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Payments to Patient Organisations, Members of the Public and Collaborative Working in 2025 

 

Background 

 

The pharmaceutical industry is committed to operating in a professional, ethical, and transparent 

manner to ensure the appropriate and rational use of medicines and to support the provision of high 

quality healthcare. The industry aims to  provide a service that ensures patient safety and benefits. 

All interactions with patients and other stakeholders must comply with all applicable laws and 

regulations. The industry is also committed to ensuring that transparency is respected and that it is 

open about its activities and interactions with all stakeholders and encourage their stakeholders to 

act with the same openness.  

 

We believe it is important to be transparent regarding interactions with Healthcare Professionals, 

Healthcare Organisations, the NHS, with Patient Organisations and members of the public (including 

patients and journalists). Transfers of value (including payments) are disclosed via the company’s 

international website (https://kyowakirininternational.com/who-we-are/responsibility/). Details will 

be given as to the Patient Organisation, the nature of the engagement, the amount paid, and, when 

provided, the ratio of the amount provided against total earnings for that calendar year. These 

details are updated annually and every effort is made to ensure the accuracy of this data. 

 

Kyowa Kirin UK Ltd and Kyowa Kirin International PLC remains steadfast in its commitment to 

working with Patient Organisations in a manner that ensures clarity of purpose for all parties, 

transparency, maintains mutual respect, and independence of the organisation. Kyowa Kirin will not 

provide financial support that exceeds 50% of total earnings for the Patient Organisation in that 

calendar year with a preference to exceed a figure lower than this. 

 

A grant is defined by Kyowa Kirin International as a sum of money given by the company to an 

organisation, company, charity, or government to support a specific activity, project, or purpose. It is 

not a loan, so it does not need to be repaid, as long as it is used for the agreed purpose. A grant is 

always a response to a request instigated by the other party and is subject of intense scrutiny and 

then approval by an internal Grants Committee led by the Compliance Director and the process is in 

alignment with the requirements in the ABPI Code of Practice. 

 

The NHS and the pharmaceutical industry share a common goal in improving patient outcomes and 

this has been the foundation of collaborative working projects. The potential of such projects to 

deliver improvements that benefit patients has been proven in a range of services and therapies. 

Payments relating to Collaborative and Joint Working agreements will be disclosed via the company 

website and details will be given as to the NHS partner, the nature of the engagement and the 

amount paid. Information specific to Joint Working is disclosed prior to the project starting and 

updated throughout the course of the project. 

 

Payments made to Healthcare Professionals (HCPs) and Healthcare Organisations (HCOs) are 

disclosed separately along with the methodological notes explaining the manner in which 

transparency is managed by the company. 

All payments are inclusive of VAT where applicable. 

https://kyowakirininternational.com/who-we-are/responsibility/
https://www.pmcpa.org.uk/the-code/previous-abpi-codes-of-practice/2021-interactive-abpi-code-of-practice/clause-23-donations-and-grants/
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Contact: 

Please contact our Compliance Team for further information regarding disclosure 

kki_compliance_northerncluster@kyowakirin.com 

 

Useful reading: 

 

https://www.abpi.org.uk/reputation/disclosure-uk/about-disclosure-uk/definitions-disclosure/ 

https://www.abpi.org.uk/publications/disclosure-uk-faqs/ 

https://www.abpi.org.uk/publications/working-together-a-guide-for-the-nhs-healthcare-

organisations-and-pharmaceutical-companies/ 

https://www.abpi.org.uk/publications/best-practice-guidance-supporting-patient-organisations-to-

report-industry-funding/ 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:kki_compliance_northerncluster@kyowakirin.com
https://www.abpi.org.uk/reputation/disclosure-uk/about-disclosure-uk/definitions-disclosure/
https://www.abpi.org.uk/publications/disclosure-uk-faqs/
https://www.abpi.org.uk/publications/working-together-a-guide-for-the-nhs-healthcare-organisations-and-pharmaceutical-companies/
https://www.abpi.org.uk/publications/working-together-a-guide-for-the-nhs-healthcare-organisations-and-pharmaceutical-companies/
https://www.abpi.org.uk/publications/best-practice-guidance-supporting-patient-organisations-to-report-industry-funding/
https://www.abpi.org.uk/publications/best-practice-guidance-supporting-patient-organisations-to-report-industry-funding/
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Payments to Patient Organisations in 2025: 

