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   NHS BLOOD AND TRANSPLANT 

ORGAN DONATION & TRANSPLANTATION DIRECTORATE 
 

THE TENTH MEETING OF THE BOWEL ADVISORY GROUP MEETING  
AT 11:30 AM ON WEDNESDAY 8 OCTOBER 2014 AT ODT, BRISTOL,  

 
PRESENT: 
  Prof Darius Mirza   Chairman 
 Ms Carly Bambridge Recipient Co-ordinator representative  
 Dr David Briggs BSHI Representative 
 Prof Dave Collett Associate Director of Statistics and Clinical Studies  
 Ms Melissa D’Mello Lay Member 
 Prof Peter Friend Oxford Transplant Centre 
  Dr Susan Fuggle   Scientific Advisor, NHSBT 
 Dr Simon Gabe   Representative for adult small bowel failure centres  
                                                                       and BAPEN 
 Dr Jane Hartley   Deputy for Dr Girish Gupte,  
                         Intestinal Transplant Centre, Birmingham 
  Dr Jonathan Hind   King’s College Hospital 
    Dr Steve Middleton   Cambridge Intestinal Transplant Centre 
    Prof Elizabeth Murphy  Lay Member 
    Prof James Neuberger  Associate Medical Director, NHSBT 
    Ms Camilla Notley             Observer (Specialist Nurse Organ Donation) 

Ms Susan Richards   Organ Donation, S Central and S East 
Ms Sally Rushton Statistics & Clinical Studies, NHSBT 
Mr Neil Russell Deputy for Mr Andrew Butler, Cambridge Intestinal 
                          Transplant Centre 
Mr Khalid Sharif Birmingham Intestinal Transplant Centre 
Mr David Stagg Business Transformation Services 
Ms Helen Tincknell Recipient Co-ordinator representative 
Dr Simon Travis   Oxford Intestinal Transplant Centre 
Mrs Ann Yates   Transplantation Support Services Management Lead 

 
IN ATTENDANCE: 
   Mrs Kamann Huang  Secretary, NHSBT 
  
   ACTION 

   
 Apologies were received from:  Dr Elisa Allen, Mr Andrew Butler,   

Prof John Dark, Ms Sam Duncan, Dr Girish Gupte, Ms Lydia Holdaway, 
Dr Edmund Jessop and Mr Hector Vilca-Melendez.  
Dr Susan Hill has been appointed to replace Dr Mark Dalzell as the 
paediatric gastroenterologist and BSPGHAN representative but was 
absent from the meeting. 

 

   
1 DECLARATIONS OF INTEREST IN RELATION TO AGENDA  

                                                                                              – BAG(14)15 

 

1.1 There were no declarations of interest in relation to the agenda.  
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2 MINUTES OF THE BAG MEETING ON 9 APRIL 2014 – BAG(M)(14)1  
2.1 Accuracy  
2.1.1 The minutes of the meeting were agreed as an accurate record of the 

meeting with the exception of the following amendment to be made: 
Page 4, section 4.4 Update on NHS England.  The last sentence:            
‘P Friend will lead a delegation under BTS, with representatives from 
Scotland and Wales, to speak to Mr James Palmer’ will be replaced with 
‘D Mirza will liaise with P Friend and Richard Jeavons, New Director of 
Specialised Commissioning, to draft a response to NHS England.’ 

 
 
 
 
 

D Mirza 

   
2.2 Action Points – BAG(AP)(14)2  
2.2.1 All action points have been completed or are in progress.  Actions with 

an oral update are listed below. 
 
 

 AP1:  Workplan:  S Richards informed members that regional 
collaboratives have been invited to attend the bi-annual eight to ten 
programmes to be held around the country to increase awareness 
amongst the SNODs and CLODs of the lack of paediatric bowels offered 
for donation.  S Richards to include inviting clinicians to the meetings. 
When patients change addresses and move to a new GP, the GP 
registration form, GMS1, do not give an option for bowel donation.                
J Neuberger to raise this issue at the next SMT meeting. 

 
 
 
 

S Richards 
 
 

J Neuberger 
 AP3:  Update on NHS England:  The action has been amended as 

outlined in section 2.1 Accuracy of the minutes of the meeting held on       
9 April 2014. 

