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About 
Muscular Dystrophy Canada



Ignited by Passion, 
Fueled by Hope

Accredited by 
Imagine Canada

Supported by Diversified 
Revenue including Firefighters

Nothing About Us Without Us



160+ Neuromuscular 
Diseases Included



Medical Scientific Advisory Committee

Neuromuscular 
Gene Table

Expert Consultation

Comprehensive 
list of 
neuromuscular 
diseases 
informed by:



Individually 
Rare, 
Collectively 
Common



Where the 
healthcare 
system stops, 
MDC begins.
When a Canadian is diagnosed with a 

neuromuscular disorder, we know they will 

need a lot of support and services. But the 

systems around us – provincial healthcare, 

private insurance, and government policy 

aren’t set up to give that kind of full support. 

These systems are also difficult for people to 

navigate. 

So that’s why we’re here – to fill in the 

healthcare gaps and help people find their 

way through these systems.



The reality is there is a strong need for 
‘wrap-around’ supports for people living 
with FSHD.
• With improved standards of care and approved treatments and therapies for some NMDs, people are living 

longer.
⚬ However, healthcare and community resources have not expanded to support individuals and their families as 

they age in place. 

• Healthcare and community resources are limited and if available, have long wait times. 
• As individuals age, supports required are more complex and costly. 

• This results in the neuromuscular community having the burden to deal with limited supports (in all settings i.e. 

community and healthcare).
• Parents and caregivers are aging as well and often experiencing fatigue and loss of productivity. 

• There is an impact on mental health and well being; strong desire to be connected to peers especially due to 

rarity of condition.
• Financial barriers are a significant concern, it is extremely expensive to live with a neuromuscular disorder. 

• People with neuromuscular conditions have to pay for medical and assistive devices not covered by government 

funding, constant renovations to homes and vehicles, fee for service therapies and personal care etc.



“We need to do better in 
helping people get 
answers. With answers, 
people can start planning 
their lives.”

“FSHD really is an invisible 
disability…my diagnosis 
came far too late.”



• Need for Specialized Care: Neuromuscular disorders require highly specialized 
care from multidisciplinary teams, including neurologists, physiatrists, 
occupational therapists, and other allied health professionals. Access to such 
care is limited in many regions.

• Long-term Management: These conditions are often progressive, meaning 
individuals need ongoing care throughout their lives. There is a strong need for 
specialized clinics and professionals who can provide continuous monitoring, 
personalized treatment plans, and holistic support.

• Coordination of Care: Coordinating between various healthcare providers, 
specialists, and services can be challenging. Many in the community require 
assistance navigating the complex healthcare system

Needs and Goals 
are Centred On:

Need for Specialized 
Care

Specialized Care and 
Multidisciplinary Supports

Emotional and Adjustment 
Supports

• Living with a Chronic Condition: Neuromuscular disorders can have a profound 
emotional and psychological impact, both for those diagnosed and their families. 
The need for counseling, peer support, and mental health resources is critical to 
help individuals cope with anxiety, depression, and isolation.

• Support Networks for Families: Caregivers, often family members, experience 
significant stress and burnout. Emotional and practical support, including respite 
care and caregiver networks, can help alleviate these pressures.



Needs and Goals 
are Centred On:

Need for Specialized 
Care

Funding for Clinical Care
• Access to Equipment and Services: Many individuals require expensive assistive 

devices, such as mobility aids, respiratory equipment, and home modifications. 
Funding is needed to ensure equitable access to these essential tools, which are 
often not fully covered by public healthcare or insurance.

Advocacy for Policy Change
• Access to Treatments: Advocacy is vital to ensure that people living with 

neuromuscular disorders have timely and affordable access to new therapies and 
treatments. This includes working with policymakers to approve innovative drugs 
and therapies and to reduce barriers related to cost and access.

• Inclusion in Healthcare Policy: The neuromuscular community needs advocates 
who can influence healthcare policy to address gaps in coverage, ensuring that 
people with rare diseases are not overlooked in broader healthcare planning.

• Disability Rights and Accessibility: Advocacy is also required to promote inclusion 
and accessibility in public spaces, education, and employment for individuals with 
neuromuscular disorders.

• Need for Clear, Accessible Information: People living with neuromuscular disorders 
need accurate, up-to-date information on their condition, available treatments, and 
research developments. Many struggle to find reliable sources of information.

• Clinical Trials and New Treatments: Individuals and families need clear guidance 
on how to access clinical trials and experimental treatments. 

Access to Information and 
Education



Social, Emotional and Practical 
Supports
Capability

Functional status

Comfort

Relief from physical and emotional pain 

Care

Can continue their life during care by considering elements like how many 

hours per week the patient spends scheduling and traveling to 

appointments, or how many hours are devoted to understanding and 

paying medical bills

Knowing the level of function, relief from pain and stress, and ability to participate in daily life 



FSHD-Focused Activities



What activities 
are specifically 
related to FSHD 
in 2025?

For Canadians, 
By Canadians 

Peer Support: 
1. Here2Hear Peer Support Program
2. Caregiver and Family Retreats

Generating Evidence:
1. FSHD Journey Mapping Project
2. FSHD Cost of Illness in Canada

Raising Clinical Capacity:
1. NMD4C
2. FSHD Masterclass

Influencing Policy:
1. Access to Reimbursement for Treatments
2. Early, timely and accurate diagnosis

Raising Awareness and Knowledge Exchange:
1. Hope on the Horizon: FSHD Treatment, Trials, 

Therapies Event
2. Mini-Regional Conferences on FSHD



Together we 
can ensure 
people with 
FSHD can 
receive 
comprehensive 
support

As the needs of the neuromuscular community 
grow, so does the demand for resources and 
support services. 

Your partnership with MDC is crucial in helping us 
generate the revenue needed to maintain and 
expand programs that support the growing and 
evolving needs of people with neuromuscular 
disorders and their families.



www.muscle.ca

• Victor ia.Larocca@musc le.ca
• Homira.Osman@muscle.c a 

• Facebook: MuscularDystrophyCA

• Twitter/X:  MD_Ca nada

• Instagram: md_canada

• LinkedIn:  Muscular Dystrophy Canada

Thank You & Stay 
Connected
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