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NHS BLOOD AND TRANSPLANT 

ORGAN DONATION & TRANSPLANTATION DIRECTORATE 
 

MINUTES OF THE FOURTEENTH MEETING OF THE 
PAEDIATRIC SUB-GROUP OF THE KIDNEY ADVISORY GROUP  

HELD ON WEDNESDAY, 22nd APRIL 2015 
 

 
PRESENT:  Dr Stephen Marks, Consultant Paediatric Nephrologist, GOSH (Chair) 
 Mrs Lisa Bradbury, Principle Statistician, Statistics & Clinical Studies, NHSBT      
        Dr Martin Christian, Consultant Paediatric Nephrologist, Nottingham 
 Dr Susan Fuggle, Scientific Advisor, ODT Directorate, NHSBT 
  Dr Helen Jones, Consultant Paediatric Nephrologist, Evelina, London 
  Dr Henry Morgan, Consultant Paediatric Nephrologist, Liverpool  
  Dr Mary O’Connor, Consultant Paediatric Nephrologist, Belfast (Telecon) 
  Ms Laura Pankhurst, Statistics & Clinical Studies, NHSBT 
  Dr Tracey Rees, BSHI Representative 
        Mr Vlad Shumeyko, Consultant Transplant Surgeon, Glasgow 
  Dr Graham Smith, Consultant Paediatric Nephrologist, Cardiff (Telecon) 
  Mr Afshin Tavakoli, Consultant Transplant Surgeon, Manchester 
       Dr Jane Tizard, Consultant Paediatric Nephrologist, Bristol 
                              Dr Yincent Tse, Consultant Paediatric Nephrologist, Newcastle 
  Dr Kay Tyerman, Consultant Paediatric Nephrologist, Leeds 
  Mr Alun Williams, Consultant Transplant Surgeon, Nottingham 
 
   
In Attendance:   Mrs L Drakett, Clinical and Support Services, ODT 
  

 ACTION 
 APOLOGIES  
 Dr Rodney Gilbert, Consultant Paediatric Nephrologist, Southampton 

Dr David Milford, Consultant Paediatric Nephrologist, Birmingham 
Dr Nick Plant, Consultant Paediatric Nephrologist, Manchester 

 

   
1 DECLARATIONS OF INTEREST IN RELATION TO THE AGENDA 

             – KAGPSG(15)1 
 

   
1.1 There were no declarations of interest in relation to the agenda.  
   
2 MINUTES OF THE PREVIOUS MEETING HELD ON 22nd October 2014 

            – KAGPSG(M)(14)2(Am1) 
 

   
2.1 Accuracy  
 The previous minutes were agreed as a true and correct record subject to the 

following amendments: 
Jane Tizard was listed as BAPN and Kidney Advisory Group Link in the apologies 
but is the Bristol Representative for the KAG Paediatric Advisory Group. 

Minute 7, title should read: 

Paediatric patients with PTLD (Post Transplant Lymphoproliferative Disorder) 

Minute 9.2, paragraph 3 should read: 

Following discussion, there was consideration if BAPN (British Association for 
Paediatric Nephrology) could undertake this data collection (with a snapshot of 
patients on 31 December) when the returns for the UK Renal Registry are sent 
annually and to look at factors affecting the date of when patients are listed, and 
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 ACTION 
reasons for delay.  S Marks will make contact with Dr Manish Sinha. 

   
2.2 Action points arising from the last meeting – KAGPSG(AP)(15)1 

All actions were confirmed as completed or listed as agenda items. 
 

   
2.3 Matters arising not separately identified  
 There were no other matters arising not separately identified.    
   
3 DCD Kidney Allocation Scheme – KAGPSG(15)2  
   
 L Pankhurst presented the DCD Kidney Allocation Scheme.  An explanation of the 

DCD Kidney Allocation Scheme was provided and attention was brought to 
footnotes 3 & 4 on Fig 1 that were additional since the last meeting. 