 

   
2.3 Matters arising, not separately identified  
2.3.1 J Neuberger reported on two private hospitals, licenced by the HTA, 

approaching ODT regarding transplanting patients from within and 
outside the EU.  Currently offers of bowel donations within the UK meets 
patients on the waiting list so there is the capacity to take on overseas 
patients.  The four Departments of Health are working on a Strategy for 
this.   
It was highlighted that transparency and clarity of payment for private 
transplantation needs to be managed carefully to avoid any possible 
adverse publication of individual gain. 

 

   
3 BOWEL ADVISORY GROUP  
3.1 Update on Paediatric Donation Working Group – BAG(14)16  
3.1.1 Initiatives taking place to increase awareness of paediatric donation 

include: 
- S Richards is working with the regional collaboratives to increase 
awareness amongst the SNODs and CLODs of the small number of 
paediatric donors. 

- J Dark is undertaking an exercise to look at every small paediatric 
donor and the reason for turning down an offer. 

 
 
 
 
 
 
 
 
 



Approved 04.03.15      BAG(M)(14)2) 

 3

   ACTION 
   

A decision on further activity will be made once The Royal College of 
Paediatrics and Child Health releases a report in late September.           
J Hind hopes to get further clarification on the definition of brain stem 
death in paediatric donors from the report and will email K Huang the 
publication for circulation to the paediatric and adult transplant teams 
and to BAG members.  

 
 
 
 

J Hind/ 
K Huang 

   
3.2 Update on postcode analysis of registered patients – BAG(14)17  
3.2.1 Owing to the small number of patients who have received intestinal 

transplant in the UK it has not been possible to draw up any conclusive 
evidence regarding inequity of access to intestinal transplantation.   
Dr T Smith (BAPEN) stated that there is inequity of access to home 
parenteral nutrition (HPN) which could be used as an indication of 
inequity of access of intestinal transplantation for a large percentage of 
patients. 
Members agreed that an appropriate measure would be to audit the 
referral rate from centres and the death rate. 
Forty regional centres are being assessed according to the set criteria 
for each centre.  If a region results in too many centres they will be 
decommissioned.  It is anticipated that there will be 20 - 30 centres.  The 
question of whether the Commissioners were signed up for this was 
raised.  S Gabe stated that there has not been any new funding but 
there is an allocation of £43m for the whole of England. 
It was highlighted that Kent does not have any centres owing to a lack of 
expertise.  They will need to commission outside their area to develop 
the expertise. 
There have been delays in receiving reports following assessment of 
centres resulting in information received becoming out of date.                 
S Middleton to draft a letter, on behalf of BAG, to CRG (copied to 
BAPEN, co-ordinators of DoH, paediatric transplant and patient support 
groups) focusing on the question of ‘Should the rate of referral of 
patients to intestinal transplantation centres from regional intestinal 
failure centres be monitored as a further measure to confirm equity of 
access?   
J Hind to write a similar letter on behalf of the paediatric transplant 
groups. 
J Hind and J Hartley to email K Huang information on paediatric referrals 
for circulation to BAG members. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

S Middleton 
 
 
 
 
 

J Hind 

 
J Hind/ 

J Hartley 
   

4 ASSOCIATE MEDICAL DIRECTOR’S REPORT  
4.1 Developments in NHSBT  

4.1.1 J Neuberger outlined the following: 
- Aaron Powell has been appointed as Interim Director of ICT and will    

undertake the role for a period of 6 months. 
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- There is a vacancy for a Medical Health Informatics Lead at ODT.  
   The post is for a consultant transplant surgeon or physician working 

one day per week to act as a link between NHSBT and the donation 
and transplantation clinicians to help develop and improve the 
electronic interactions.  The successful applicant will need to be able to 
meet clinicians, understand their needs and help ensure that the IT 
developments are appropriate and relevant.  Members were asked to 
circulate the details of the vacancy within their centres. 

   
4.2 Governance  
4.2.1 Non-compliance with allocation  
4.2.1.1 On behalf of J Dark, J Neuberger reported that there were no non 

compliances with allocation. 
 

   
4.2.2 Detailed analysis of incidents for review – BAG(14)18  
4.2.2.1 M D’Mello raised the question of what had been done to reduce the 

number of incidents with the implementation of the new IT system.           
J Neuberger reported that every incident is managed and are discussed 
with the HTA as an external body. 

