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NHS BLOOD AND TRANSPLANT 
ORGAN DONATION AND TRANSPLANTATION DIRECTORATE (ODT) 

 
MINUTES OF THE FOURTH MEETING OF  

LIVER PATIENT SUPPORT GROUPS AND ODT 
HELD ON TUESDAY, 7TH FEBRUARY 2012 AT  

THE ROYAL COLLEGE OF GYNAECOLOGISTS AND OBSTETRICS, LONDON  
 

PRESENT: 
James Neuberger Associate Medical Director, ODT (NHSBT) 
Alex Gimson Chair of NHSBT Liver Advisory Group 
Penny Barnard Addenbrooke’s Liver Transplant Association 
John Crookenden Addenbrooke’s Hospital (patient) 
Andrew Langford British Liver Trust 
Sarah Wise   British Liver Trust 
Catherine Arkley Children’s Liver Disease Foundation 
Sarah Fernau Haemochromatosis Organisation 
Donna Barrington-Smith King’s Listen Support Group 
Martin Vaux King’s Listen Support Group 
Joan Bedlington LIVErNORTH – Charity for liver patients in N. East 
Tilly Hale LIVErNORTH – (Transplantee) 
Robert Mitchell-Thain PBC Foundation 
Martine Walmsley PSC Support 
Lynda Hayward PSC Support 
John Gibbs Queen Elizabeth Liver Support Group 
Murat Akyol Royal Edinburgh Infirmary 
Susan McRae The Hepatitis C Trust 
Keith Ellis The Hepatitis C Trust 
Valerie Wheater Wilson’s Disease Support Group - UK 
Kerri Barber Statistics & Clinical Audit, NHSBT 
Kamann Huang Corporate Services, ODT (NHSBT) - Secretary 

  
APOLOGIES: 

Chrissy Davis  Cornwall Hepatitis C Support Group 
John Weale Hepatitis C Nomads (patient) 
Ian McCannah Royal Free Hospital (Transplantee) 
Janet Atherton St James Hospital - Liver Transplant Support Group 
Tess Harris The Polycystic Kidney Disease Charity 
John Parkes University Hospital Birmingham 
Sue Falvey Head of Clinical and Nursing governance, ODT (NHSBT) 

 
 

1 WELCOME AND INTRODUCTION ACTION 
   
 Prof Neuberger welcomed attendees and introduced the meeting by 

highlighting its importance.  He reported that NHSBT is currently 
reviewing the selection and allocation policies for all solid organs.  
The aim of this meeting is to review specifically the current allocation 
policy for livers from deceased donors which follows on from 
discussions at previous meetings.  
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Prof Neuberger raised the following points: 

• There are a number of options to consider: keep the status 
quo, modify the current centre-based system or adopt a 
different system. 

• NHSBT seek the views from all interested parties e.g. 
clinicians, patients and patient groups.  There is no preferred 
option from NHSBT. 

• Views will be fed back to the Liver Consensus Conference on 
29 March 2012 whereby all interested parties will be invited to 
attend. 

• There will be an external moderator, Sir Scott Baker.  
• A report prepared by Sir Scott Baker detailing 

recommendations on how to take things forward will go to the 
NHSBT Board.   

• It is envisaged that it will take between 9 and 12 months before 
any change is implemented. 

• Discussion from today’s meeting may not be unanimous but 
the consensus will be fed back at the March meeting. 

• The Group is to decide who will represent them at the March 
meeting.   

Prof Neuberger introduced Dr Gimson as Chair of the Liver Advisory 
Group and Mr Akyol as Chair of the Liver Selection and Allocation 
Working Party.   

  ACTION 
 
 
 
 

   
2 CURRENT ALLOCATION SCHEME IN THE UK  
   
 Mrs Barber gave a presentation on the current liver allocation scheme 

in the UK.   
 

   
3 POTENTIAL PROBLEMS WITH THE CURRENT SCHEME  
   
 Mr Akyol gave a presentation about potential problems with the 

current scheme.   
He highlighted that of all liver transplants performed in the UK around 
85% are elective transplants and 15% super-urgent, hepatoblastoma 
or intestinal transplants. 
The main points from the presentation were: 
Potential problems with the current system 
Mr Akyol reported that at the time of offering a donor liver, the 
potential recipient’s characteristics are known and the donor 
characteristics are known.  For each blood group compatible liver, a 
centre makes a decision about which patient on their transplant list 
needs the liver the most.  This is a composite measure of patient 
characteristics, donor (quality of) characteristics and other factors, 
thus surgeons may not make the same decision about who should 
receive a particular liver.   
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For any allocation system there is a requirement for equity of access 
and uniformity of approach, and currently, it is sometimes difficult to 
defend why certain patients are chosen over others to receive a 
particular liver. 
In addition, if a centre has a small transplant list, there may not 
possibly be enough patients to choose from to allocate the liver.  
Similarly, if a centre has a large transplant list, it may be difficult at 
times to decide who to allocate the liver on an objective basis, thus 
there is a requirement for this.   
Potential strengths of the current system 
Mr Akyol discussed the potential strengths of the current system 
which are summarised as follows: 

- Scoring systems defining ‘Need’ have limitations, as arguably  
     experienced clinicians will make better decisions; 
-    Allows matching of graft quality to recipient sickness;   
-    Allows consideration of distance, cold ischaemia time, special  
     needs of certain recipients; 
-    Greater matching locally, and 
-    Shorter cold ischaemia time. 

