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MDC AND COVID-19: 
HOW WE’RE SUPPORTING 

CANADIANS 

           MDC REMAINS DEDICATED TO 
PROVIDING INCREASED SUPPORT

The COVID-19 pandemic has disrupted our daily lives and according 
to new research, the increased psychological distress caused by the 
pandemic is greater among those with chronic health conditions. 
For Muscular Dystrophy Canada (MDC), the pandemic has really 
highlighted the differences and inequalities that exist for people with 
chronic health conditions, such as neuromuscular disorders. 

Since March, we’ve experienced an increased demand for mental and 
emotional well-being supports, evidence-based information, essential 
equipment and advocacy for equity-focused policies. Service 
Specialists have been working directly with individuals living with 
neuromuscular disorders and their families using virtual technology. 

From navigating complicated healthcare systems, assisting with 
completing application forms, providing access to life-changing 
essential equipment and sharing information, MDC has received 

complex requests related to COVID-19. There has been a 76 per 
cent monthly increase in total interactions with clients; a 400 per 
cent increase in requests for emotional support; and, a 280 per cent 
increase in requests for education materials and answers to COVID-
related questions.

In response, MDC launched an online educational webinar series 
called #LetsTalkNMD (Let’s Talk Neuromuscular Disorders), so 
people impacted by neuromuscular disorders can access expert 
medical and research information. We also began providing virtual 
network meetings (in English and French) so our community can 
continue to make connections from the safety of their own homes. 

In addition, MDC has been actively involved in positively influencing 
change by making sure the COVID-19 response by government and 
other agencies is inclusive across all provinces and territories, and is 
in the best interest of the neuromuscular community. Together with 
other like-minded organizations and coalitions, MDC has approached 
health policies and issues in a strategic and evidence-based manner 
and has become a trusted voice for our community across Canada 
on critical issues like equitable access to ICUs as outlined in 
provincial pandemic triage protocols; use of virtual assessments 
for the Ontario Assistive Devices Program; and working towards 
health policies and financial supports for people with disabilities to 
ultimately achieve better health outcomes and improved quality of 
life during the pandemic.

IF YOU NEED SUPPORT, PLEASE CALL US AT 1-800-567-2873 OR EMAIL INFO@MUSCLE.CA 
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VISIT MUSCLE.CA/WEBINARS TO REGISTER FOR AN UPCOMING 
WEBINAR AND SEE VIDEOS FROM PAST WEBINARS! 

#LETSTALKNMD WEBINARS

MDC launched the #LetsTalkNMD (Let’s 
Talk Neuromuscular Disorders) webinar 
series in April to educate Canadians  
about different neuromuscular disorders 
and to share trusted, and up-to-date 
information on topics identified by the 
neuromuscular community.

A panel of experts including clinicians, 
researchers, and people with lived 
experience present at each webinar, 
and participants are encouraged to ask 
questions. The webinars are primarily for 
individuals impacted by neuromuscular disorders, their family members, and those 
involved in the care of people with neuromuscular disorders (e.g., allied healthcare 
professionals) but are open to anyone with an interest to learn more. 

To date, MDC has hosted over a dozen webinars including: COVID-19 and the 
increased need for family caregivers; respiratory health & NMDs; virtual-tele 
physiotherapy during COVID-19; coping with stress and anxiety during COVID-19; 
and more. 

The webinars have been hugely successful with more than 1,000 attendees to date, 
and YouTube views of 100 or more for many of the recordings. Participants are also 
signing in from all over the world. In addition to Canadians, we’ve had participants 
from the United States, Netherlands, United Kingdom, Australia, New Zealand, 
Germany, Belgium, Egypt, Greece, Lithuania, Chile and Sweden, providing an 
excellent opportunity to showcase the expertise of our neuromuscular researchers 
and clinical specialists in Canada. 

In addition to our general #LetsTalkNMD webinars, MDC together with NMD4C has 
hosted three webinars primarily for clinical specialists, researchers, medical and 
graduate students, and allied healthcare professionals. These webinars have proven 
to be a great opportunity to share information, make connections and ask questions 
answered directly by subject experts! 

 

My name is Stacey Lintern and I 
am the Interim CEO at Muscular 
Dystrophy Canada. In my first few 
months in this role, I have witnessed 
incredible resilience, innovative 
thinking and amazing collaboration. 

This pandemic has pushed us all to 
think outside the box and I am pleased 
to say that our team has risen to 
this challenge. As a result, we are 
connecting with our key stakeholders 
in new and meaningful ways. 

As we continue to Work as One and 
adapt to this ever-changing world, 
we would like to thank you for your 
commitment and dedication to MDC. 

In the coming months, we are looking 
forward to celebrating how we 
have all risen to these challenges, 
strengthened our relationships, and 
continued to achieve the Mission and 
Vision of our organization. 

