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NHS BLOOD AND TRANSPLANT 
ORGAN DONATION & TRANSPLANTATION DIRECTORATE 

 
MINUTES OF THE EIGHTH MEETING OF THE 

PAEDIATRIC SUB-GROUP OF THE KIDNEY ADVISORY GROUP  
HELD ON WEDNESDAY, 25 APRIL 2012 

AT ODT, BRISTOL 
 

PRESENT: Dr Stephen Marks  Consultant Paediatric Nephrologist, GOSH (Chair) 
 Mr Francis Calder Consultant Transplant Surgeon, Guy’s Hospital 
 Dr Martin Christian Consultant Paediatric Nephrologist, Nottingham 
 Dr Sue Fuggle                  Scientific Advisor, ODT Directorate – NHSBT 
 Dr Andrea Harmer    BSHI Representative 
 Mr Alex Hudson Statistics and Clinical Audit, NHSBT 
 Dr Heather Maxwell Consultant Paediatric Nephrologist, Glasgow 
        Dr Karl McKeever            Deputy for Dr O’Connor, Belfast 
                           Miss Lisa Mumford Statistics and Clinical Audit, NHSBT 
 Mr Khalid Sharif Consultant Paediatric Surgeon, Birmingham 
                           Dr Graham Smith             Consultant Paediatric Nephrologist, Cardiff 
 Mr. Afshin Tavakoli Consultant Transplant Surgeon in Manchester 
 Dr Jane Tizard Consultant Paediatric Nephrologist, Bristol 
                           Dr Yincent Tse                 Deputy for Prof Talbot, Newcastle 
  
In Attendance:  Mrs Kamann Huang Clinical Support Services, ODT 

 ACTION 
 APOLOGIES  
   
 Apologies were received from:  

Mr Niaz Ahmad, Consultant Transplant Surgeon, Leeds 
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 
Dr Mary O’Connor, Consultant Paediatric Nephrologist, Belfast 
Dr Nick Plant, Consultant Paediatric Nephrologist, Manchester 
Prof David Talbot, Consultant Transplant Surgeon, Newcastle 
Dr Judy Taylor, Consultant Paediatric Nephrologist, Guy’s Hospital 
Dr Kay Tyerman, Consultant Paediatric Nephrologist, Leeds 
Dr Judith van der Voort,  Consultant Paediatric Nephrologist, Cardiff –   
                 Graham Smith will be the representative going forward 
Mr Alun Williams , Consultant Transplant Surgeon, Nottingham   
 

 

   
1 DECLARATIONS OF INTEREST IN RELATION TO THE AGENDA 

              – KAGPSG(12)1 

 

   
1.1 There were no declarations of interest in relation to the agenda.  
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 ACTION 
2 MINUTES OF THE PREVIOUS MEETING HELD ON 28 OCTOBER 

2011 – KAGPSG(M)2 
 

   
2.1 Accuracy  
2.1.1 The minutes of the meeting held on 27 April 2011 were agreed as a 

correct record subject to the following amendment: 
Minute 11 Any other business – second paragraph titled Renal Patient 
View.  The last sentence starting: “J Tizard to email M O’Connor” to be 
amended to “J Van der Voort to email”. 

 

   
2.2 Action points arising from the last meeting – KAGPSG(AP)(12)1  
   
 AP 1 -  

Item 1 - Consent Working Party – revised draft guidelines: version 
18:  This has been published on the BTS website. 

 
 
 

 AP 2 - Any other business:   Refer to minute 4.  
 AP 3 - Listing of paediatrics on the Paired/Pooled scheme:                   

Refer to minute 3.1.  

 Item 2 – Reallocation of kidneys through centre choice:  S Marks 
reported that A Bradley has written to WLRTC but has not received a 
response. A Bradley hopes to have an update for the Spring KAG 
meeting. 

 

 Item 3 – Summary of 5 year KAS report:  Refer to minute 3.2. 