 ACTION 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

   
4 SOME ALTERNATIVE SOLUTIONS AND THEIR CONSEQUENCES  
   
 Mr Akyol gave a further presentation about some alternative solutions 

and their consequences.     
The main points from the presentation were as follows: 
He reported that there are conflicting attributes of the optimal 
allocation system: fairness, equity, objectivity, transparency and 
utilitarianism.  He described the three allocation schemes considered 
and compared with the current centre-based allocation scheme. 
Needs based scheme - prioritises patients according to their survival 
on the transplant list whilst waiting for a transplant; the patient with the 
shortest estimated survival time gets offered a liver first.  This scheme 
aims to reduce mortality on the transplant list, but as a consequence 
may worsen outcome after transplantation (because the patients 
prioritised are so sick).  It takes no account of the quality of the 
donated liver on offer but simply recommends that the next available 
liver is offered first to the “sickest” patient. 
Utility based scheme - prioritises patients according to their survival 
after transplantation; the patient with the longest estimated survival 
time with a particular liver is offered the organ first.  This scheme aims 
to maximise the survival rate after transplantation, but may be at the 
expense of allowing more to die waiting for a transplant, because the 
patients with the best outcome after a transplant tend to be the ones 
with a lower risk of dying without a transplant.  This scheme takes into 
consideration the quality of the donor organ alongside patient 
characteristics in order to identify the patient with the best post-
operative survival. 
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Transplant Benefit scheme - The third scheme prioritises patients by 
ranking them by the number of additional years of life they gain from a 
transplant.  This is the difference between their estimated survival with 
and without a transplant.  This scheme takes into consideration the 
quality of the donor organ alongside patient characteristics in order to 
identify the patient who has the greatest number of life-years to gain 
by a transplant.  
Many questions arose from this presentation and discussion took 
place about age discrimination, aetiology of liver disease and how 
Clinician’s views/feelings/ subjectivity may be translated in an 
objective way? 
Dr Gimson briefed attendees on the US allocation system in response 
to a question raised about allocation systems in other countries.  In 
response to a question on how outcome results from the UK compare 
to Europe and US Dr Gimson reported that compared to the US          
5-year outcomes are similar. 
Assurance was required as to how a change in the allocation for adult 
patients will impact on the allocation to paediatric patients.    

 ACTION 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

     
5 RESULTS OF RECENT SIMULATIONS AND ALTERNATIVES  
   
 Dr Gimson gave a presentation on the results obtained from 

comparing the current centre-based allocation scheme with the three 
simulated allocation schemes.   
He reported on the three types of allocation scheme: Need, Utility and 
Transplant Benefit (refer to section 4 above) and described how 
population life-years are calculated for the different schemes.  An 
account was also given on the impact the simulated allocation 
schemes have on ethnicity, age and aetiology.   
Discussion took place about the cancer patients and why they appear 
to receive considerably fewer transplants under the simulated 
schemes compared to the current centre-based scheme.  Dr Gimson 
reported that NHSBT is currently looking into this.    

 
 
 
 

6 QUESTIONS AND DISCUSSIONS  
   
 Prof Neuberger asked attendees to consider the following questions 

during their discussions:   
• How should donor livers be allocated in the UK?     
• What are the principles that should be adopted for liver 

allocation? 
• Should the current centre-based system be kept and modified?  

If it is decided that the status quo should remain then a more 
transparent scheme is required. 

• Should a different scheme be adopted based on Need, Utility 
or Transplant Benefit and allocate locally, regionally or 
nationally? 

• What are the key principles an allocation scheme is trying to 
deliver? 
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• The number of transplants will be determined by the number of 

donors not by the allocation of donors. 
• If there is a consensus then what is the preferred option? 

Prof Neuberger stressed that the views of patients, patient groups and 
clinicians are crucial and that all opinions will be taken on board.  He 
also reiterated that it is the NHSBT Board who will decide on which 
allocation scheme will be adopted for the allocation of donor livers. 
Prof Neuberger asked attendees to choose a representative to put 
their views across at the Consensus Conference.  Attendees 
nominated Andrew Langford and Catherine Arkley as the two 
representatives for all the patient groups and charities, with               
Andrew Langford being the speaker at the Consensus Conference.  
Attendees were given a period of time to discuss amongst themselves 
their preferred allocation model in the absence of Prof Neuberger,      
Dr Gimson, Mr Akyol and Mrs Barber. 
Following discussion attendees felt that they were unable to reach a 
unaniminous decision and would need to take the information back to 
their respective patient groups to seek opinions as well as to fully take 
on board all the information and points raised.  They asked NHSBT to 
support a further meeting of the Group to be held on Monday 27 
February, in London, to reach a common viewpoint.  The request was 
agreed by NHSBT. 

   ACTION  

   
7 DATE OF NEXT MEETING:  To be confirmed.  

NHS Blood and Transplant                 February 2012 

 


