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NEWS & UPDATES

		A new publication could be a valuable tool in planning future MTM & CNM patient trialsFebruary 14, 2024
By Zak Hughes As the landscape of clinical trials in MTM/CNM grows in momentum and scope, it is incredibly important to understand exactly what a  […]

	Kingsbury High School Bake SaleJanuary 11, 2024
A group of students from Kingsbury High School based in North West London took part in the First Give Charity Project. This initiative allows  […]

	Announcing a major new research grant award – Liver Disease in X-Linked Myotubular MyopathyDecember 4, 2023
We are very pleased to announce a 3 year grant award to Dr Jim Dowling and his team at Sick Kids Hospital, Toronto, Canada, to study Liver disease in  […]

	MTM & CNM Patient Registry goes from strength to strength with a new publicationNovember 27, 2023
It is with great pleasure that we share the recent article, "The Myotubular and Centronuclear Myopathy Patient Registry: A multifunctional tool for  […]

	Lessons Learnt from the ASPIRO Gene Therapy trial : further comment is published in The Lancet, December 2023November 21, 2023
Appearing in the same December 23 The Lancet issue as the recent publication of the latest preliminary data on the ASPIRO gene therapy trial  […]

	Preliminary Data from ASPIRO ‘Gene Therapy Study for XLMTM’ is published in The Lancet NeurologyNovember 16, 2023
On 15 November, The Lancet Neurology announced a new publication of preliminary data analysis from the recent ASPIRO trial. ASPIRO is Astellas  […]

	New liver data from 110 patients presented at the World Muscle Society, October 2023October 21, 2023
At the 2023 World Muscle Society meeting this October, the MTM-CNM Liver Collaborative Working Group were delighted to be able to present new data  […]

	Thanks to everyone who supported the 2023 London Hope Walk!October 12, 2023
Thanks to our wonderful supporters, the 2023 London Hope Walk really was a very special event. We were joined by over 60 friends, old and new, the  […]






 


		
 
	
 

 

	





		
	
						
					


 				

								
					 
			









Used for the like, share, comment, and reaction iconsMyotubular Trust  updated their cover photo.
 1 week ago 
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Myotubular Trust 
 2 weeks ago 



This February marks 18 years since Myotubular Trust was set up. We are so grateful for the extraordinary amount of support we have received and continue to receive from you all. It makes our work possible. Thank you! ... See MoreSee Less
February 2024 - 18 years of Myotubular Trust
mailchi.mp
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Comment on Facebook
Happy birthday Myotubular Trust. ❤

Amazing I can’t believe it’s that long 
Well done to all involved xx

View more comments



Myotubular Trust  updated their cover photo.
 1 month ago 
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Myotubular Trust 
 1 month ago 



The ballot for the 2024 Royal Parks Half Marathon is open until 17:00pm on Friday 9th February.  If successful, you will get to run, traffic free, through four of London's stunning parks and take in many iconic landmarks en route.  You'll be cheered along by the crowds all while raising sponsorship for Myotubular Trust while you're at it.

If you enter and are successful, please do let us know and we will be here to support you with your fundraising, and to send you a Myotubular Trust t-shirt.

Thank you!

 ... See MoreSee Less
Enter the ballot
www.royalparkshalf.com
The public ballot opens on 29 January for places in the Royal Parks Half Marathon in October 
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Myotubular Trust 
 2 months ago 



If you have some time this coming weekend, why not register (or update your details) on the MTM and CNM Patient Registry, one of the most important tools we have for our community. 

If you're new to the registry, it is a disease-specific database, which welcomes the registration of living and deceased patients (including carrier women) from all over the world, and is available in 10 languages. 
MTM and CNM Patient Registryistry is operated by Newcastle University in the UK, is governed by an independent expert Steering Committee, and is part of the global TREAT-NMD Neuromuscular Network. 

The registry was developed 10 years ago, in partnership with the MTM and CNM communities, and is currently funded by Myotubular TrMuscular Dystrophy UKhy UK, and Astellas Pharma Inc.

 ... See MoreSee Less
About this Registry - Myotubular and Centronuclear Myopathy Patient Registry
mtmcnmregistry.org
A patient registry is one of the most efficient ways to quickly locate and recruit patients for clinical trials. This is particularly vital for rarer conditions, like myotubular and centronuclear myopathies. 
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Founding Patron: Professor Victor Dubowitz, Emeritus Professor of Paediatrics, Imperial College London; President of World Muscle Society
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