Patient Organisation Support

Country Year Name of Organisation Nature of Organisation Reason for Support Amount Paid Currency
A charity in the UK supporting children, young people and adults with the life-limiting heart condition
cardiomyopathy. Acommunity of people affected by cardiomyopathy, medical experts, and charity Independent Grant provided for an HCP
UK 2025 CARDIOMYOPATHY UK R . , ; . o . . o 15,000.00 GBP
professionals working to provide support and information, campaigning for better access to quality education project in 2025
treatment, saving lives through raising awareness and providing hope through shaping research.
A charity in the UK supporting children, young people and adults with the life-limiting heart condition
cardiomyopathy. Acommunity of people affected by cardiomyopathy, medical experts, and charity
UK 2025 CARDIOMYOPATHY UK R . , ) . o . HCP Study Day 2,000.00 GBP
professionals working to provide support and information, campaigning for better access to quality
treatment, saving lives through raising awareness and providing hope through shaping research.
- . . S - Sponsorship to support the organisation of
o Amyloidosis UK is dedicated to supporting individuals affected by amyloidosis and focused on a o Rk
UK 2025 Amyloidosis UK . | ) . ) ) X N the Amyloidosis Ireland International 7,500.00 GBP
multi-faceted approach to improve the lives of patients with this rare and serious condition. i
Conference in June 2025
Amyloidosis UK is dedicated to supporting individuals affected by amyloidosis and focused on a PAG representative advisor at Patient
UK 2025 Amyloidosis UK v ) pport! ¢ ; ccted byamy ) o P ve advisor : 1,215.00 GBP
multi-faceted approach to improve the lives of patients with this rare and serious condition. Leadership Council
. . A charity to help people living with Huntington’s disease to live a better life. They improve care and
Huntington's Disease . . - ) - . . .
UK 2025 Association support services for people with Huntington’s disease, educate families and professionals, and Charitable Donation 756.47 GBP
champion people’s rights.
. X A charity to help people living with Huntington’s disease to live a better life. They improve care and . .
Huntington's Disease . . . . L . Sponsorship of the Annual Patient
UK 2025 L support services for people with Huntington’s disease, educate families and professionals, and 7,500.00 GBP
Association . . Conference
champion people’s rights.
UK 2025 The British Porphyria Aims to support and educate patients, relatives and medical professionals about the porphyrias, so Travel Grant to support attendance at 2226.87 GBP
Association as to improve the lives of those living with its effects. International Porphyria Symposium T
UK 2025 The British Porphyria Aims to support and educate patients, relatives and medical professionals about the porphyrias, so Grant to support patient events and 35,000.00 GBP
Association as to improve the lives of those living with its effects. education ’ )
The British Porphyria  [Aims to support and educate patients, relatives and medical professionals about the porphyrias, so . .
UK 2025 L Py . PP . P L. . P porpy! BPA and BIPNET meeting sponsorship 7,500.00 GBP
Association as to improve the lives of those living with its effects.
The British Porphyria  [Aims to support and educate patients, relatives and medical professionals about the porphyrias, so
UK 2025 L Py . PP . P . o P porpy! Speaker at Alnylam Conference 599.39 GBP
Association as to improve the lives of those living with its effects.
UK 2025 The British Porphyria Aims to support and educate patients, relatives and medical professionals about the porphyrias, so Participation in 2 Patient Advocacy Group 1.147.50 GBP
Association as to improve the lives of those living with its effects. Leadership Council meetings T
UK 2025 The British Porphyria Aims to support and educate patients, relatives and medical professionals about the porphyrias, so Participation in 2 Patient Advocacy Group 1.147.50 GBP
Association as to improve the lives of those living with its effects. Leadership Council meetings T
Members of Public, including patients and journalists
Country Year Members of Public Type Support Type Reason for Support Amount Currency
UK 2025 N/A N/A N/A N/A N/A
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