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ORGAN DONATION AND TRANSPLANTION 
 

MINUTES OF THE ADVISORY GROUP CHAIRS COMMITTEE MEETING  
HELD ON THURSDAY 17 JANUARY 2013, 10.00 A.M. until 1.30 P.M. 

AT THE WEST END DONOR CENTRE, LONDON 
  

 
PRESENT:  Prof James Neuberger, Associate Medical Director _Chair_ 
   Prof Andrew Bradley, Kidney Advisory Group Chair 

Prof John Dark, Cardiothoracic Chair 
Prof Peter Friend, Pancreas Advisory Group Chair 
Dr Alex Gimson, Liver Advisory Group Chair 

   Mrs Rachel Johnson, Head of Donation & Transplantation Studies 
Ms Sally Johnson, Director of Organ Donation and Transplantation 

   Mr James McNeill, IT Transformation Services _via telecom_ 
   Ms Zoe Scott, Contracts Manager, Commissioning 

Mr Mike Potter, Director of Business Transformation Services 
   Ms Karen Quinn, Assistant Director, Commissioning  

Dr Lorna Williamson, Medical and Research Director, NHSBT 
  
IN ATTENDANCE: Jacqui Sanders - Secretary, Clinical and Support Services  
   
  ACTION 
 Apologies   
   
 Paul Murphy, Darius Mirza, Steven Kaye, David Mayer, Chris Watson.    
   
1 Minutes of the meetings held on 15 November and 21 December 2012 

AGCh_M_3 and AGCh_M_4  
 

   
 Both sets of minutes were accepted as a true and correct record.  
   
2 Action Points – AGCh_AP__13_1  
   
2.1 AP1 – Quality of life in transplant recipients  
 Contact Sir Mike Richards for further details on demonstrating the 

improvement in quality of life in transplant recipients.   
J Neuberger has written to Mike Richards twice and has yet to receive a 
response.  R Johnson to provide a response when Sir Mike Richards has 
responded.  

Open Action 
 

 
R Johnson 

   
 AP2 – Improvements to the offering process _H&I KPI_  
 Submit to a future meeting an update on progress in developing a KPI for 

H&I processes as part of the retrieval programme – refer to item 7.1 
 

   
 AP3 – Allocation of DCD Kidney Pancreas:    
 Draft a letter for circulation to pancreas centres, emphasising the need to 

offer the accompanying kidney back promptly to the referring centre if the 
pancreas is not used. 
 
A Bradley reported that P Friend had sent a letter to all pancreas centres.  
This will also be presented at the RTSM on the 23 January 2013.   P Friend 
suggested there is scope for compromise and has spoken to Paul Gibbs.  
Significant discussion will be generated at the RTSM and action will be taken 
following that meeting. 
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AP4 – IT and ODT 
 Prepare a paper on the implications of the three approaches to implementing 

policies and changing NTxD. – refer to Item 9.1 
 
Provide details of allocation policies or processes requiring IT input that 
Advisory Groups wish to be implemented together with the benefits and 
consequences if not implemented.  Completed 

 

   
 AP5 -  Horizon Scanning – Normothermic perfusion       
 Propose a meeting on horizon scanning for machine perfusion for a future 

date – refer to Item 8.2 
 

   
 AP6 – Normothermic regional perfusion in DCD III donors  
 Write a letter on behalf of the advisory group chairs committee giving support 

for the pilot clinical development programme – refer to item 8.3 
 

   
 AP7 – Circulation Lists   
 Check accuracy of the circulation lists used for the organ box meeting.   

S Johnson reported that the circulation lists were checked as there were two 
lists in existence, but this has now been resolved.  Completed 

 
 

   
3 NHSBT Issues   
3.1 J Neuberger explained that a new post had been agreed to assist Paul 

Murphy and ensure the regional collaboratives work effectively.  The post will 
be submitted for approval at the SMT next week.  J Neuberger announced  
J Dark’s new post of National Clinical Lead for Governance will also support 
the drive to improve the use of donated organs.  J Dark will stand down as 
chair of CTAG and Steven Tsui will take this role. 
J Neuberger announced the appointment of Rutger Ploeg and Roberto 
Cacciola, who will be working with K Quinn and the commissioning team 
regarding clinical incidents.  R Ploeg will lead on developing and accrediting 
the retrieval teams and will chair the Clinical Retrieval Group.   

