


Duchenne Parents

Since 1994 Duchenne Parents in several countries set up 
national organisations because they decided: 

To take their responsibility and make a change in the future 
of their sons and their DMD peers 

To take action and not consider themselves as victims of 
this disease

To finding a cure and viable treatments for Duchenne and
Becker Muscular Dystrophy.

To raise awareness and money for research to help treat, 
and eventually cure, DMD



Results

Awareness from 2% - 52%

Guidelines for Optimal care 

Funding Research $12 million/year

More than 200 research projects 

Investment in Industry

Partnership with clinicians and scientists

Successful Lobbying

DMD Patient registries

Promising clinical trials ongoing



Set up in 2001 by 8 National Duchenne Parent Projects

Dedicated 
to finding a cure and viable treatments for DMD
to promoting good standards of care 
to informing and empowering parents around the globe

Collaboration
More efficient use of collective experiences and resources
Serve as a global Duchenne Parent platform

UPPMD
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dfghjkllWhy this conference?

All children diagnosed with this disease should benefit 
from a standard of care that is informed by the best 
practice of the best clinicians from all over the world. 

Parents should have enough information and knowledge to 
make sure their son gets the support and care he needs.

It is equally important that the information available 
to parents is  current  and is based upon the latest research.

The partnership between parents and clinicians is vital 
for the future of the boys and young men with DMD

Patient/Parents Empowerment
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dfghjkllWhat can you do next?

Duchenne Community.org
Presentations
Access knowledge 
Find other parents and parent groups who can help you to 

set up something in your own country.

Regional meetings
Spread information about care and research
Empower parents

Join the Global Duchenne Community
One Global Community - One Golden Opportunity
Parents have shown they can change the picture!




