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A patient-driven health platform and research registry

✓ Designed by and for people living 
with FSHD

✓ Personal articles and 
recommendations

✓ Be your own citizen scientist

✓ Track symptoms over time
✓ Access all your health data
✓ Learn about FSHD and your own 

health

✓ Find and be notified of trials and 
studies

✓ Health data shared securely with 
researchers

✓ Be part of advancing research, 
including future treatments

What is BetterLife?



Our Mission: Be the transformational platform for all people 
with FSHD to take control of their health journey

What is BetterLife?



Inside BetterLife: Your dashboard



Inside BetterLife: Personalized feeds

Insights and Recommendations:

Research Opportunities:



Inside BetterLife: Data visuals



What users are saying so far

I have learned a lot of 
information from this 

website.

It’s the first place I've see 
some answers.

It has information we 
don't get elsewhere.

INFORMATIVE

SENSE OF 

COMMUNITY

I think the platform is an 
interesting opportunity to 

contribute data!

It feels like am contributing to 
the cause with a professional 

group I trust.

EXCITED TO 

CONTRIBUTE

I just think it’s always a good idea 
to try to stay together as a 

community and share 
information.

Makes you feel like you're 
not alone.

Likely (7-10)
88%

Not Likely 
(0-6)
12%

How likely are you to 
recommend BetterLife?



Late summer 2025

Linked to clinical data in CNDR

→ Register with CNDR now!

Coming soon…



How BetterLife speeds research

Sharing data securely:

1. Your personal information is removed from your 
health data.

2. Researchers make a request to use the health 
data. 

• Used to plan clinical trials, understand 
natural history, study genetics, etc.

3. Researchers can use the platform to run new 
surveys or studies.

4. Researchers can ask the BetterLife team to notify 
you of trials and other studies. 

Core Dataset

•Demographics, health history

•Clinical and genetic diagnosis

•FSHD weakness and other symptoms

Health Tracking

•Pain, fatigue, sleep, mental health

•Physical activity, exercise, diet

•Daily activities, falls

Additional Research Topics

•Clinical trial preferences

•Diagnosis journey

•Healthcare interactions



Making BetterLife better, together

Patient and 
caregiver focus 

groups

Advisory 
group

Participant 
feedback

Personal data tool + 
resources to help your 

doctors understand 
FSHD

Expanded health diary 
features

More ways to visualize 
your data and track 

over time

AI-driven insights and 
information



Questions?
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