 

The United Kingdom of Great Britain and Northern Ireland 

 

Noah’s Ark Children’s Hospital 

Cardiff & Vale University Hospital 
Board 

Heath Park 

Cardiff CF14 4XW 

 

 

£2300 

Kyowa Kirin was requested to provide a 
grant to the hospital specifically to 
offset the costs of conducting additional 
genomic testing 

 

KKI/UK/NPR/0599 

Lymphoma Action UK 
3 Cromwell Court 
New Street 
Aylesbury 
Buckinghamshire HP20 2PB 
 
Registered charity in England & Wales 
(1068395) & in Scotland (SC045850) 
 
https://lymphoma-action.org.uk/ 
 
Our support represented 0.7% of their 
overall income in 2025 

 

£4000 

Kyowa Kirin provided a grant to support 
Lymphoma Action in delivering four 
Information Days in 2024, helping 
ensure that people affected by 
lymphoma had access to high-quality, 
trusted information and support. 
Further information available at 
Lymphoma Information Days: dates 
announced! | Lymphoma Action 

 

KKI/UK/NPR/0615 

£15000 

Kyowa Kirin provided a grant to support 
the Lymphoma Action Support 
Education Programme for HCP's and 
Prehabilitation Service. Further 
information can be accessed via 
Education and training | Lymphoma 
Action 

 

KKI/UK/NPR/0625 

https://lymphoma-action.org.uk/
https://lymphoma-action.org.uk/news/lymphoma-information-days-dates-announced
https://lymphoma-action.org.uk/news/lymphoma-information-days-dates-announced
https://lymphoma-action.org.uk/healthcare-professionals/education-and-training
https://lymphoma-action.org.uk/healthcare-professionals/education-and-training
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Little Heroes 

Royal Belfast Hospital for Sick Children 
180 Falls Road 

Belfast BT12 6BE 

 

Little Heroes - The Charity for The 
Royal Belfast Hospital for Sick Children 

 

Little Heroes is a registered charity in 
Northern Ireland (NI 102447) 

 
 

£1070 

Kyowa Kirin provided a grant to support 
Little Heroes in delivering a Family Day 
for children and families in 2024, 
helping ensure that people affected by 
XLH had access to independent, 
high-quality, trusted information and 
support 

 

 

 

KKI/UK/NPR/0614 

Cancer52 

124 City Road 

London 

EC1V 2NX 

 

Cancer52 | The common voice for rare 
and less common cancers 

 

 

£12500 

Membership of the Corporate 
Supporters Programme 2025. The 
purpose of the programme is to support 
Cancer52 achieve its core charitable 
aims and purposes as well as build 
understanding and knowledge cross-
sector on issues relating to the care, 
treatment and experience of people 
with rare and less common cancers 

 

Cancer52 | Collaborations & Supporters 

 

KKI/UK/NPR/0616 

Cambridge Rare Disease Network 

c/o BCS, Windsor House 

Station Road 

Great Shelford 

Cambridge 

CB22 5NE 

 

Registered Charity Number: 1166365 

 

https://www.camraredisease.org/ 

 

Our support represented 8.5% of their 
overall income in 2025 

 

£12,000 

Corporate sponsorship of RAREsummit 
25 and membership of the industry 
roundtable. Further information can be 
accessed via the links below  

 

https://www.camraredisease.org/rarefe
st24/ 

 

https://www.camraredisease.org/rare-
disease-research-network/ 

 

KKI/UK/NPR/0619 

https://littleheroesni.org/
https://littleheroesni.org/
https://www.cancer52.org.uk/
https://www.cancer52.org.uk/
https://www.cancer52.org.uk/collaborations-and-supporters
https://www.camraredisease.org/
https://www.camraredisease.org/rarefest24/
https://www.camraredisease.org/rarefest24/
https://www.camraredisease.org/rare-disease-research-network/
https://www.camraredisease.org/rare-disease-research-network/
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Metabolic Support UK 

Centurion House 

129 Deansgate, Manchester M3 3WR 

 