A discussion followed regarding the data provided in Table 1 and L Pankhurst 
agreed to confirm whether the data provided regarding Donor ID 112799 offer was 
declined on donor age and report back at the next meeting. 

The question was raised regarding the number of offers that do not have HLA 
matching.  It was confirmed that this is approximately 5% and in most cases this is 
where the donor becomes unstable and time the situation may become time 
critical to ensure the potential donor is not lost.  So far, for all DCD offers to 
paediatric patients, the HLA was known at the time of offering.   

When an organ is kept locally and the centre has both adult and paediatric 
patients, clarification was sought regarding whether we would know about each 
specific offer.  L Bradbury confirmed that if the offer had come from the Duty Office 
we would know, however, data is only available for the first and last offer 
registered but not available for the offers occurring in between. 

S Marks is liaising with L Pankhurst on the update of UK national DCD outcome 
data which is being submitted as an abstract to the American Society of 
Nephrology with the aim of submitting as a manuscript for publication. 

 
 
 
 

L Pankhurst 
 
 
 
 
 
 
 
 
 
 
 
 
 

S Marks /     
L Pankhurst 

 
   
4 2014 Kidney Offer Decline Rate Audit – KAGPSG(15)3  
   
 L Pankhurst presented the 2014 Kidney Offer Decline Rate Audit paper. 

It was highlighted that the only missing data for the audit year was from one 
patient from Manchester and S Marks will liaise with the Manchester team again 
with the aim of getting 100% data so that the two audit years (2011 and 2014) can 
be written up as a manuscript for publication with 100% data from both audit years.  

Members agreed the audit emphasises situations when declines have been made 
and good clinical practice is for all cases to be discussed by both the on call 
consultant paediatric nephrologist and transplant surgeon (although this may not 
be happening for all cases in all centres).  A local monthly meeting was suggested 
to enable the nephrologists and surgeons to discuss the declines and gain a better 
understanding of local practice. 

A monthly centre specific report is sent to all Transplant Centre directors detailing 
the offer declines during the previous month.  L Bradbury agreed to add the 
Paediatric centre directors into these reports as it currently does not seem to be 
getting disseminated to paediatric centres. 

Members were advised that the reasons for decline provided on Table 2 are 
limited due to a drop-down menu option which is not currently comprehensive. 

It was agreed that patients should be removed from the transplant list as soon as 
they are given a transplant date for a living donor graft to avoid any potential 
delays to patients who remain on the transplant list.  (All members are aware that 
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 ACTION 
exceptional circumstances may occur when patients can remain on the deceased 
donor transplant list.) 
 
Discussion followed regarding the value of comparing the decline rates and 
outcomes between centres from the two audit years in 2011 and 2014.                   
L Pankhurst advised that percentages can be misleading due to small numbers. 

It was raised that it would be useful to look at the outcome of patients who had 
offers declined in 2011 (when the previous audit was undertaken), with the aim to 
highlight any cases where the organ could have been accepted. It was agreed that 
the dialysis status at time of listing and time of transplant would be examined, 
along with the number of offer declines for each patient.  

 
 
 
 
 
 
 
 

L Pankhurst / 
S Marks 

   
5 Centre specific offering criteria – KAGPSG(15)4  
   
 L Pankhurst presented the Centre specific offering criteria. 

Clarification was provided regarding centre specific criteria.  L Pankhurst advised 
members that these criteria are not programmed into the allocation algorithms, and 
rely on manual processes in the Duty Office. Pressure and time constraints can 
result in an offer being made outside of the specified criteria, although this 
approach is preferable.  

 
 
 

 
 
 

   
6 Reduction in 1 year graft survival for living donor paediatric renal 

transplantation – KAGPSG(15)5 
 

   
 L Pankhurst presented the paper on the reduction in 1 year graft survival for living 

donor paediatric renal transplantation. 

It was agreed the graft failures reported were all easily explained with no clinical 
governance concerns, although the numbers will continue to be monitored.  

A discussion followed regarding national consent forms for living donor and 
deceased donor paediatric renal transplants.  J Tizard agreed to liaise with Miss 
Anusha Edwards regarding the consent forms and feedback relevant information 
at the next meeting.  

