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NHS BLOOD AND TRANSPLANT 
ORGAN DONATION & TRANSPLANTATION DIRECTORATE 

 
MINUTES OF THE TENTH MEETING OF THE 

PAEDIATRIC SUB-GROUP OF THE KIDNEY ADVISORY GROUP  
HELD ON WEDNESDAY, 17 APRIL 2013 

 
PRESENT: Dr Stephen Marks  Consultant Paediatric Nephrologist, GOSH (Chair) 
 Dr Sue Fuggle                  Scientific Advisor, ODT Directorate – NHSBT 
 Mr Alex Hudson               Statistics and Clinical Audit, NHSBT 
                  Dr Heather Maxwell    Consultant Paediatric Nephrologist, Glasgow 
        Dr Mary O’Connor    Consultant Paediatric Nephrologist, Belfast 
        Ms Laura Pankhurst        Statistics and Clinical Audit, NHSBT 
 Dr Nick Plant     Consultant Paediatric Nephrologist, Manchester 
 Dr Tracey Rees     BSHI Representative 
 Mr Khalid Sharif Consultant Paediatric Surgeon, Birmingham 
                           Dr Graham Smith             Consultant Paediatric Nephrologist, Cardiff 
 Prof. David Talbot            Consultant Paediatric Surgeon, Newcastle 
                           Dr Jane Tizard Consultant Paediatric Nephrologist, Bristol 
 Dr Kay Tyerman     Consultant Paediatric Nephrologist, Leeds 
  
In Attendance:  Mrs Kamann Huang Clinical Support Services, ODT 

 ACTION 
 APOLOGIES  
   
 Mr Niaz Ahmad, Consultant Transplant Surgeon - Leeds  

Mr Francis Calder, Consultant Transplant Surgeon - Guy’s Hospital 
Dr Martin Christian, Consultant Paediatric Nephrologist - Nottingham 
Dr Rodney Gilbert, Consultant Paediatric Nephrologist - Southampton 
Dr Brian Judd, Consultant Paediatric Nephrologist - Liverpool 
Dr David Milford, Consultant Paediatric Nephrologist - Birmingham 
Mr Justin Morgan, Consultant Transplant Surgeon - Bristol 
Mr Jonathan Olsburgh, Deputy for Mr Francis Calder - Guy’s Hospital 
Dr Judy Taylor, Paediatric Nephrologist  - Evelina Children’s Hospital 
Dr Helen Jones, Paediatric Nephrologist  - Evelina Children’s Hospital 
Mr Afshin Tavakoli, Consultant Transplant Surgeon, Manchester 
Dr Yincent Tse, Consultant Paediatric Nephrologist, Newcastle 
 

 

   
1 DECLARATIONS OF INTEREST IN RELATION TO THE AGENDA 

              – KAGPSG(13)1 

 

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

                                                 17 OCTOBER 2012 – KAGPSG(M)(12)2 
 

   
2.1 Accuracy  
2.1.1 The minutes of the meeting held on 17 October 2012 were agreed as a 

correct record subject to the following amendments: 
Page 2, point 2.2, last paragraph of Item 5 – ‘paediatric renal 
transplantation’ should read ‘paediatric nephrology’. 
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 ACTION 
2.2 Action points arising from the last meeting – KAGPSG(AP)(13)1  
   
 AP1 (4.1 Meeting 25.04.12) - The use of paediatric donors in renal 

transplantation:  Refer to agenda item 10.  

 AP2 Item 5 – NHSBT UK strategy for Living Donor Renal 
Transplantation group:  Refer to agenda item 9. 

 

 Item 8 – RCPCH, BAPN and BKPA draft information e-leaflets for 
families on paediatric renal transplantation:  A revised consent 
document was presented to members. 
It was highlighted that the language in this document needs to be 
consistent with that language used in the earlier guidelines.  J Tizard to 
ask Kerstin Olson if she would like to undertake the task. 

 
 
 
 
 J Tizard 

 

 AP3 Audit of April 2011 changes to kidney allocation scheme: 
(i)  The clinically urgent scheme for paediatric patients:  Check the 
contact numbers on the on-call list are up to-date.  This was undertaken 
on 25 October 2012. 
(ii)  Allocating level 3 HLA-mismatched donor kidneys to HSP:  
Investigate and report back on why 15% of patients did not have a fully 
defined antibody profile.  Refer to agenda item 11. 

