
Hi, I’m Barbara Niederhoff, mom to 16-year-old Ben. My family set foot in the world of 

Duchenne Muscular Dystrophy when Ben was diagnosed in 2008. At our first Children’s 

Hospital clinic visit, we were given a Jumping Jack backpack containing books and toys 

for a kid and resources for parents. The backpack was a source of mixed feelings, being 

both a sad reminder of what we faced and a welcome source of help and solidarity for 

the road ahead. 

Through those resources inside, my husband and I learned of Parent Project Muscular 

Dystrophy. We attended our first PPMD conference that very summer. We came away 

with positive plans for Ben’s care, a lot more hope than we had at diagnosis time, and a 

lot of respect for this organization that was doing so much to advance knowledge and 

work toward real treatments. I found out that Angela Knight, The Backpack Packer, was 

also putting on this nice golf tournament to raise money for PPMD, and I’ve managed to 

help out at most of the tournaments since. 

PPMD’s trailblazing approach has brought patients and families, public agencies, and 

private companies together to create an unprecedented upwelling of research into 

DMD. We have new approved treatments, and many more are now moving through 

different stages of the drug development pipeline. We have comprehensive care 

considerations to keep our kids at their healthiest, resulting in a longer life expectancy 

and better quality of life. We have a network of advocates to keep research funded and 

to promote adaptations to clinical trials based on the challenges of studying rare 

diseases. We have the Duchenne Registry to match researchers and patients to 

improve the quality of clinical trials. 

Our local Duchenne community is proud of all the support the Knight family and the 

annual Jumping Jack Golf Tournament have given PPMD, and we love this event as a 

touchstone and memory-maker for Colorado families. 