 

   
3.2 Update on 2013 Clinical Strategy  

 S Johnson reported that following a meeting of the Transitional Steering 
Group, the strategy is being written and will be sent for approval by the TSG 
and NHSBT Board and all health departments by the end of May 2013. The 
first aim is to be world leaders in organ donation and the second is to make 
transplantation possible for all people on the transplant waiting list.   
S Johnson explained the caveats in achieving these goals.  
P Friend stated there is so much to be proud of and the message needs to 
be expressed to the general public in a positive way for both donors and 
recipients. Successful delivery of the aims can only be achieved by continued 
support from the public.  In the last year, 125 families didn’t give consent and 
we need to address the lack of any drive to improve consent rates.   
A Bradley suggested the regional differences are a factor.  All regions need 
to aspire to be the best.   
S Johnson suggested we need to engage the public in a debate on organ 
donation.  

 

   
4 Advisory Group Chairs Committee ToR – AGCh_13_1  
 J Neuberger referred to the draft ToR and asked that any further comments 

or changes should be forwarded to J Sanders.  
Amendments were discussed and agreed as follows:- 
Members preferred the term committee or group, rather than forum.   
Remove section 2 as voting is inappropriate.  More involvement is needed 
from the donation side.  It was agreed to include P Murphy or deputy if he 
cannot be a regular member because of his clinical commitments.  
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P Friend emphasised the need for donation to be represented.  The initial 
proposal from Dr Gillian Schiller’s report suggested there should be lay 
representation and members supported this proposal.     
L Williamson asked if we could include someone from NHSBT regarding 
research.  This committee recommends approval of clinical policies.    
 
Changes to be made to the ToR and re-circulated to committee members. 

 
 
 
 
 
 
J Neuberger 

   
5 Solid Organ Advisory Group Review   
5.1 Draft ToR for Solid Organ Advisory Groups – AGCh_13_2  
 It was suggested that the chairs consider the outline generic ToR and use 

the template to modify for the needs of their group.   
 
Amendments were discussed and agreed as follows:- 
 
1.1.3. Amend to state that the special duty payment goes to the Chair’s 
employer. The main changes proposed include the formation of one core 
group with a work-plan and clear targets. The wider groups will include 
patients or lay members.   
 
The minutes will be on the ODT website which is now live.   
 
J Neuberger proposed that a discussion is held with CTAG and other 
members to discuss whether CTAG should be split into heart and lung 
groups.  The next meeting will be a hybrid and the review will take place after 
this. P Friend suggested this is returning to separate organ meetings.   
 
S Johnson would like the group to have a collective view as to their 
objectives which should be to ensure maximum availability for transplants 
with the best outcome for patients. 
 
A Gimson expressed concern that the roles are being mixed up with the 
strategy.   
 
1.1.5 - Remove chairing the annual stakeholders meetings, as this is 
repeated to include lay members and patients.   
 
4.3 – It was asked whether members of the core group must be members of 
the wider group.  The core group will be asked to do work by the wider group.  
It was agreed that the decision making will be done by the wider group, and 
the core group carries out the tasks.  L Williamson suggested the core group 
is a working group.  P Friend concerned that it would need to be flexible.   
J Dark mentioned that CTAG has working groups.   
The cardiothoracic working group is reverting to how it previously ran with a 
surgeon from each designated transplant unit attending each working group 
meeting.  The working group will be chaired by the chair of the advisory 
group.  P Friend expressed concern at the prospect of changing the format of 
the group based on problems that may not have happened yet. 
 