 

 AP4 Donor type and HLA mismatching in children:  Refer to agenda 
item 16.2. 

 

 AP5 Paediatric kidney transplant activity using DCD donor 
kidneys:  Refer to agenda item 10. 

 

 AP6 Paediatric patients and the living donor kidney sharing 
scheme: Details and recommendations were forwarded to members on 
31 October 2012. 

 

 AP7 National guidelines for reasons for decline of kidney offers for 
paediatric patients:  Refer to agenda item 7. 

 

 AP8 AOB:  
(i) Paediatric waiting list for a kidney transplant:  Members agreed 
that the language in this document should be written in the same 
language and style consistent with the earlier guidelines 

 

 (ii) Undertake a survey of what transplant centres currently do for 
recipient assessments and draw up a draft proposal:  K Tyerman 
presented members with the results of a survey undertaken and the 
recommendations following the suggestions of variations in practice in 
the UK in the evaluation of recipients pre-transplant.   
K Tyerman to work with Jan Dudley to incorporate this into the Renal 
Association guidelines. 

 
 
 
 
 
 K Tyerman 

   
2.3 Matters arising not separately identified  
2.3.1 No issues were brought up by attendees.  
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 ACTION 
3 EOS Mobile  
   
3.1 From April 2013 EOS mobile will form an integral part of the organ 

offering process.  Following training all transplant centres can obtain all 
the required donor information via EOS mobile by entering the donor ID 
number.  For some transplant centres this information is accessed by 
the transplant co-ordinators.  K Sharif reported that he was unable to 
access complete donor information.  K Huang to email members the 
following documents: access forms for EOS and EOS Mobile and the 
EOS Mobile demonstration presentation. 

 
 
 
 
 

  K Huang 

4 EU licence and HTA audits   
4.1 S Marks informed attendees that HTA have started auditing; GOSH 

were audited in Nov/Dec.  The main purpose of the audit process is for 
transparency to ensure all transplant centres adhere to the same 
policies with respect to tracking organ retrieval and their final outcomes. 

 

   

5 Relative chance of a kidney transplant for paediatric patients 
                                                                                       –  KAGPSG(13)2 

 

   
5.1 One of the feedbacks from the Kidney Patient Support Group meeting 

was the lack of information on patients’ waiting time to transplant. 
A Hudson has therefore developed a statistical model that estimates the 
proportion of adult patients transplanted within their first five years of 
listing. The information is tailored to individual patient circumstances 
Excel software is now available for use on the ODT clinical micro-site 
www.odt.nhs.uk.  It is hoped to have an equivalent tool based on factors 
that influence waiting time for paediatric patients. 
Evidence in A Hudson’s paper showed that : 

- children that are HLA-A homozygous have poorer access to 
transplant compared with those that are not; 

- older children have a greater chance of transplant compared with  
      younger children, and those with higher levels of sensitisation. 
- non-white patients wait significantly longer for paediatric   
      transplant compared with white patients due to their rarity of HLA 

type against the current, predominantly white, donor pool. 
The analysis included patients listed for and who received living donor 
transplants. It was felt that this might result in under-estimating waiting 
times (reflected within the results presented). A Hudson to consider 
whether these cases could be accounted for in the model in an effort to 
improve its predictiveness. 
Members agreed that the work undertaken by A Hudson was positive 
and would like to use a paediatric model with appropriate caveats within 
the clinical setting.  A Hudson will present a revised model and tool at 
the next meeting. 
 
 

 

 

 

 

 

 

 

 

 

 

 
 
 

 

A Hudson 
 
 

 

http://www.odt.nhs.uk
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 ACTION 
A Hudson to look into the reasons for the death of the eight children 
who died whilst listed within the five year period presented in Table 1. 

A Hudson 

   
6 Centre specific offering criteria      
   
6.1 
 

S Marks reported that there are data held of what criteria will and will not 
be accepted with respect to deceased donor renal transplant offers and 
this is going to be updated with local discussion required in each 
paediatric and adult renal transplant unit. 