A Hudson has reported back to S Marks on the high kidney decline rate 
for Belfast, Birmingham, Coventry and Leicester. 

 

 Item 4 - ABO incompatible deceased donor renal transplantation:  
This will be on the Spring KAG agenda for S Marks to give an update. 

 

 Item 5 – Contra-indications to Organ Donation:  Refer to  
 Item 6 – Summary of reasons for decline study: form returns:  All 

outstanding forms have now been returned for the one year study. 
 

 Item 7 – Patient representation on KAGPSG:  J Tizard has written to 
S Muhammad regarding a change in NHSBT policy not to have patient 
representatives attending Advisory Group and Sub Group meetings but 
are welcome to attend Patient Support Group meetings. 
Renal Patient View:  J Van der Voort confirmed that details had been 
emailed to M O’Connor informing how patients in Cardiff can access the 
system.  

 

   
2.3 Matters arising not separately identified  
2.3.1 No issues were brought up by attendees.  
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 ACTION 
3 Allocation  
   
3.1 Paediatric patients and the living donor kidney sharing scheme -   

                                                                                        KAGPSG(12)2 
 

3.1.1 L Mumford presented a summary paper of paediatric activity within the 
National Kidney Living Donor Sharing Scheme (NLDKSS).  Two recent 
changes to the scheme were discussed.  The first permits kidneys from 
ABO-O donors to be allocated to recipients of all other ABO-groups.  
The second now means that patients with the longest waiting times 
receive the greatest priority. 
The paper reported only one patient listed at GOS had been included 
within a pooled matching run.  S Marks suggested that he knew about 
four cases.  A Hudson agreed to investigate this further and report his 
findings at the next meeting. 
To date, no child been transplanted through this scheme. 

 
 
 
 
 
 
 
 

A Hudson 
 
 

 

3.2 HLA mismatching in children - KAGPSG(12)3       
3.2.1 Since the introduction of the 2006 Kidney Allocation Scheme, 23% of 

adult recipients and only 12% of paediatric recipients have received a 
level 1 000 HLA (A, B and DR) mismatched kidney.  Given the 2006 
Scheme was designed to improve HLA matching in children, the group 
questioned why the proportion of 000 HLA mismatched children 
receiving a transplant was lower compared with the same proportion for 
adult recipients.  It was noted however that while only 12% of children 
had received a 000 mismatch kidney, around 90% had received a 000 
or favourably matched kidney.  
The median waiting time to kidney transplant for children is around one 
year.  To increase the proportion of 000 mismatched transplants in 
children, discussions took place on whether it was possible to limit 
access for ‘easy to match’ children to 000 HLA-mismatched kidneys for 
an initial set period, relaxing the minimum match grade thereafter. 
A Hudson stated that it is currently possible for individual centres to 
calculate the reaction frequency for individual patients but it is not yet 
possible for individual centres to estimate the frequency of expected 
mismatch grades for individual patients.  A Hudson agreed to email 
attendees the link to the calculate reaction frequency tool and 
investigate further the possibility of extending this tool to estimate the 
frequency of mismatch grades for individual patients within the 10,000 
donor pool. 
The group suggested that it might prove useful to compare the kidney 
transplant outcomes for children who receive poorly HLA-mismatched 
living donor kidneys with those that receive well matched deceased 
donor kidneys. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

A Hudson 
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     ACTION 
4 The use of paediatric donors in renal transplantation                                                                                 
   
4.1 K Sharif gave a presentation to members outlining the following points: 

- a review of international paediatric donors; 
- single and en-bloc use of paediatric kidney donors in adult recipients; 
- use of paediatric donors in paediatric recipients; 
It was commented that paediatric donors into paediatric recipients are 
poorly matched with a significant increase in primary non function.  The 
suggestion was made to look at the outcome for paediatric donors from 
five to ten years of age and compare with the outcome of paediatric 
donors under five years of age.  
Clinical Support Services to email attendees a copy of the presentation. 

