
Patient Organization Support Payments made between  
1st January 2024- 31st December 2024  

 

Organization  Description / NAF Summary Amount Amount 
in GBP 

Association for Glycogen Storage 
Disease (AGSD) 

Funding for 2024 activities  15,000 

Beacon: For Rare Diseases Support for the ‘Building Rare Leaders’ programme  5,000 
Genetic Alliance UK Funding for the ‘Seeking a Rare Diagnosis’ project  5,000 
Genetic Alliance UK Corporate partnership 15,000 
Genetic Alliance UK Funding towards Rare Disease Day campaign  12,800 
Kidneys for life Funding support for 8th Fabry Update conference  75,000 
Medics for Rare Disease  Corporate partnership  15,000 
Medics For Rare Disease Fee for service for advice 2,844 
Metabolic Support UK Sponsorship for conference  10,000 
Metabolic Support UK Funding towards patient education activities  10,000 
MPS Society UK Corporate roundtable membership 16,500 
MPS Society UK Fee for service for advice 970 
MPS Society UK Funding toward advocacy and support services  20,000 
MPS Society UK Fee for service for speaker  1,030.30 
Pompe Support Network UK Funding for 2024 activities  15,000 
Pompe Support Network UK Funding towards disease management guide   23,000 
Pompe Support Network UK Medical Advisory Board 472 
RDRP (a wholly owned not-for-profit 
subsidiary of MPS Society UK) 

Sponsorship of conference    23,500 

Rareminds  Fee for service for advice  937.50 
Rareminds Funding for 2024 activities  5,000 

 


