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From our community

[image: ]Navigating the ups and downs together
Navigating the ups and downs together I am writing to you just following the news that NICE have published their decision not to recommend Vamorolone for Duchenne, a steroid alternative, for the treatment of Duchenne muscular dystrophy. Vamorolone, also known by the brand name Agamree, was approved by the Medicines and Healthcare products Regulatory Agency […]
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Taking Control Action Duchenne’s Transition Projects for young people living with Duchenne. Yes I Can “Our Yes I Can transition project has had a transformative impact on the young people who attend. We have seen people’s self-esteem, Independence and confidence greatly improve due to our exciting activity-led residential weekend away, learning new skills, and receiving […]


[image: ]Hope and Determination on Rare Disease Day 2024
Hope and Determination on Rare Disease Day 2024 Today, 29th February 2024, marks Rare Disease Day. At Action Duchenne, we join with the global rare disease community to shine a light on the 300 million people across the world living with rare diseases and their families. Duchenne muscular dystrophy is one of the 70% of […]
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