 

   
7 Kidney offer acceptance guidelines      
   
7.1 S Marks reported that the 2011 audit will need to be repeated in 2014 so 

that a form will be required to be completed each time a DBD deceased 
donor renal transplant organ is offered and, where applicable, why the 
offer was declined.  S Marks will review and update the guidelines on 
contra-indications to organ donation with reasons for decline of organs 
for paediatric recipients and include guidelines for accepting kidneys 
from DCD donors to reflect national agreement and email to attendees. 
It was reported that the decline rate had fallen during the period an audit 
of offering was undertaken. A Hudson to compare the kidney offer 
decline rates before and after the 2011 offering audit. 
Members agreed that the 2011 offer decline audit should be undertaken 
again throughout 2014.  A paper describing the pending audit will be 
tabled at the next meeting. 

 
 
      

S Marks 
 

 
 
 

 A Hudson 
 
 

 S Marks/ 
A Hudson 

   
8 Kidney Allocation – Blood group matching policy (KAG(12)32)  

                                                                                         - KAGPSG(13)3 
 

   
8.1 A Hudson presented a paper highlighting that access to transplant for 

ABO-O patients was significantly higher compared with ABO-A and AB 
patients. It has been agreed that ABO-O to A and AB sharing will be 
restricted to children and very highly sensitised patients only. This will 
go live in concurrently in 2014 when the new formalised DCD kidney 
allocation scheme goes live. A simulation study suggested that 
paediatric patients will be unaffected by this change.  

 

   
9 Implementation of a national strategy for living donor kidney  

                                                transplantation (LDKT) – KAGPSG(13)4 
 

   
9.1 S Marks presented a paper summarising the recommendations to 

implement the UK Strategy for Living Donor Kidney Transplantation as 
he was the paediatric representative for the group and was involved in 
two of the four work streams.  S Marks will feed back if the document is 
updated again but the four key areas of work, which were looked at: 

• Commissioning LDKT 
J Tizard reported that she will be attending a meeting to discuss the 
work plan and will feedback to members once more information is 
available.  Members were invited to email J Tizard with any issues they 

 
 
 

S Marks 
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 ACTION 
wished to be brought up on their behalf. 

• Improving availability of LDKT  
Currently there is still great variation in access although analysis is 
continuing to compare data across different parts of the UK.  It was 
highlighted that no child has yet been successful in the matching run  
to-date for NLDKSS (National Living Donor Kidney Sharing Scheme) 
and raised the question of what else can be done to improve this 
situation. There are currently no plans to revise the points algorithm. 

• Donor safety and welfare 
It was recommended that the UK Transplant Registry be involved in the 
development of a pan-European Living Donor Registry to provide a 
culturally uniformed system.  

• LDKT recipients with higher immune risk 
It was reported that standardising titres across labs is being looked into.  
However the need for titres to measured quickly may not be practical 
with the suggestion of titres being undertaken at a centralised lab or 
centralised region.   
The question of whether centres should be accredited or commissioned 
was also raised. 
K Huang to find out from L Burnapp whether the paper presented is the 
final version.  Email the final version to attendees. 

 
 
 
 
 
 
 
      
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

    
   K Huang 

   
10 The use of paediatric donors in renal transplantation –  

                                                                                          KAGPSG(13)5 
 

   
10.1 K Sharif reported on a paper showing that kidneys from donors aged 

less than five years of age are predominately transplanted into adult 
recipients, and very rarely allocated to paediatric recipients.  Kidneys 
from these donors are currently transplanted en-bloc although some 
published papers now suggest that kidneys from donors aged two or 
older could successfully be used singularly. 
Members were asked to reconsider whether paediatric patients should 
be given access to kidneys from donor aged under five (preferably aged 
two to five years). Furthermore Members discussed whether these 
organs should be implanted en-bloc or singularly. 
Members felt that there is a lack of evidence available making such 
decisions difficult. The general feeling was that it should be the 
responsibility of individual transplant centres to weigh up the risks and 
benefits as with all other donors.  K Huang to resend K Sharif’s 
presentation to members to obtain one vote from each transplant centre 
to gain a general consensus on whether paediatric transplant centres 
should join the current kidney offering system for donors aged under 
five.  Members were requested to email S Marks with the thoughts of 
their centre after the meeting which will be discussed at KAG for 
approval.  
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
    K Huang 
 