Home - Metabolic Support 

 

Our support represented 5% of their 
overall income in 2025  

 

£15,000 

Gold Sponsorship of Community 
Conference 2025 on 15th November 
2025, Birmingham 

 

Community Conference 2025 - 
Metabolic Support 

 

KKI/UK/NPR/0629 

£10,000 

Travel and Accommodation costs for 
attendees from Metabolic Support UK 
to attend the 3rd Annual Adult Bone 
Disease Rare Bone Disease 
Collaborative meeting on 15th 
November 2025 (Adult Rare Bone 
Disease RDCN - Manchester Rare 
Conditions Centre) 

 

KKI/UK/NPR/0676 

Leukaemia Care 

1 Birch Court 

Blackpole East 

Worcester WR3 8SG 

 

Registered charity no. 1183890 

 

https://www.leukaemiacare.org.uk/ 

 

Our support represented 0.2% of their 
overall income in 2025  

 

£5,000 

Arm’s length funding to contribute to 
the charity’s core  2025 activities 

 

https://www.leukaemiacare.org.uk/our-
campaigns/ 

 

KKI/UK/NPR/0630 

Rareminds Ltd 

c/o Beadle House 

Bull Plain 

Hertford, SG14 1DT 

 

Home - Rareminds 

 

Charity No. 1205120 

 

 

£3,500 

Rareminds is a UK-based charity 
supporting the mental health of those 
with rare diseases and their family 
members. They provide access to 
specialist counsellors and 
psychotherapists trained in working 
with rare diseases. 

 

Kyowa Kirin gave a grant to RareMinds 
to support towards phase 3 of a 
Wellbeing Hub for people impacted by 

https://metabolicsupport.org/
https://metabolicsupport.org/news-and-events/events/community-conference-2025/
https://metabolicsupport.org/news-and-events/events/community-conference-2025/
https://www.mrcc.org.uk/clinical-diagnostics/rare-disease-collaborative-networks/adult-rare-bone-disease-rdcn/
https://www.mrcc.org.uk/clinical-diagnostics/rare-disease-collaborative-networks/adult-rare-bone-disease-rdcn/
https://www.mrcc.org.uk/clinical-diagnostics/rare-disease-collaborative-networks/adult-rare-bone-disease-rdcn/
https://www.leukaemiacare.org.uk/
https://www.leukaemiacare.org.uk/our-campaigns/
https://www.leukaemiacare.org.uk/our-campaigns/
https://www.rareminds.org/
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rare diseases. ‘The Rareminds 
Wellbeing Hub speaks to the common 
mental health challenges associated 
with having a rare condition’. Can be 
accessed at Rareminds Wellbeing Hub | 
Resources Hub 

 

KKI/UK/NPR/0631 

Genetic Alliance UK 
3rd Floor 
86-90 Paul Street 
London 
EC24 4NE 

 

Registered charity nos. 1114195 & 
SC039299 

 

https://geneticalliance.org.uk/ 

 

Our support represented 2.54% of their 
overall income in 2025 

 

£15,000 

Rare Diseases UK Industry Membership 
to allow the charity to deliver on key 
strategic priorities and activities 

KKI/UK/NPR/0636 

£10,000 

Support for Rare Disease Day 2026 

 

Rare Disease Day 2026 

 

KKI/UK/NPR/0663 

Royal Manchester Children’s Hospital, 
Manchester University NHS FT  

Oxford Road 

Manchester 

M13 9WL 

£4622 

Kyowa Kirin was requested to provide a 
grant to the hospital specifically to 
offset the costs of conducting additional 
genomic testing 

 

KKI/UK/NPR/0684 

KKI/UK/NPR/0685 

https://resourceshub.rarebeacon.org/courses/wellbeing-hub/
https://resourceshub.rarebeacon.org/courses/wellbeing-hub/
https://geneticalliance.org.uk/
https://www.rarediseaseday.org/
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Medics for Rare Diseases (M4RD) 
c/o Analogue Wonderland 
Unit 12 Treadaway Technical Centre 
Treadaway Hill 
Loudwater 
High Wycombe 
HP10 9RS 
 
