
Patient Organisation 
Name Country Monetary Value of Financial 

Support and of Invoiced Costs GBP Description of Support 1
Non‐monetary 
Benefit for PO 2

Optional
Indication of Patient Organisation's 
Total Income and/or the Company's 

Support as a Percentage

Fees for Services/ 
Expenses GBP

Grants
‐                                                                               Not applicable

Sponsorship of Meetings
‐                                                                               Not applicable

Other Sponsorships  9,600.00                                                                     Rare Disease UK Membership

Non‐financial Support Donations ‐                                                                               Not applicable Not applicable

Fees  ‐                                        

Out of pocket/ expenses ‐                                        

Grants
‐                                                                               Not applicable

Sponsorship of Meetings
‐                                                                               Not applicable

Other Sponsorships  ‐                                                                               Not applicable

Non‐financial Support
Donations

‐                                                                               Not applicable Not applicable

Fees  500.00                                 

Out of pocket/ expenses ‐                                        

Grants
‐                                                                               Not applicable

Sponsorship of Meetings
18,963.00                                                                   Conference Sponsorship

Other Sponsorships  ‐                                                                               Not applicable

Non‐financial Support
Donations

0 Not applicable Not applicable

Fees  ‐                                        

Out of pocket/ expenses ‐                                        

Patients Contracted  Country Description of Support 1 Fees for Services/ 
Expenses 

Fees                                1,310.00 

Out of pocket expenses                                           ‐   

Fees                                   150.00 

Out of pocket expenses                                           ‐   

Fees                                   210.00 

Out of pocket expenses                                  272.50 

Fees                                   112.50 

Out of pocket expenses                                           ‐   

UK
Contracted Services Patients 1

Patients UK

1

HAE UK

Financial Support 

Contracted Services 
Not applicable

1

Genetic Aliance UK

Patient Advisory board

UK

Patients 131
Contracted Services  Shared decision making survey 

respondent 
UK

FOP Friends UK

Financial Support 

UK

Contracted Services 
Not applicable Not applicable

Not applicable

Not applicable

Not applicable

Contracted Services 

Not applicable

Contracted Services 
Not applicable Not applicable Not applicable

Financial Support 

Not applicable

Not applicable

Patients

Not applicable Not applicable

Participating in Advisory board

Media Csae study ‐ Interview

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

Types of the Support
 or Services Provided

Not applicable

Annual Disclosure of Contracted Services Provide by The Public

Contracted Services Provided

Not applicable

Video interview

Contracted Services 


