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Impact on Care

awarded certification by 
PPMD across the US as 

of February 2023

in PPMD network of 
certified clinics

added to average 
lifespan due to 

PPMD-led advances

of identifying & addressing 
gaps in care through 

specialty workshops & 
consensus meetings

38 
clinics

750 care 
providers

10 
years

20 
years



*As of November 12, 2022

SEATTLE CHILDREN’S  
HOSPITAL

UCSF BENIOFF  
CHILDREN’S HOSPITAL 

UC DAVIS

UCLA

LUCILE PACKARD CHILDREN’S 
HOSPITAL STANFORD

CHILDREN’S HOSPITAL L.A.

UNIVERSITY OF UTAH/ 
PRIMARY CHILDREN’S HOSPITAL

CHILDREN’S HOSPITAL COLORADO
UNIVERSITY  
OF VIRGINIA  
CHILDREN’S  
HOSPITAL

NATIONWIDE CHILDREN’S  
HOSPITAL

DUKE CHILDREN’S  
NEUROMUSCULAR CENTER

KENNEDY KRIEGER INSTITUTE

CHILDREN’S HOSPITAL OF  
THE KING’S DAUGHTERS

CHILDREN’S NATIONAL HOSPITAL

YALE NEW HAVEN  
CHILDREN’S HOSPITAL

CHILDREN’S HOSPITAL 
WISCONSIN

LURIE 
CHILDREN’S 
HOSPITAL

AMERICAN FAMILY CHILDREN’S HOSPITAL UNIVERSITY OF  
ROCHESTER

NEMOURS/ALFRED I. DUPONT 
HOSPITAL FOR CHILDREN

CHILDREN’S MERCY HOSPITAL

UNIVERSITY OF 
IOWA CHILDREN’S 
HOSPITAL

UNIVERSITY OF MISSOURI

CHILDREN’S HOSPITAL  
OF RICHMOND AT VCU

Plus, two Global Certified Duchenne Care Centers: Red Cross War Memorial  
Children’s Hospital (South Africa) and Motol University Hospital in (Czech Republic)

AKRON 
CHILDREN’S 
HOSPITAL

CHILDREN’S MEDICAL 
CENTER DALLAS/UTSW

HELEN DEVOS  
CHILDREN’S  
HOSPITAL

ST. LOUIS CHILDREN’S 
HOSPITAL

UPMC CHILDREN’S  
HOSPITAL OF  
PITTSBURGH

BILLINGS CLINIC

CINCINNATI CHILDREN’S 
HOSPITAL

MONROE CARELL JR. 
CHILDREN’S HOSPITAL 
AT VANDERBILT

ARKANSAS CHILDREN’S 
HOSPITAL

STONY BROOK  
CHILDREN’S HOSPITAL

RILEY 
CHILDREN’S 
HEALTH

PPMD’s Certified Duchenne Care Centers



FAMILY CARE GUIDE
Partnered with MDA, Treat-NMD, 
and WDOIncludes an overview of 
the Duchenne Care

Considerations across the 
lifespan in an “easier-to-digest” 
format

“Duchenne 101” and genetic 
testing, adjusting to the diagnosis 
and finding support, early care, 
and introduction to clinical trials

PPMD worked with a team of expert 
Physical Therapists (PTs) to develop 
an easy-to-follow guide for parents 
and physical therapists.

DUCHENNE CARRIERS:
YOUR QUESTIONS ANSWERED

This comprehensive guide addresses the 
questions most often asked by carriers. 

Developed in collaboration with carriers 
and with expert providers from neurology, 
genetics, cardiology, and psychology

DUCHENNE CARE GUIDES

NEW DIAGNOSIS
& EARLY CARE GUIDE

RANGE OF MOTION GUIDE

CARE

parentprojectmd.org/care-and-support-materials



Care & Support Materials



Resources for School



ParentProjectMD.org/think





One-to-one meetings 
with the PPMD team for 
personalized support.

parentprojectmd.org/foryou



Ways to Engage with 
the Duchenne 
Community

•Family & Adult 
Outreach Programs

•Annual Conference
•Endurance Fundraising
•DIY Fundraising
•Coach to Cure MD
•Advocacy



PPMD’s Connect

• Volunteer-led family outreach 
groups

• 28 across the country
• In-person and virtual family 

get-togethers
• Facebook groups
• Great way for families to find 

support and build a network of 
connection



Grandparents and 
Siblings
• Grandparents & Extended Family 

Members Group
• Meets virtually every other 

month
• Speakers cover relevant topics
• Time for connection and Q&A

• Sibs Connect
• Facebook group for 16+
• Virtual socials
• Conference sessions



Newly Diagnosed 
Program
• Annual Conference scholarship

• Dedicated sessions just for new 
families

• Mentorship program
• Free conference registration

• Materials 
• Newly Diagnosed Families Guide
• Education Matters
• Dedicated section of website
• Free resource center

• Meet & Greets (virtual) throughout the 
year. Contact Nicole@parentprojectmd.org 
for details about these sessions.

mailto:Nicole@parentprojectmd.org


PPMD’s Adult Advisory 
Committee (PAAC) &
Tween Group
• Represent the teen and adult voice of people 

living with Duchenne and Becker
• Serve as leaders in the community and actively 

participate in:
• PPMD federal advocacy efforts
• Industry-led focus groups
• Duchenne adult-specific care programs and 

resources
• Awareness projects
• Mentorship and social connection 

• Tween Socials – virtual, quarterly get togethers 
for 9-13 year olds living with Duchenne 



2024
Annual 
Conference
30th Anniversary

• June 27-30 in Orlando, FL

• To celebrate our 30th anniversary, we are offering families a special $30 
registration fee

• Largest, most comprehensive annual international conference focused 
on Duchenne & Becker

• Attended by families, physicians, researchers, caregivers, industry 
partners and those living with Duchenne

• Kids Track while parents attend sessions

• Includes sessions for grandparents, siblings, dads