 
 
 
 
 
 

J Tizard 

   
7 Paediatric patients with PTLD   
   
 Members confirmed they have all received an email from L Pankhurst regarding 

PTLD with the exception of Belfast and Newcastle [Post meeting note: contact had 
now been made with these centres).   H Jones also requested the list for Evelina 
be sent again, so that she can highlight any patients who are now being seen at 
Southampton paediatric or Guy’s adult renal transplant clinics. 

Some centres have highlighted that additional cases were found locally which 
were not included in the list which was sent from NHSBT.   

It was agreed that the information should all be returned to L Pankhurst by the 31 
August 2015 to enable the data to be prepared for the next meeting being held in 
October 2015.  

 
 
  

   
8 National study of transplantation plans for dialysis (and CKD) patients   
   
 S Marks provided a brief outline of the national study which was discussed in full at 

the previous meeting.  S Marks explained that data regarding transplantation plans 
for patients who are on dialysis is not currently being captured by NHSBT, UK 
Renal Registry, British Association for Paediatric Nephrology or the Renal 
Association.  Members agreed to complete a survey for CKD5 which includes 
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 ACTION 
patients on dialysis and with failing transplants as well as those with poor function 
not yet requiring dialysis or transplant so we can analyse this missing data. 

S Marks is working with Dr Manish Sinha to ensure that we have co-operation 
between the UK Renal Registry and NHSBT.  S Marks is taking forward his 
research idea of performing a paediatric version of ATTOM (to be called ATTOMIC 
[Access to Transplantation and Transplant Outcome Measures In Children]), which 
has the backing of NHSBT and UK Renal Registry but requires funding following 
submission of a grant application.  

 
 
 
 
 

   
9 Annual non-favourably matched paediatric graphs – KAGPSG(15)6  
   
 
 

L Pankhurst presented the Annual non-favourably matched paediatric data. 

Members commented that this was the first time non-compliance had occurred in 
many years.   

Discussion followed regarding the possible reasons for the non-compliance 
highlighted.  L Pankhurst agreed to email the relevant centre representatives who 
had patients who were non-compliant, with the patient details so that further 
clarification for these occurrences could be sought.  

It was stressed that some adult centres in the UK request a mismatch of 222 for all 
recipients so that they get everything offered and they can then make the decision 
locally whether to accept or decline. 

L Pankhurst agreed to provide a list for the next meeting, detailing for each centre 
the match grades for each patient.   

 
 
 
 
 
L Pankhurst 
 
 
 
 
 
 
L Pankhurst 

   
10 Any other business  
 Centre representatives discussed whether they had a policy of vaccination for 

rhesus negative female recipients.  S Marks advised that all centres should look at 
forming their own policy for this procedure following a letter sent out from NHSBT 
via James Neuberger requesting that this should be in place. 

A question was raised regarding the collection of follow up data for living donors.  
S Marks is representing NHS PKAG as a member of the Strategy Implementation 
Group and two of the workstreams of the NHSBT Strategy for Living Donor Kidney 
Transplantation 2020.  It was explained that this is one of the workstreams and this 
data are collected annually and a report summarising the data should be on the 
website soon.  Members were informed of a strong feeling to have a better 
recording and perspective of information on UK living donors.  A suggestion has 
been put forward of an ‘app’ which the donor updates information themselves 
(rather than visiting a GP who will need to gather this information) and it is thought 
this could be a cost effective solution.  A discussion with NHSBT is currently 
underway regarding how much information can be collected centrally.   

 

   
 Date of next meeting:    
   
 Wednesday 21st October 2015: ODT, Bristol    
   
11 For information only  
   
11.1 Centre specific transplant list and transplant activity – KAGPSG(15)7  
 Members were presented with a paper detailing the transplant list and transplant 

activity for individual centres. 
 

   
 It was noted that last year was the lowest number of DBD transplants in last 10 

years, the highest number of DCD transplants and the highest number of living 
donor transplants.   
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