 
 
         All 
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 ACTION 
Post-meeting note 
A Hudson circulated further details on how the current kidney offering 
scheme works for donors aged 5 years or under.  Offers are made to 
centres rather than direct to individual patients and centres may choose 
which patient they may wish to allocate the kidney to.  A kidney 
matching run is used to decide the centre offering sequence with the 
highest priority centre defined as the centre with the highest ranked 
individual patient on the national kidney matching run. 

 
 
    

   
11 Allocating level 3 HLA-mismatched donor kidneys to HSP  

                                                                                       – KAGPSG(13)6 
 

   
11.1 Since April 2011, patients were for the first time awarded access to 

Level 3 HLA-mismatched kidneys if they were listed at the centre local 
to the donor hospital or if they had a fully defined antibody profile.  
S Fuggle wrote to centres reminding them of this and highlighted the 
importance of ensuring, where possible, all paediatric patients have fully 
defined antibody profiles.  A Hudson agreed to report to S Fuggle and 
the individual transplant centres all cases where a paediatric patient was 
actively listed with residual sensitisation of greater than 0%. 

 
 
   
 
 

A Hudson 

12 DCD donor kidney transplants in children – KAGPSG(13)7  
   
12.1 K Sharif presented a paper on the use of DCD donor kidneys in 

paediatric recipients.  Prior to 2000 only 15 such transplants had been 
performed, 0 during 2000 and 2005 and a further 13 were performed 
since 2006.  Data on time to asystole, functional and standard WIT was 
also presented. In light of the pending formalised kidney allocation 
scheme which is inclusive of paediatric patients, it was recommended 
that the BTS DCD donor guidelines (currently out for consultation) 
should include specific consideration for paediatric patients. It was 
discussed that these might include recommended age criteria of 50 
years or less with up to one hour functional WIT (currently this is two 
hours for adults).   
S Marks to liaise with the BTS to see if paediatric specific guidelines are 
incorporated into the BTS guidelines for DCD donor kidney 
transplantation.  There was a meeting on Organ Donation after 
Circulatory Death held in February 2013 in Paris.  D Talbot to email the 
conference document to S Marks for discussion and further ratification. 

 
 
 
 
 
 
 
 
 
 
 

S Marks 
 
 

D Talbot 

   
13 BTS abstracts  
   
13.1 S Marks informed members of his attendance at the BTS conference 

with two abstracts and presentations on behalf of the subgroup.  There 
was an oral presentation on our national prospective multi-centre study 
of decline of kidney offers for paediatric renal transplant recipients and 
one poster presentation which won a prize on the effect of HLA 
mismatching on deceased and living donor renal allograft outcomes in 
paediatric recipients. 
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 ACTION 
14 Any other business  
   
14.1 J Tizard reported that L Mumford had sent through a first draft on 20 

year data and reanalysed the data starting one year later.  Overall the 
data for DBD is the same but for living donor transplants there is no 
longer a significant improvement in outcome over the 20 years. 

 

   
15 Date of next meeting:    
   
 Wednesday 9 October 2013 at 11 am, at ODT, Bristol.  
   
16 FOR INFORMATION ONLY:  
   
16.1 Centre-specific transplant list and transplant activity  

                                                                                       - KAGPSG(13)8 
 

16.1.1 A paper was presented to members showing the transplant list and 
transplant activity. 

 

   
16.2 BTS poster: Donor type and HLA mismatching in children  

                                                                                      – KAGPSG(13)9 
 

16.2.1 Members were presented with a BTS poster questioning whether it can 
be justified to preferentially wait for a well HLA-matched DBD donor 
kidney when a poorly HLA matched living donor kidney is available  This 
work has also been accepted for oral presentation at the forthcoming 
International Paediatric Transplant Association conference 

 

   
 
 
NHS Blood and Transplant               April 2013 
 
 
 
 
 


