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NHS BLOOD AND TRANSPLANT 
ORGAN DONATION & TRANSPLANTATION DIRECTORATE 

 
MINUTES OF THE FOURTH MEETING OF THE  

ADVISORY GROUP CHAIRS HELD ON WEDNESDAY, 19 JANUARY 2011 
AT THE WEST END DONOR CENTRE, LONDON 

 
PRESENT:      
 Prof. James Neuberger  Associate Medical Director, ODT   
 Mr Andrew Butler Deputy for Prof. Andrew Bradley, Kidney Advisory Group 
 Prof. Peter Friend Chairman, Pancreas Advisory Group 
 Dr Alex Gimson Chairman, Liver Advisory Group 
 Mrs Rachel Johnson Head of Transplantation Studies, NHSBT 
 Mr Stephen Kaye Chairman, Ocular Tissue Advisory Group  
 Mr Aaron Powell Programme & Portfolio Manager, ODT 
 Mr David Mayer National Clinical Lead for Organ Retrieval, NHSBT 
 Mr Darius Mirza Chairman, Bowel Advisory Group 
 Mr Keith Rigg Representative from the BTS 
     
In attendance: 
 Miss Trudy Monday  Corporate Services, ODT 
     

  ACTION 
 Apologies  
   
 Apologies were received from Prof. Robert Bonser, Prof. Andrew Bradley 

and Dr Lorna Williamson. 
J Neuberger thanked members for attending, and welcomed                  
Prof. Peter Friend as the new PAG Chair. 

 

   
1 Minutes of the last meeting: 2 July 2010 – AGCh(M)(10)2  
   
1.1 The minutes of the meeting held on 2 July 2010 were agreed as a correct 

record.   
 

   
2 Action points – AGCh(AP)(11)1  
   
2.1 Item 1 – Status of legal review of all selection and allocation policies: 

Refer to minute 3. 
 

 Item 2 – IT Implementation Group: Refer to minute 4.  
 Item 3 – Domino Paired Donation project: Refer to minute 4.2.  
 Item 4 – Meetings with patients’ support groups: plans for 2010/11: 

Refer to minute 5. 
 

 Item 5 – Work plans: Refer to minute 7.  
 Item 6 – Equity of referral: Refer to minute 11.  
 Item 7 – Non-use of organs: Refer to minute 12.  
 Item 8 – Any other business: Serology testing: Completed - S Kaye 

reported that there is a proposal being formalised to take on board 
serological testing of ocular donors. 
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3 Status of legal review of all selection and allocation policies  
   
3.1 J Neuberger thanked members who have already met with Kate Silsbury 

(Synergy) to review selection and allocation policies.  Work on these is 
going well; some changes have been made to the format and these have 
been reviewed by the lawyers.  Once policies have been submitted and 
approved by the relevant advisory group, they will then be forwarded to the 
lawyers and the NHSBT Board. 
Discussion took place around the clarification of cut-off age for recipient 
consent, and the definition of a paediatric patient.  Members noted that the 
age cut-off has to be relevant to each particular organ with justified 
reasons. 
Ethical issues also need to be considered within the selection and 
allocation policies.  Advisory Groups and patient groups need to remain 
closely involved.   
Concern was raised that the policies did not specify what action is to be 
taken in the event of contravention of these guidelines.  J Neuberger will 
draft some guidance. 
Changes were agreed as follows: 

• 6.1, paragraph 3, first sentence to read: ‘Conversely, older age is 
associated with less favourable outcomes after solid organ 
transplantation.’; 

• 2, paragraph 3, first sentence: ‘Clinical Governance Monitoring Group’, 
not ‘Medical’ Group;   

• 3, paragraph 1: clarification needed on ‘domino’ and ‘altruistic’; 
• 3, paragraph 2: ‘Human Tissue Authority’. 
Members were asked to inform J Neuberger of any other amendments.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
J Neuberger 

 
 
 
 
 

 
 

All 
   
4 IT ISSUES:  
   
4.1 IT Implementation Group  
4.1.1 This group, managed by A Powell, was established to complete requested 

changes and work to specifications which are communicated from Advisory 
Group Chairs, with priorities indicated. 