 

   
4.3 IT Progress Report – BAG(14)19  
4.3.1 Members were presented with the report summarizing IT projects 

implemented. 
There has been a step back with the Donor Registration Transformation 
(DRT) project.  The current service provider was unable to meet the 
requested targets resulting in the work being managed by an alternative 
service provider.   

 

   

5 STATISTICS & CLINICAL STUDIES REPORT  
5.1 Summary from Statistics and Clinical Studies and Annual Report  

                                                                                              – BAG(14)20 
 

5.1.1 A paper updating members of publications, current and future work was 
presented. 
Members were asked to agree if the option to register a patient for a 
liver-only transplant because of intestinal failure via the intestinal 
registration form should be removed. 

 

   
5.2 Centre specific report for NHS England – BAG(14)21  

5.2.1 A copy of the annual centre-specific report for NHS England monitoring 
the outcomes of the small bowel transplant programme was presented.  
Data within the report will be downloadable. 
It was highlighted that it is important to keep the findings in context when 
analysing small sets of data. 
There will be a 'patient tab' on the ODT website in due course with 
proposed categories e.g. organ transplantation, transplant centres and 
criteria for transplantation.  It is hoped that information in this section will 
be more comprehensive for members of the public, as the current in  
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depth information is aimed more for the professional and clinical 
community. 

   
6 CURRENT ACTIVITY:  
6.1 Summary of registrations and transplant activity: 

                             1 September 2013 to 31 August 2014 – BAG(14)22 
 

6.1.1 A paper was presented providing information on recent registrations for 
an intestinal transplant and a summary of recent transplant activity in 
the UK. 

 

   
6.2 Registration and classification of transplants including a short                             

                                                            length of the bowel – BAG(14)23 
 

6.2.1 The report informed members of a recommendation to change the 
elective liver registration form to include a section to register a patient 
requiring a liver as well as a pancreas with jejunum transplant for 
technical reasons.  This is to ensure that recipients are registered on the 
waiting list as requiring a bowel to ensure the correct organ offers are 
made and consent for bowel is taken and to prevent patients being 
classified as intestinal patients. 

 

   

 7 BOWEL DONATION  
 7.1 Potential bowel donors and location:  

                              1 September 2013 to 31 August 2014 – BAG(14)24 
 

 7.1.1 Reference P9 of the report, Figure 3 showing the location of the twenty 
UK  bowel donors whose bowels were transplanted in the specified time 
period 1 September 2013 to 31 August 2014.  Members recommended 
that it would be beneficial to include the following data: 
- a map of donor offers, and 
- data showing the discordance of offers of livers and offers of bowels. 

 
 
 
 

E Allen 

   

8 ORGAN ALLOCATION   
8.1 Priorities for organ allocation  

8.1.1 J Hind requested clarification on 'donor organs under the age of 16 
years being offered to an adult liver/bowel or multiviseral recipient before 
being offered to a child isolated liver recipient'.   
Section 5 of the Liver Allocation Policy states that paediatric donor livers 
(15 years or 34 kg) will be offered to liver/bowel of multiviseral recipients 
(both children and adults) before being offered to liver-only elective 
children. 

 

   
9 POST TRANSPLANT SURVIVAL   
9.1 Update on form returns by centre – BAG(14)25  

9.1.1 Centre representatives were requested to chase up the return of any 
outstanding Intestinal Transplant Record Forms for their centre.                 

S Middleton/ 
J Hind/ 

P Friend/ 
D Mirza 
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9.2 Risk-adjusted survival model post intestinal transplant - BAG(14)26  

9.2.1 S Middleton reported that he is leading the development of a model to 
predict survival and some work has already been undertaken looking at 
pre-transplant and post-transplant survival.  A group has already been 
set up with members from the US to collect data from the point of patient  
listing.  It would be beneficial to have statistical support for this group 
and he will work with E Allen. 
S Middleton was asked to include data on graft survival and patient 
survival as well as data on patient survival from listing and patient 
survival from transplant to provide a robust model for testing. 

 
 
 
 

S Middleton/ 
E Allen 

 
S Middleton 

   

10 DRAFT TEMPLACE OF DATA FILEDS FOR EVALUATION OF 
MACHINE PERFUSION – BAG(14)27 

 

10.1 In the absence of J Dark, a draft proposal was presented for a common 
set of data to be collected by NHSBT for all organs to include clinically 
important information about aspects of perfusion.  It was noted that this 
information would not be as significant for bowels.  Members were 
requested to direct any queries to J Dark. 