Warm regards,

Stacey Lintern,

BRINGING THE EXPERTS TO YOU, VIRTUALLY

Interim CEO, Muscular Dystrophy Canada
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#LETSTALKNMD WEBINARS YOUR DONATIONS DRIVE RESEARCH  

Dr. Carolina Barnett-Tapia, University Health Network
“Patient preferences in treatments for Myasthenia Gravis: a DCE 
experiment” 

Dr. James Dowling, The Hospital for Sick Children
“CRISPR mediated gene editing: a novel therapeutic strategy for 
nemaline myopathy” 

Dr. Benjamin Gallais, Cégep de Jonquière
“Empowering caregivers to better manage Myotonic Muscular 
Dystrophy (DM) patients’ neurobehavioral symptoms” 

Dr, David Granville, University of British Columbia
“Profiling granzymes in infammatory neuromuscular diseases” 

Dr. Benoit Gentil, The Royal Institution for the 
Advancement of Learning/McGill University
“Therapeutic potential of CK1 agonists in inherited peripheral 
neuropathies”

COVID-19 has highlighted the need and importance for timely research, innovation, and scientific discovery. But to the
neuromuscular community, this drive for research has always been a priority. COVID-19 does not stop the need for research for
neuromuscular disorders and our relentless search for a cure. Thanks to supporters like you, last year more than $1.6 million was 
invested in neuromuscular disorder research grants. MDC was also able to partner with organizations like the Canadian Institute for 
Health Research (CIHR) to maximize donations and contribute to at least $3.5 million for neuromuscular research investments.

We are excited to announce the awardees of MDC’s Annual 2019-2020 Research Grant competition, which saw a record number of 
applications. Thanks to our generous donors, we were able to fund almost twice the number of applications compared to 2018-2019.

The applications went through a rigorous review process by a panel of scientific and medical experts from Canada and the U.S. as well
as experts with lived experience. The process identified projects with strong potential impact for the neuromuscular community with a
focus on improving diagnosis, discovering new forms of treatments and symptom management, as well as improving care.

Supporting these projects would not be possible without the generosity of our donors including supporters of the Charcot-Marie-Tooth
Research Fund, IIsa Mae Chowaniec Fund, Duchenne Muscular Dystrophy Research Fund, Myasthenia
Gravis Research Fund, Myotonic Dystrophy Research Fund, Shad’s R&R Fund, SMA Research Fund, and Theodore R. Wise Fund. 

IF YOU WOULD LIKE TO HELP FUND RESEARCH, OR IF YOU HAVE ANY QUESTIONS ABOUT RESEARCH, 
PLEASE EMAIL RESEARCH@MUSCLE.CA OR CALL 1-800-567-2873 EXT.9037

MDC ANNUAL GRANT CALL AWARDEES  

Dr. Luc Hébert,  Université Laval
“Muscle strength reference values for adults: a critical need in NMD”   

Dr. Rashmi Kothary, Ottawa Hospital Research Institute
“Canonical disease features in a novel mouse model of Spinal 
Muscular Atrophy (SMA) type III and IV” 

Dr. Vladimir Ljubicic, McMaster University
“Reverse translation from the diabetes clinic to pre-clinical Muscular 
Dystrophy” 

Dr. Martine Tétreault, Centre Hospitalier de l’Université  
de Montréal
“Identification of modifiers underlying the variable phenotypes of 
RYR1 myopathy”
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We are excited to share that this year, The Tenaquip Foundation Walk for 
Muscular Dystrophy (Walk4MD), will take place as a virtual event across 
Canada on September 12, 2020 at 2 p.m. EST.

This marks the first-time neighbours won’t be gathering in local communities 
to Walk As One, but by going virtual we can bring an even larger neuromuscular 
community together in a safe way that is fun and meaningful for all.

Register today, and join us on September 12, 2020 at 2 p.m. EST for a live 
broadcast. Whether you’re on the east coast, the west coast, or anywhere in 
between, we’ll be coming together as a nationwide community to celebrate 
YOU and the tremendous impact we can make when we Walk As One.

Visit walk4md.ca or contact Jill Meyers at jill.meyers@muscle.ca or 1-800-
567-2873 x 4102 to register or learn more!

THE TENAQUIP FOUNDATION WALK4MD IS GOING VIRTUAL!

JOIN US FOR THE VIRTUAL HIGH RISE CHALLENGE!
Here’s your chance to take part in MDC’s most competitive and challenging 

event of the year. On September 26, 2020, the 23rd edition of the High Rise 
Challenge will take place as a nationwide virtual event. 

Participants across Canada can complete a range of different challenges 
leading up to the event, and share their pictures and videos with us via social 

media! Then on September 26, we’ll come together to celebrate the incredible 
strength and endurance of our participants and our neuromuscular community 

at what promises to be a fun and inspiring virtual event.

Will you rise with us? Visit defigratteciel.com to learn more and register!

YOU CAN HELP FIRE FIGHTERS FILL THE BOOT!
Since 1954, Fire Fighters have pledged to be there for MDC and Canadians 
impacted by neuromuscular disorders. This year, Fire Fighters had to cancel 
many of their efforts to Fill the Boot in support of MDC. But, the needs of 
people impacted by neuromuscular disorders can’t be cancelled. 

Fire Fighters want to keep the tradition of helping to Fill the Boot going 
and since they can’t physically be out in their communities asking people to 
help, they need you to help them by donating online. 

Visit filltheboot.ca and help Fire Fighters Fill the Boot. 

TO STAY UP TO DATE ON ALL UPCOMING EVENTS, PLEASE VISIT MUSCLE.CA/EVENTS