Medics4RareDiseases is a registered UK 
charity (1183996) 
 
https://www.m4rd.org/ 
 

Our support represented 11% of their 
overall income in 2025 

 

£1500 

Support for Rare Disease Day 2026 
(Rare Disease Day 2026 - Medics For 
Rare Disease) 

 

KKI/UK/NPR/0680 

£15,000 

Corporate membership 

 

Sponsors - Medics For Rare Disease 

 

KKI/UK/NPR/0681 

Roald Dahl’s Marvelous Children’s 
Charity 

17 Chiltern Business Centre 

63-65 Woodside Road 

Amersham  

Bucks HP6 6AA 

 

Home | Roald Dahl's Marvellous 
Children's Charity 

 

Roald Dahl’s Marvellous Children’s 
Charity is a registered charity in 
England and Wales (1137409), Scotland 
(SC054293) 

 

 

£5,000 

Roald Dahl's Marvellous Children's 
Charity sought funding from Kyowa 
Kirin to ensure seriously ill receive the 
specialist clinical they and deserve. The 
grant would contribute towards 
establishing a new Roald Dahl Nurse at 
Great Ormond Street Hospital. This 
nurse will support children living with 
medical complexity, syndromes without 
and rare diseases from across the UK. 
The patients in their care will have been 
diagnosed with multisystem conditions, 
severe neurological impairments, or rely 
on medical technology to support daily 
life. Due to their incredibly complex 
needs, the care of these children spans 
multiple specialties and settings but 
often lacks a single to coordinate it. This 
new Roald Dahl Nurse at Great Ormand 
Street Hospital will act as this central 
coordinator, providing consistent, cross-
organisational care for their patients 
and empowering families to navigate 
their health journeys with greater 
confidence. 

KKI/UK/NPR/0682 

https://www.m4rd.org/
https://www.m4rd.org/rarediseaseday/
https://www.m4rd.org/rarediseaseday/
https://www.m4rd.org/sponsors/
https://www.roalddahlcharity.org/
https://www.roalddahlcharity.org/
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Myeloma UK 

22 Logie Mill 

Beaverbank Business Park 

Edinburgh 

EH7 4HG 

 

Registered Charity 
No. SC026116 

 

https://www.myeloma.org.uk/ 

 

Our support represented 0.09% of their 
overall income in 2025  

 

 

£5,000 

Arm’s length funding to support a 
healthcare equalities programme 
(second phase as KKI supported the first 
phase) led by Myeloma UK. The 
programme can be accessed via  

Healthcare Inequalities Programme 

 

KKI/UK/NPR/0683 

 

Payments to Members of the Public: 

 

Members of the public including 
patients 

In 2025 Kyowa Kirin International worked with 3 
members of the public (including patients) 

Journalists In 2025 Kyowa Kirin International did not work directly 
with any journalists 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://www.myeloma.org.uk/
https://www.myeloma.org.uk/news/from-ash-to-action-tackling-health-inequalities-together/
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The Republic of Ireland 

 

Rare Diseases Ireland 
Carmichael House 
North Brunswick Street 
Dublin 7 
D07 RHA8 
Ireland 
 
https://rdi.ie/ 
 
Rare Diseases Ireland is a Company 
Limited by Guarantee – CRO 140743 – 
RCN 20044633 – CHY 13930 

€5,000 Membership of Rare Diseases Ireland 
Round Table of Companies for 2024 

Industry – Rare Diseases Ireland 

 

KKI/GB/NPR/0612 

 

 

 

Collaborative and Joint Working: 

 

Collaborative and Joint Working describes situations where, for the benefit of patients, NHS and 

industry pool skills, experience and/or resources for the joint development and implementation of 

patient-centred projects and share a commitment to successful delivery. Kyowa Kirin Limited and 

Kyowa Kirin International will comply with Collaborative and Joint Working policies in all discussions 

and arrangements as defined by the ABPI Code of Practice.  

 

Name of Collaborative or Joint Working Project No Collaborative or Joint Working Agreements 
were discussed or undertaken in 2025 

 

 

https://rdi.ie/
https://rdi.ie/menu/for-industry/
https://www.abpi.org.uk/publications/collaborative-working-and-joint-working-a-toolkit-for-industry-and-nhs-wales/

