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SUMMARY FROM STATISTICS AND CLINICAL STUDIES 
 
 

INTRODUCTION 
 
1 This paper provides an update from Statistics and Clinical Studies and summarises 

recent presentations, publications, current and future work. 
 

 
UPDATE FROM STATISTICS AND CLINICAL STUDIES 
 
2 The Annual Organ Specific Report on Pancreas transplantation has been published 

by NHSBT for the first time. The report covers 10 years of pancreas transplant data, 
from 1 April 2004 and six years of islet transplant data, from 1 April 2008. It presents 
information on patients on the transplant list, number of transplants and survival after 
first simultaneous pancreas and kidney and pancreas only transplantation on a 
national and centre-specific basis. Available from http://www.odt.nhs.uk/uk-transplant-
registry/organ-specific-reports. 
 

3 It has been agreed that interim Organ Specific Reports including activity up to end of 
September will also be produced and published online for all organs.  The interim 
reports will be a shortened version of the full annual report. The first Interim Report 
for Pancreas and Islet Transplantation will be produced in December 2015. 
 

4 Agreed listing criteria for priority islet registrations have been added to the standard 
listing criteria for pancreas and islet transplantation. The listing criteria provided on 
the Supplementary Pancreas/Islet Registration form have been amended to reflect 
the change. 
 

5 Rachel Johnson returned to the Statistics & Clinical Studies Department in March 
2015, as Head of Organ Donation and Transplantation Services, after spending six 
months on secondment. 
 

6 Sue Madden is due to take maternity leave from June 2015. From June, Rhiannon 
Taylor will be the main contact for all our statistical work in pancreas donation and 
pancreas and islet transplantation. Lisa Bradbury will provide support to Rhiannon in 
an advisory role given her previous experience as Pancreas Data Series Lead. 

 
TRANSPLANT FOLLOW-UP DATA 
 
7 Reporting of transplant outcome in the UK forms part of the Organ Specific 

Transplant Services Specification Contract between individual hospitals and the 
Department of Health. Whilst most centres return these data through self-sufficient 
means, some (most frequently satellite follow-up centres) have been reliant on the 
support of external data collectors funded by NHSBT.  As of 1 April 2015, NHSBT 
funding has been withdrawn.   
 

http://www.odt.nhs.uk/uk-transplant


 PAG(15)6 
 

2 
 

8 In order to minimise impact on the normal, excellent return rates we are introducing 
regular monitoring of centre specific follow-up form return rates for all organs in 
conjunction with ODT Information Services to promptly highlight and address any 
issues resulting from the termination of the NHSBT funded data collection service. 

 
PROVISION OF STANDARD DATA SETS FOR SOLID ORGANS 

 
9 NHSBT makes available a limited data set containing outcome data and certain 

demographic and other factors to those who request it.  This has always been 
regarded as a first step in making available fuller information on the outcomes of 
transplant recipients.   
 

10 The Chair of the Liver Advisory Group has asked for more detailed information to be 
provided on liver recipients. The intention is to reduce the workload created in 
reviewing and processing applications for national transplant data and moving 
towards a standardised data provision that addresses at least some of the data 
requirements of the transplant community. 
 

11 Following discussion at the Chairs of Advisory Groups Committee it was 
recommended that the proposal should be trialled with the Liver Advisory Group to 
work out the issues that may arise prior to implementation in other areas. 

 
 
CONFERENCE PRESENTATIONS, CURRENT AND FUTURE WORK 
 
CONFERENCE PRESENTATIONS 
 
12 An oral presentation on ‘Islet activity and outcomes in the UK’ was given at the Islet 

Study Day in Edinburgh in November last year. A second oral presentation 
introducing the new ‘NHSBT Annual Pancreas and Islet Transplant Report 2013/14’ 
was given at the recent Pancreas Transplant Forum, held in Manchester, in January. 
 

CURRENT AND FUTURE WORK 
 
13 The second Annual Report on Pancreas and Islet Transplantation for 2014/15 is due 

to published in June this year in line with the proposed schedule for all future annual 
reports. 
  

14 A prospective data collection for the Post Islet Transplant Sensitisation Study is on 
going.  Data collection will be reviewed by the PAG Islet Steering Group. 
 

15 We continue to monitor the National Pancreas Allocation Scheme to make sure that 
no patient groups are being disadvantaged. 
 

16 A paper on the development of the National Pancreas Allocation Scheme has been 
submitted to American Journal of Transplantation and accepted for publication. 

  
 
KIDNEY AND PANCREAS RESEARCH GROUP 
 
17 There have been no further meetings of the Kidney and Pancreas Research Group 

(KPRG) meeting since August last year. Applications for kidney data have been 
considered via email discussion. One application for islet data has been received and 
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approved by the Chair of KPRG and the PAG Islet Steering Group in February this 
year. 
 

18 The Research Group support and encourage publication of analyses undertaken 
either as part of core work or in support of external collaborators.   
 

 
Rachel Johnson 
Head of Organ Donation and Transplantation Studies 
Statistics and Clinical Studies                                       April 2015 