Papers will be published on the web but commercially sensitive data or data 
that will be published in a peer reviewed journal need not be published on the 
website.  
 
Changes to the ToR will be made by J Neuberger using track changes.   

 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

J Neuberger 
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5.2 Patient /lay representation – AGCh_13_3  
 The need for non clinical representatives.  

 
K Quinn reported that the Royal College of Physicians of London were 
initially enthusiastic but no further response has been received.  The 
proposal is that K Quinn will be developing a tender.  
 
The Royal College of Physicians of Edinburgh were very helpful and 
suggested the lay group should comprise of professionals only, although we 
could also have patient representatives.  P Friend asked if the lay 
representation group could be provided by an individual charity such as the 
British Heart Foundation.  J Dark stated we need clearer objectives first.  
S Johnson reported that interviews will be held for a non clinical, non 
professional person and the person will be nominated for each of the 
advisory groups.  There will be an ongoing contract with the company, 
develop Job Descriptions for the lay representatives, advertise and appoint 
them and assist with induction and help run the lay group.  Z Scott will be 
supporting K Quinn with the tender. It was agreed there was a need for 
representatives to come from across the UK.  K Quinn has contacted NICE 
and other bodies.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 

   
5.3 Example of new style advisory group papers – AGCh_13_4  

 R Johnson introduced and explained the new style advisory group papers, 
which have been designed around the new arrangements for publication on 
the new ODT website.  

 

   
5.4 SOAG Implementation Plan – AGCh_13_5  

 S Johnson suggested mentioning the strengthening of the aims.  
Monitoring implementation of the changes will be made via this committee. 

 

   
6 Quality of life in transplant recipients – AP1 - open action  
7 
7.1 

Offering and retrieval pathway 
K Quinn reported she has liaised with Bernadette Howard about improving 
H&I testing and there will be a Pathway planning meeting on the 23 April 
2013.  This is part of a larger project and K Quinn will report back.    
J Neuberger stated that we need to look at the offering process.   

 
 
 
 

   
8 Machine Perfusion  

8.1 Normothermic Perfusion and Lung Retrieval in the DCD donor – 
AGCh_14_6 

 

 J Dark presented his paper and apologized for his opening paragraph on the 
paper. Having reviewed the protocols, J Dark explained the proposed 
procedure.  This paper has been circulated around the Cardiothoracic 
centres.  A Bradley felt it would be best to reach a consensus with 
Cambridge and Birmingham.  P Friend reported the consortium meets in 
Cambridge and suggested that would be better agreed with this group, rather 
than approach individual centres.  It would be sent to C Watson to agree.   
J Dark to write to D Mayer and copy in the committee with regard to the 
proposed protocol.  P Friend to speak to C Watson.   
Next consortium meeting in May 2013.   
 
J Dark to liaise with D Mayer with the proposal to be submitted to CRG in 
February. 

 
 
 
 
 

 
 

J Dark 
 

P Friend 
 

J Dark 

   
8.2 Possible Workshop: Horizon Planning for Normothermic Perfusion – 

AGCh_13_7 
J Neuberger explained this would need involvement from other clinicians.   
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We need to review the current status of machine perfusion and consider 
what may be required in the future.  If machine perfusion is likely to be 
introduced, S Johnson suggested this committee could decide whether this 
could be agreed as a project.   
It would need a clear business case to justify the cost and indicate any 
increase in the number of organs for transplantation.  J Neuberger asked if 
someone could work with him on this and J Dark and P Friend offered their 
involvement.   
J Dark highlighted the potential costs of the new technology. 

 
 
 
 
 
 

  
 

 

8.3 Offers of organs from NRP Pilot in Scotland – AGCh_13_8 
J Neuberger asked the committee for comments on this pilot study.    
If it is Category II, this would be outside the regulations so this wouldn’t 
cause conflict.  A Gimson asked if these protocols will be used for super 
urgent patients and concerned this may have impact.  J Neuberger said this 
was a small group of patients as category III.  A Gimson will have a word with 
J Powell.  A Bradley, P Friend and J Dark had no further concerns. 