 

   
11 QUALITY OF LIFE MEASURES – BAG(14)28  
11.1 S Travis presented a paper to come up with an appropriate instrument to 

evaluate the quality of life following intestinal transplantation.  One tool 
would be EQ-5D (EuroQol) a standardised instrument for measuring 
health outcome. 
It was commented that it would be beneficial for any generic Quality of 
Life tool to measure patients for six months, one year and three years 
and not be age exclusive. This will require patients to fill in forms.                     
S Middleton highlighted that it would be beneficial to include HPN which 
is not included in EQ-5D. 
One suggestion was to accept EQ-5D with an agreed set of simple 
metrics e.g. hospitalisation days per year for testing.   
S Middleton informed members of a thesis being undertaken on this 
subject by a student and it may be beneficial to use this data.  D Collett 
agreed that the data could be used in conjunction with data being 
collected by Statistics and Clinical Studies.  S Travis, S Middleton and          
J Hind to discuss this further outside the meeting. 

 
S Travis will check approval for using information from the dissertation 
for professional use. 
M D'Mello raised the question of how all the costs associated with the 
trial exercise would be measured.  S Middleton reported on an American 
patient level package currently being used within his centre.  
Quality of Life measures to be a standing agenda item. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
S Travis/ 

S Middleton/ 
J Hind 

 
S Travis 

 
 

 
K Huang 
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12 ABDOMINAL WALL RETRIEVAL – BAG(14)32  
12.1 S Richards presented an improved process for SNODs to adopt for 

abdominal wall retrieval and requested approval by BAG.  If approved 
the trial will be implemented in October and then rolled out across to all 
specialist nurses.  Approval was given by BAG. 
 
The process will be inserted as an Appendix to the current protocol.  
Abdominal wall retrieval is rare and will only arise in cases of intestinal 
failure requiring intestinal transplantation.   
The wording for weight '80 kgs' is to be amended to 'less than or equal 
to 80 kgs'. 
 
J Neuberger asked for a protocol to be implemented to ensure the body 
of donors are restored. 
J Neuberger would like to see a regular report on the outcomes of 
abdominal wall retrieval and for the process to be monitored. 
Abdominal wall retrieval is to be a standing agenda item. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

S Richards 
 

S Richards/ 
E Allen 

K Huang 
   

13 PAPERS FOR ISBTS MEETING: 10-13 JUNE 2015, ARGENTINA  
13.1 D Mirza asked members to think about any ideas for collective projects.  

E Allen and S Rushton would be happy to provide statistical support. 
 

   

14 ANY OTHER BUSINESS  
14.1 Annual Stakeholder meeting to be combined with Donation 

Congress 24th & 25th March 2015 
 

14.1.1 
 

D Mirza informed members of the plan to include the Intestinal Forum 
with the Donation Congress in March 2015 and asked for suggestions 
for any existing Conferences/Stakeholder events on Bowel 
Transplantation to be included.  D Mirza to liaise with C Williment on the 
Donation Congress agenda. 

 
 
 
 

D Mirza/ 
C Williment 

   

15 DATE OF NEXT MEETINGS:    
Wednesday, 4th March 2015 at ODT, Bristol. 
Wednesday, 7th October 2015 at ODT, Bristol. 

 

   

16 FOR INFORMATION ONLY:  

16.1 Transplant activity report for August – BAG(14)29  

16.1.1 A paper outlining the activity of all organ transplants up to March 2014 
was given. 

 

   
16.2 Minutes of LAG meeting : 21 May 2014 – BAG(14)30  

16.2.1 Members noted the minutes of the Liver Advisory Group meeting for 
information. 

 

 
 
 
 
 

  



Approved 04.03.15      BAG(M)(14)2) 

 8

   ACTION 
   

16.3 Intestinal Patient Consent – BAG(14)31  

16.3.1 A paper was presented summarising the patient consent rates achieved 
by each transplant centre.  Of the 155 patients across the UK listed for 
an intestinal transplant since April 2008, 100% have given their consent 
for the use of their personnel data to be recorded on the UK Transplant 
Registry. 

 

 
 
Organ Donation & Transplantation Directorate             October 2014 
 
 
Administrative Lead – Kamann Huang 


