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For Immediate Release
RARE DISEASE DAY 2026: LOCAL FAMILY CALLS FOR A CURE FOR ULTRA-RARE GM1
[TODAY’S DATE, YOUR HOME CITY] — Rare Disease Day was launched in 2008 as a means of improving awareness, access to diagnosis, treatment and inclusion for the 300 million people worldwide living with a rare disease. For [YOUR CITY] parents [NAME] and [NAME], that means advocating on behalf of those living with GM1 gangliosidosis, an ultra-rare, fatal genetic disease impacting their child, [NAME], [CHILD’S AGE]. 
GM1 impacts just 1 in every 100,000 to 200,000 live births, and the outcomes associated with GM1 are terrifying. 
· More than half of those diagnosed with GM1 will die before their fifth birthday. 
· There is no approved treatment for GM1, and there is no cure.
· The disease impacts primarily babies and children, all of which will suffer from severe developmental regression, mobility loss and neurodegeneration. 
[CHILD’S NAME] was diagnosed with GM1 at age [#]. This Rare Disease Day, their family is working to support the Cure GM1 Foundation and its efforts to fund Enzyme Replacement Therapy as an encouraging potential treatment option for those living with GM1. 
Though most families will not experience a GM1 diagnosis, many will experience a rare disease diagnosis. In fact, 5% of the world’s population lives with a rare disease. What’s more, 70% of genetic rare diseases start in childhood, making awareness and research surrounding rare diseases that much more important. 
This Rare Disease Day, the [LAST NAME] family would love to share their personal story of living with GM1. Please contact them at the number or email below to schedule an interview or feature. 
Media Contact: [YOUR NAME, EMAIL, PHONE]
About the Cure GM1 Foundation
The Cure GM1 Foundation’s mission is to fund research for the benefit of all those who suffer from GM1 gangliosidosis. This nonprofit organization was founded by parents of children who suffer from GM1 who seek to save the lives of all those who suffer from this wretched condition. The Cure GM1 Foundation is dedicated to directly funding research for a cure for GM1 gangliosidosis – a lysosomal storage disease that attacks the brain and spinal cord. CURE GM1 is the only 501(c)(3) nonprofit entirely dedicated to GM1 Gangliosidosis research and drug development.  
[ATTACH PERSONAL PHOTOS AND VIDEO IF POSSIBLE] 
Video: Christine’s Daughter Iris’ Journey with GM1
Video: The Promise of ERT
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