 honour roll student on 

track to graduate at the end of the school year. In an effort to further my passion for 

academics, I plan to attend university and pursue a career in education. As a small step toward 

this goal, I enjoy volunteering at the Manitoba Children’s Museum. Through my dystonia 

diagnosis, I have also realized the importance of advocacy. We all have a voice, and we have the 

power to change lives.  

If there was one thing I could say to other teens living with dystonia or any other rare disease, it 

would be to never give up on your goals. We may not always have control over our symptoms, 

but how we choose to live with them will forever remain in our hands. Always remember that 

whether positive or negative, every aspect of our lives helps to guide us on a journey to become 

who we are truly meant to be.   

The Dystonia Medical Research Foundation (DMRF) Canada is the only organization that is 

dedicated to supporting the dystonia community in Canada. If you or someone you know is 

struggling with dystonia, you’re not alone. Please visit www.dystoniacanada.org to find out 

about resources, research, and support.  

 

More Photos of Sarah Available upon Request. 

http://www.dystoniacanada.org/
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 PROMOTIONAL BLURB  

FOR DYSTONIA MEDICAL RESEARCH FOUNDATION LOCAL SUPPORT GROUP 
 

 Dystonia is a neurological movement disorder characterized by involuntary muscle 

contractions, which force certain parts of the body into abnormal, sometimes painful 

movements or postures.   

Dystonia can affect any part of the body including the arms and legs, trunk, neck, eyelids, face 

or vocal cords. 

It is the third most common movement disorder after Parkinson’s disease and Tremor, affecting 

more than 300,000 people in North America.  

Dystonia does not discriminate – affecting all races and ethnic groups. 

IF YOU HAVE DYSTONIA YOU ARE NOT ALONE 

Join Us!  

The (name of) Dystonia Support Group Is Here to Help You  
Email: @ or Call 

(include local name) 
 

 

 

 

 

 

 

 

 

  



 

10 
 

 

PROMOTIONAL BLURB  

30 Second Radio Spot 

 

  

 

Dystonia is a neurological movement disorder impacting over 50,000 people in Canada. 

The Dystonia Medical Research Foundation was created over 40 years ago to fund better 

treatments, and ultimately a cure, and to provide education and support to dystonia 

patients and their families across Canada.   

If you think you have dystonia or you’re looking to support, visit dystoniacanada dot org to 

learn about the treatments and supports available to you.  
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ONLINE PROMOTIONAL MATERIALS: 

ALL AVAILABLE UPON REQUEST 

 

1. Here is what your gift will do: 

 

 

2. Join Our Movement to Change the World for Dystonia Patients  

https://www.dystoniacanada.org/donateonline 

Or Call: 1-800-361-8061   

 

 

 

 

 

https://www.dystoniacanada.org/donateonline


 

12 
 

3. About Us – larger advertisement that talks about the work we do:  
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Appendix A:  Advertisements  
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APPENDIX B: Quarter page Newspaper/Magazine Advertisement used in the past:   

 

 

 
 