    
 
 
 
 
 
 
 
 
   K Sharif 
   K Huang 

   
5 UK Paediatric kidney transplantation: A 20 year review - update  
   
5.1 L Mumford reported that the data from the 20 year review of UK 

paediatric kidney transplantation was presented as a poster 
presentation at the European Renal Association (ERA) conference and 
submitted to the European Society for Paediatric Nephrology (ESPN).   
This work will also be presented at the Annual Renal Association 
Meeting after which a manuscript will be prepared and submitted for 
publication by the end of the year. 

 
 
 
 
 

 
6 Contra-indications to Organ Donation – KAGPSG(12)4  
   
6.1 S Marks reported that he had received a couple of requests from 

centres on the reasons for the decline of organs for paediatric recipients.  
Attendees were asked if the guidelines for contra-indications to organ 
donation were circulated to transplant surgeons.  He stressed that it 
should be made clear to all centres that the guidelines were consensus 
based and not evidence based. 

 

 
   
7 Reasons for decline of kidney offers for paediatric patients study – 

KAGPSG(12)5 
 

   
7.1 L Mumford presented results from a one-year prospective study 

investigating detailed reasons why individual offers of donated kidneys 
were declined on behalf of paediatric patients. A form was returned for 
100% of all kidney offers declined from each of the nine UK paediatric 
transplant centres throughout 2011. In total, 62 kidney offers for 
paediatric patients from 51 donors (102 kidneys) were declined. 79 
kidneys resulted in a transplants; 63 into adult patients.   
S Marks suggested that it would be beneficial to look at the 16 kidneys 
that were allocated to paediatric recipients. 
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J Tizard requested further information on the three offers cited from a 
deceased donor having meningitis and one offer from a deceased donor 
having high risk malignancy detailed in Table 3.  
It was commented that the title for Table 3 was misleading and should 
be amended to “Reasons for the decline of kidneys offered”. 
L Mumford agreed to send the raw data associated with these cases to 
S Marks and J Tizard 
S Marks, J Tizard and H Maxwell to review the data from a clinical 
perspective with an aim to develop national guidelines. 

   ACTION 
 
  
 
 
 
 
L Mumford  
 

S Marks/ 
J Tizard/ 

H Maxwell 
   

8 Kidney survival in left and right kidney transplants - KAGPSG(12)6  
   
8.1 When both kidneys are available, data suggests that paediatric 

transplant centres prefer to request the right kidney over the left.  
L Mumford presented a paper investigating whether post-transplant 
outcomes differed between paediatric transplants that implanted the left 
versus the right kidney  
Results indicated that for both matched donor pairs and unmatched 
cohorts there was no statistical evidence to suggest that post-transplant 
outcomes differed irrespective of whether the left or right donor kidney 
was transplanted.  Similarly there was no evidence of a difference in 
initial graft function. 

 
 
 
 
 
 
 
 
 
 

   
9 NHSBT UK Strategy for Living Donor Renal Transplantation group   
   
9.1 S Marks informed attendees that a group focusing on moving forward 

the strategy for living donor co-ordination had been set up by NHSBT 
led by L Burnapp as a result of issues arising from a change in 
commissioning.  One issue raised was regarding the work undertaken 
for the referral of adult recipients in peripheral centres but do not carry 
out transplants, resulting in hospitals undertaking the transplants, and 
therefore not receiving any funding.  Other aspects the group will be 
looking at are equity of access to transplant, donation, safety and 
welfare and follow up data on living donation.  This work will raise 
questions such as should transplant centres be specialising e.g. carry 
out paediatric transplantation in all transplant centres? 
J Tizard reported that commissioning will be a huge project for BAPN.  It 
would be preferential to include the Scottish commissioning system but 
it is unlikely to occur.  Is there a need to develop policies and standards 
e.g. for pre-emptive transplantation?  Attendees to email J Tizard 
suggestions for standards to be fed into commissioning. 

