
Patient Organisation 

Name Country

Monetary Value of 

Financial 

Support and of Invoiced 

Costs

Description of Support 
Non-monetary 

Benefit for PO

Fees for Services/ 

Expenses

Grant 5,000.00£                              
Seeking a Rare

Diagnosis-2024

Grant 5,000.00£                              Rare Disease Day 2025

Sponsorship 15,000.00£                            
Membership Fee for Rare 

Disease UK 2024-2025

Immunodeficiency 

Patient Group Wales
UK  Financial Support Grant 1,368.75£                              

Support for Annual Patient 

Conference 27.08.2024
Not applicable Not applicable

 Financial Support Grant 19,200.00£                            
development of a patient 

educational video 
Not applicable Not applicable

Fees 400.00£                          

Out of pocket/ expenses -£                                

Fees 550.00£                          

Out of pocket/ expenses -£                                

Annual Disclosure of Support Provided to Patient Organisations and Contracted Services Provided by Individuals Representing Patients Organisations 2024

Types of the Support

 or Services Provided

Genetic Aliance UK Ltd UK

UK

Not applicable Not applicable Financial Support 

HAE UK Webinar 10 October 

2023
HAE UK

 Contracted Services Not applicable Not applicable

 Contracted Services Not applicable Not applicable
Patient Advisory Board on 

Shared Decision Making


