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INTRODUCTION

The Canadian Neuromuscular Disease Registry (CNDR) 
facilitates research that benefits patients, families, and 
caregivers, and promotes the development of effective 
therapies for neuromuscular diseases.

The CNDR: What We Do 

A registry is a collection of standardized 
information about a group of individuals, such as 
those living with the same disease, that is used 
for a variety of specific purposes. 



INTRODUCTION
The CNDR: Who We Are
A Multi-centre, National Collaborative Program



INTRODUCTION

CONFRONTING CHALLENGES FOR RARE DISEASES 

Limited understanding of population 
demographics
Varying quality and consistency of care 
across Canada
Lengthy time to diagnosis
Quality of life data is limited
Patient voice and advocacy
Access to treatment options

OUR GOAL:

RARE DISEASE CHALLENGES:



INTRODUCTION
How it works: Core Elements

Guided by specific  objectives

Overseen by governance 
process

Adaptable and responsive 

Proper stewardship of data

Bringing together the whole rare disease community
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CNDR RESEARCH IS:



CNDR.ORG

How it works

1) Patients can register to share their data by 
completing an informed consent form for 
participation.

2) Your physician will provide your medical data into 
the registry.

3) Researchers, patient organizations, pharmaceutical 
partners, or government can apply to access the data 

4) Following approval, aggregate analyses/numbers 
would be provided

5) Patients may be contacted for potential 
opportunities for additional research studies/trials

Over 6000 patients registered across Canada!



New CNDR Dataset: FSHD

People living with FSHD are encouraged to participate in the CNDR!

• Developed in collaboration 
with Muscular Dystrophy 
Canada

• Currently wrapping up clinician 
and patient roundtables to 
provide feedback on the draft 
dataset

CNDR is launching an FSHD-specific 
clinical dataset in 2024!

The dataset will collect clinical 
information on patients with FSHD to 
help facilitate research and readiness 

for clinical trials and potential new 
therapeutics



CNDR Reach: Network Expertise and Advocacy



CNDR Reach: Engaging with Patients



CNDR Reach: Patient Engagement Survey

Most Important Items

1. Medications & Treatments
2. Independence in daily activities
3. Mobility and Motor Function
4. Fatigue/Energy Levels
5. Access to Support Services

Motivations for Registry Participation

1. Improve my own care
2. Participate in CT’s
3. Contribute to knowledge and understanding
4. Desire to help others
5. Participate in other research (i.e., surveys)

SURVEY RESULTS:

UNDERSTANDING THE PATIENT VOICE IN REGISTRY RESEARCH
Through a CNDR patient preference survey



Connect with the CNDR national office 
(www.cndr.org) and/or your ALS 
physician

STEP 1

Read an informed consent form that 
explains what's required of you, and 
how the registry works.

STEP 2

Contact the CNDR national office or 
your physician if you have questions

STEP 3

Sign up to request your medical 
information to be shared!

STEP 4

What do I do?

Registering to Participate in the CNDR

Scan to access cndr.org

http://www.cndr.org/


Funders & Partners
Past & Present

- Mitsubishi Tanabe Pharma Canada
- Amylyx
- Biogen
- Cytokinetics
- Roche
- Novartis
- Dynacure
- Defeat Duchenne Canada
- Pfizer
- Sanofi Genzyme

- Cure SMA
- ALS Society of Canada
- Starratt Family Foundation
- The Marigold Foundation
- Muscular Dystrophy Canada
- NMD4C
- CALS
- TREAT-NMD
- CDC
- Statistics Canada
- CADTH



Access our website:

Contacting the CNDR

cndr.org

Contact our office:

cndradmin@ucalgary.ca

403-210-7303