 
 
 
 
 
 
 
 
 
 
    
 

 
 

All 

   
10 Access to Transplant and Transplant Outcome Measures (ATTOM) 

in children 
 

   
10.1 S Marks gave a presentation on a study for Access to Transplantation 

and Transplant Outcome Measures (ATTOM), funded by the National 
Institute for Health and Research (NIHR).  The study aims to recruit UK  
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patients aged 75 years or younger who were commencing dialysis, 
being transplant listed or were transplanted. The study will recruit for a 
period of one year period and focus on five aspects of transplantation: 
- Access to transplant; 
- Patient survival on dialysis and after transplantation; 
- Quality of life on dialysis and transplantation; 
- Health economics 
- Organ allocation 
It was suggested that it would be beneficial to adopt some of their 
strategies for KAGPSG with an aim to looking at similar analysis but in 
children.  The project would be referred to as ATTOMIC (Access to 
Transplantation and Transplant Outcome Measures in Children).  The 
group were supportive of the idea and S Marks agreed to contact the 
NIHR regarding funding for the study.  It was hoped that the ATTOM 
website and other tools could be re-used to support ATTOMIC.  Clinical 
Support Services to circulate a copy of the presentation to the group. 

    ACTION 
 
 
 
 
 
 
 
 
 
 
 
 
 

S Marks 
 

K Huang 

   
11 Funnel plots within the centre specific reports – KAGPSG(12)7  
   
11.1 A paper was presented by L Mumford comparing centre specific post-

transplant survival rates with the national rate. This information is 
updated annually and publically available through the organ donation 
website.  
Concern was raised about whether the data showed a true difference 
between individual transplant centres. A Hudson indicated that the data 
compared survival rates for each transplant centre with the national rate 
and is not designed to compare across transplant centres.  J Tizard 
recommended that further explanation was required on the website to 
make this clear.    
Attendees were informed that making the information available publicly 
had been agreed by KAG years ago before being released on the 
website.  Annual reports were sent to individual transplant centres and 
feedback requested prior to uploading each of the annual reports.  

 
 
 
 
 
 
 
  A Hudson 
(L Mumford) 
 
 
  

   
12 RCPCH, BAPN and BKPA draft information e-leaflets for families 

on paediatric renal transplantation 
 

   
12.1 S Marks reported that representation from 13 paediatric nephrology 

transplant centres have been requested for the Committee and they 
may require information from KAGPSG.  Attendees wishing viewpoints 
to be put forward or to be involved are to let S Marks know. 
A draft e-leaflet template for families on paediatric kidneys for approval 
has been issued to stakeholders and transplant centres.  It it proposed 
that the causes of kidney failure and its impact on families are to be 
made available on the website.  This initiative has been sponsored by 
the British Kidney Patient Association (BKPA).   
 

          
 

 
All 
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A consent form for adult donors is now available on the BTS website 
and it is proposed that a consent form for paediatric donors will be 
released once feedback is received. 
M Christian to look at the documents with a view to incorporating 
paediatric issues and variations to the documents. 
K Sharif and M Christian to look at the Consent Working Party draft 
guidelines for paediatrics. 

ACTION 
 
 
 
 

M Christian 
 

K Sharif/ 
M Christian 

   
13 FOR INFORMATION ONLY:  
   
13.1 Centre-specific waiting list and transplant activity – KAGPSG(12)8  
13.1.1 Members were presented with a paper outlining the number of 

transplants undertaken at each transplant centre. 
 

 
   
13.2 The use of non-favourably matched grafts – KAGPSG(12)9  
13.2.1 A paper was presented to attendees giving details of non-favourably 

matched kidney transplants in paediatric patients. 
J Tizard to provide L Mumford with wording to replace paragraphs (3) 
and (4) and to include the statement “There have been no reports of 
breaches in agreement”.  

 
 
   J Tizard/ 
 L Mumford 

   
14 Any other business  
   
14.1 No issues were raised.  
   
15 Date of next meeting:   Wednesday 17th October 2012 at ODT, Bristol.   
   

 
NHS Blood and Transplant                    April 2012 