 

   
4.2 Progress on organ-specific allocation schemes  
4.2.1 A single prioritisation group is commencing at the end of February to 

compile a schedule of prioritisation projects which will be submitted to SMT 
for agreement. 
Work is underway on the domino paired donation scheme for kidneys.      
A Powell reported that the implementation of forms is currently delayed, 
and there has been slow progress on data collection from transplant to 
death.  Members agreed to review relevant forms for updates as 
necessary. 
Data should be submitted electronically wherever possible which would 
help avoid transcription errors; however it was highlighted that the removal 
of some paper forms could create practical problems.  It was felt that 
electronic downloads would be welcomed by most and would aid data 
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  ACTION 
returns, however it was highlighted that downloads are difficult to update.   

   
4.3 Datasets  
4.3.1 The Datasets Project was established two years ago to develop a single 

system which is more accessible.  The aim is to avoid the duplication of 
effort in the collection of data from hospitals and provide a more flexible 
system.  There have, however, been some technology issues with the 
development of the system. 
Further funding is required to complete the system and members were 
asked whether this should be sought, or to continue with the current data 
collection systems.  It was agreed that hospitals should be consulted on the 
IT support required to develop a process whereby data can be inputted 
immediately into a single system.   
Members expressed their concern over the lack of progress made in the 
last five years, and that having a reliable suitable IT data collection system 
in place is paramount.  J Neuberger agreed to discuss further with IT and 
feedback.  

 
 
 
 
 
 
 
 
 
 
 

 
 

J Neuberger 

   
5 Meetings with patients’ support groups  
5.1 J Neuberger reported that these meetings have been extremely valuable. 

Only a small number of relevant patients’ groups have been identified for 
bowel and pancreas, so it was suggested to combine the patients’ group 
meetings of BAG with LAG, and PAG with KAG.  Another suggestion to 
combine all of the patients’ groups was discussed and not supported. 

 

   
6 Budgets  
6.1 Advisory Groups are currently operating within budget, details of which will 

be submitted to each Chair.  Separate budgets for each Advisory Group 
allow each Chair a level of independence in their work plans, however, due 
to uneven expenditure over the year it may be better to combine the 
budgets to create one whole Advisory Group budget, whilst keeping 
stakeholder and patients’ group meetings separate.  Advisory Group Chairs 
endorsed this suggestion. 

 

   
7 Advisory Group work plans  
7.1 Members received work plans for each Advisory Group, which detail 

projects and reports relating to the work of the group and the priority rating 
for each.  These will be reviewed on an annual basis.    

 

   
8 Circulation of Advisory Group agenda and papers to Centre Directors  
8.1 J Neuberger reported that not all Advisory Group representatives have 

been circulating papers amongst their colleagues and other relevant 
interested parties, and emphasised that papers need to be circulated more 
widely. 

 

   
9 DAG representation on Advisory Groups  
9.1 This group is currently developing, and membership now includes clinical 

lead representatives, and representatives from a variety of colleges and 
societies/organisations.  Members agreed that it would be of benefit to 
have a variety of representatives from Advisory Groups attending DAG to 
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strengthen connections between groups.  J Neuberger agreed to feedback 
to M Smith.  

J Neuberger 

10 Update on BTS / NHSBT Consent guidelines for solid organ 
transplantation 

 

10.1 The latest version of the consent guidelines has been circulated, and 
comments received to date have been minor in content.  C Watson and     
J Neuberger will also be writing a pro-forma on risk which will complete the 
document. 
Patient follow-up will be considered next, and J Neuberger will submit 
proposals for discussion at organ specific Advisory Groups with                
Dr Peter Andrews.  Ideas have already been discussed with NCG and it 
was noted that representation on this group needs to be clearly identified.  
J Neuberger will discuss with P Friend, and then meet with all Advisory 
Group Chairs and a clinical representative from the BTS. 
It was noted that the Change Programme Board (CPB) ceases in March. 
Members recognise that there needs to be some kind of oversight group to 
monitor developments put in place by the CPB, with a clear professional 
leadership process showing how NHSBT are accountable.  It was noted 
that circulation of ODT SMT minutes to members of this group would be 
very useful.     

