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What Do We Mean by Patient Engagement?



• The more you learn about FSHD, the better able you will be to 
advocate and care for yourself and your family.

• Sharing your experiences adds to knowledge and improves 
medical care and clinical trial design.

• You are essential as collaborators and activists.

YOU—THE PATIENTS, FAMILIES AND CAREGIVERS—CAN 
DRIVE US FURTHER AND FASTER TOWARD OUR GOAL

Community Engagement





• Patients’ quality of life 
was affected 
“Moderately” to “Very 
much” by weakness in 
arm/shoulder (88%), 
foot/leg (80%), and 
core/abdominal 
muscles (81%).

• Fatigue and pain also 
frequently impacted 
patients’ quality of life.

Factors affecting quality of life





Your engagement informs future clinical trial design



$64 MILLION QUESTION
DOES A TREATMENT WORK?
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A sobering fact

Across all research, 85 percent 
of trials face delays and 30 
percent never get off the ground 
due to a lack of volunteers. 

We can’t let this happen in 
FSHD. Our families are waiting.
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FSH Society Chapter Program
• Fundraising
• Community Building
• Education & Empowerment



The Power of a Chapter

• Think globally, act locally

• Volunteer led, staff-supported

• Leadership training

• Serve families where they live

• Strengthen relationships with 
research centers

• Empowerment



The Power of a Walk & Roll

• Build programs

• Build community

• Empower patients/families

• Tells a story

• Limitless fundraising potential

• In 2018, 5 walks raised $230K!





What about Miami (and elsewhere in Florida)?



Thank you to
• Dr. Mario Saporta and the University of Miami Miller School of 

Medicine team
• Drs. Ora and Isaac Prilleltensky
• Our guest speakers
• Robyn O’Leary, FSH Society



Your gateway to all things FSHD
www.fshsociety.org

Super
Important!

https://www.fshsociety.org/


The Cure is out there.
It’s up to all of us make it happen.


