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 Funding to Patient Organisations 

 
Patient Organisation 

 
Activity description 

 
Amount 

£ 
(Excl. VAT) 

Asthma UK and British Lung 
Foundation Partnership 
 

Provision of a grant towards funding of the 2022 activities for 
Taskforce for Lung Health. 
 

£50,000.00 
 

Bliss Sales 

Provision of a grant towards funding project "Barriers to 
Involvement in Neonatal Care 2022" - Design and development of 
two summary reports and development of effective policy 
solutions. 

£8,500.00 
 

Bliss Sales 
Provision for funding Project "Barriers to involvement in neonatal 
care 2021/22". 
 

£1,681.00 
 

Cystic Fibrosis Trust 
 

Sponsorship of the UKCF Conference held on 11th May 2022. 
 

£10,000.00 
 

Cystic Fibrosis Trust 
 

Sponsorship of UK CF Clinical Trials Conference 4th March 2022. 
 

£300.00 
 

Cystinosis Support Network 
 

Provision of donation for redesign of the CNE website – 
www.cystinosis-europe.eu. Developing a resource pack for families 
to educate teaching and health care staff and other educational 
purposes 

                              
£17,423.60  

 

Lebers Hereditary Optic 
Neuropathy Society (LHON 
Society) 
 

Provision of grant towards funding a Patient and Family 
Engagement event in Birmingham during September 2022. 
 

£5,000.00 
 

Metabolic Support UK 
 

Provision of grant towards resource towards “Get Involved” and 
“Access to Medicines e-module” projects. 
 

£10,000.00 
 

MPS Society 
 

Funding to provide MPS patients and families to access to Mental 
health and Wellbeing services. 
 

£10,000.00 
 

National Kidney Federation  
 

Funding towards design, print and supply of Kidney Transplant 
credit card sized cards to Renal units and clinics. 
 

£2,000.00 
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Rare Disease Research 
Partners 

Feasibility study to identify possible data sources and study 
participants. 

                                
£6,240.94  

 

Rare Disease Research 
Partners 

Study of patients, specialist nurses and clinicians, to provide data 
on potential knowledge gaps within specialty services 

£25,560.00 
 

Sinus UK 
Provision of sponsorship at Global workshop - providing Chiesi 
employees with insights regarding empathy in the doctor-patient 
relationship. 

£2,150.00 
 

The Lily Foundation 
 

Provision of funding for 2022 Lily Family weekend event, learning 
and support for families 
 

£6,500.00 
 

 