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

J Neuberger 

   
11 Equity of referral  
11.1 Commissioners have requested feedback from patients who have been 

referred for transplantation, which has highlighted an issue in terms of 
equity of referral.  Advisory Group Chairs are currently developing and 
defining criteria for referral of patients for transplantation.  If Advisory 
Groups wish to take on this task they would be supported where possible 
although it would be expensive, and resources are limited.  Members felt 
that it was more appropriate for this to continue to be undertaken by 
commissioners.     

 

   
12 Offering and use of organs for transplant  
12.1 Members received a paper on the offering and use of DBD and DCD 

organs, from the time of consent to take up.  This information is monitored 
through the DOMG (Donated Organs Monitoring Group) Sub-Group of 
CGMG.  D Mirza requested that bowel be included on this paper in future. 
D Mayer reported that there is a large disparity amongst centres in terms of 
DCD donors.  It was highlighted that 50% of DBD pancreases had not been 
used (April to September 2010, fig.3) and that this should be investigated.  
The islet programme will be reviewed once it has been in operation for a 
sufficient time.  It was also noted that those centres with the lowest 
numbers of patients being transplanted have more patients on the 
transplant list.  One reason for this could be that there are variations in the 
way in which forms are being completed, and survival should be assessed 
at the point of registration and not risk adjusted.  Data collection is 
therefore not robust, and definitions need to be clear. 
Members agreed that a research project on reasons why a donor organ 
has been turned down should be assigned to a Research Fellow already in 
place, and reasons fed back to the Duty Office and this group.  D Mayer 

 
 
 

R Johnson 
 
 
 
 
 
 
 
 
 
 
 

 
 

D Mayer 
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agreed to draft this project proposal for discussion with retrieval teams and 
transplant centres, and R Johnson agreed to discuss with A Yates how this 
would work in the Duty Office.  Members agreed that it is helpful to have 
reasons for non-use demonstrated in this way.  The new offering system 
may also help this situation.  

 
R Johnson 

   
13 Clinical research  
13.1 Tissues for research policy  
13.1.1 Funding has been secured for a post to assess the quantity and quality of 

organs retrieved. 
New calls for project proposals looking at impact on retrieval will be 
announced soon, which will be reviewed by NHSBT.  Once a project has 
been approved by CGMG, it will be progressed through SNODs and Heads 
of Retrieval Teams.  Clarification regarding licensing has been sought 
however this is still progressing at the moment.   

 

   
14 Criteria for non-referral of donors  
14.1 NHSBT will be working with the BTS on each of the five criteria listed to 

identify any additions which need to be added; Advisory Groups are 
encouraged to identify alternative criteria if they wish.  It was suggested 
that a working group would be useful to discuss these criteria further.  
Proposals will be circulated once agreed.   

 
 
 
 

J Neuberger 
   
15 Outcomes from listing  
15.1 A preliminary paper on outcomes from listing (to complement transplant 

outcomes) has been submitted to Advisory Groups.  K Barber, R Johnson 
and A Hudson will be discussing how to take this forward and will be giving 
an update at autumn Advisory Group meetings. 

 

   
16 Data access policy  
16.1 NHSBT is currently developing a policy on access to data submitted by 

transplant surgeons to NHSBT.  Members received the latest draft version 
for discussion prior to submission to SMT and the NHSBT Board.  The 
policy will be submitted to each Advisory Group, and members are asked 
to feedback any comments to J Neuberger or R Johnson. 

 
 

 
 

   
17 Any other business  
   
17.1 • Consent for eye donation 

 S Kaye raised concern over the point at which consent for eye donation 
 has been sought, in many cases this is late.  This is the responsibility of 
 the SNODs and not the retrieval surgeon, and so S Kaye agreed to  
 discuss this with A Clarkson. 

• Consent for bowel donation 
 It was questioned as to whether consent for bowel donation is listed on 
 the consent form.  This will be checked with S Falvey. 

• EBV serology 
 D Mirza reported that EBV serology is not being practiced across the 
 country; however, the revised SaBTO guidance should help in supporting 
 this requirement.   

 
 
 
 
 
 
 

J Neuberger 
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18 Date of next meeting  
18.1 Dates for June 2011 will be circulated for the next meeting. 

Post meeting note: 
The next meeting will be held on Wednesday 15th June 2011, 10am, 
Meeting Room 3a, West End Donor Centre, London. 

Corporate 
Services 

   
   
Organ Donation & Transplantation Directorate March 2011 

 