 
 
 
 
 

A Gimson 

   
9 IT Change Update  
 M Potter presented the project update for January 2013.  

 
• Clinical Microsite – went live on Monday 14 January 2013  

www.odt.nhs.uk 
 
• EOS Mobile – went live on Tuesday 15 January 2013 for existing 

users and a rollout plan in place for new users until July 2013. 
 

• EUODD – full licence obtained by the HTA.  Formal project closure to 
be approved in January and activity to operate as BAU. 

 
• IFALD – development and testing underway.  Any resource 

constraints are being managed. 
  

M Potter referred to the IT presentation by J McNeill at the last meeting in 
December 2013.  The same presentation was presented to the Executive 
Team meeting in January 2013. 
 
The position with NTxD and the extended time taken to apply change was 
approved and will be prioritized. 
 
J McNeill _via telecom_ gave a further update: 
 
We are working with Eurotransplant to learn from their experience.  He has 
spoken to Ari Osterlie and they have identified the key people.  
J McNeill will also seek advice from Scandiatransplant and UNOS. 
 
The executive team confirmed their support for the two actions: 
 

- Commission work to review the ODT change lifecycle. 
 
- Seek third party support to further define cost and plan the roadmap 

for EOS and NTxD replacement over time. 
 
J Neuberger asked for an update on Kidney DCD:   
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

http://www.odt.nhs.uk
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The current position is the Change Programme Board meets on Monday 21 
January 2013 and they will have a formal proposal to commence this project.   
We need to set up a mechanism to turn round any queries on documents 
and agree how this should be set up.  A Bradley was happy to answer return 
emails with any queries.  M Potter will ensure that IT can support this.   
 
The future of NTxD: IT will write a specification with a third party and agree a 
timetable and resources.   
 
There were no further questions by the committee members. 
 
Liver – September 2013.  Interim will be done via Statistics and Clinical 
Audit.  A Gimson will provide clinical advice.   
 
M Potter requested feedback from the committee as to whether they have 
fulfilled meeting their needs. 

 
 
 
 
 
 
 
 
 
 
 
 

All 
committee 

   
10 Modification to Kidney DCD allocation policy: DCD Kidney Fast Track 

Scheme – AGCh_13_9 
J Neuberger reported that some kidneys are being discarded  which other 
centres could possibly use.  We need an onward offering.  The allocation 
policy needs a minor modification before taking to TPRC.  Sharing will only 
apply to category III. 

 

   
11 
11.1 
 

Any other business 
Feedback to families on non-use of organs 
Remove this agenda item for future agendas. 

 

   
11.2 Membership of Clinical Reference Group  
 K Quinn reported that commissioning representation is small.    

The BTS research committee have put forward a call for ideas for clinical 
trials.   
Clinical Trials:  
P Friend reported BTS have expertise but no resources and the current 
clinical trials committee have been in place for last ten years without funding.   
J Neuberger offered our expertise for capturing data as we would have a 
significant contribution to make.  L Williamson reported a clinical trial on the 
blood side and the collaboration with MRC is ending and the clinical trials 
units will be merged with the Statistics and Clinical Audit team.   
A trials database will be established.  P Friend mentioned that he had been 
appointed by the Royal College of Surgeons as a clinical trials lead.  Further 
endorsement of trials via the RCS would be of benefit.   
 
NHSBT working in collaboration with both the BTS and RCS, would be good 
news.  J Dark warned that the RCS is mainly kidney orientated.    
L Williamson asked whether the clinical research strategy document had 
been circulated.  J Neuberger requested that trials and research is included 
in the draft ToR for Advisory Groups.   
 

 

12 Date of next meeting:  
 Next meeting:  9 April 2013, at the West End Donor Centre, London. 

It was noted that the next meeting is the last meeting for Prof C Watson,  
as the representative for the British Transplantation Society and he was 
thanked in absentia for his invaluable contribution. 
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