Patient Organization Support Payments made between
1st January 2025- 31s* December 2025

Organization Description / NAF Summary Amount Amount
in GBP

Association for Glycogen Storage Funding for 2025 activities 15,000
Disease (AGSD)

Beacon: For Rare Diseases Support for the ‘Building Rare Leaders’ programme 5,000
Cambridge Rare Disease Network Sponsorship 3,500
Gene People Funding for 2025 activities 5,000
Genetic Alliance UK Rare Disease Day 2025 10,000
Genetic Alliance UK Rare Disease Day 2026 10,000
Genetic Alliance UK Rare Disease UK Industry Membership 2025-26 15,000
Global LSD Collaborative Support for Global LSD 15,000
Medics for Rare Disease Corporate partnership 15,000
Medics For Rare Disease Fee for service for advice 1,500
Metabolic Support UK Sponsorship for conference 1,728
Metabolic Support UK Funding towards patient education activities 19,680
MPS Society UK Corporate roundtable membership 16,500
MPS Society UK Fee for service for advice 1,710
MPS Society UK Funding toward advocacy and support services 20,000
Pompe Support Network UK Funding for 2025 activities 15,000
Pompe Support Network UK Expert Speaker - Monitoring Workshop 566.20
Progress Education Trust (PET) Support for Rare Metabolic Diseases virtual event 1,717
Rareminds Funding for 2025 activities 5,000
The Renal Association t/a The UK UKKW - 10-12th June 2025 Sponsorship 2,500
Kidney Association

The Society for Service fee for facilitating discussion at Fabry 1,358

Mucopolysaccharide Diseases

Exchange event




