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NHS BLOOD AND TRANSPLANT 
 

ORGAN DONATION AND TRANSPLANTATION DIRECTORATE 
 

KIDNEY ADVISORY GROUP 
 

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 
 
CENTRE SPECIFIC REPORTING 

 
2 Transplant centre specific reporting in the public domain is long established 

and historically has been in a number of formats.  There is an increasing need 
for transparency and all Advisory Groups have been keen for openness and 
the public availability of data and information.   
 

3 There are currently a number of drivers prompting a review of the information 
that is provided by NHSBT: 
a. Need for a more coordinated, easy to access set of centre reports 
b. Revised contractual arrangements with NHS England for audit reports 

(historically only covering cardiothoracic and liver transplantation) 
c. Requests for information to support Clinical Reference Groups  
d. Use of www.odt.nhs.uk as a suitable platform to publish data 

 
4 Transplant centre information is currently available from NHSBT through a 

series of different reports and media.  These include: 
a. Annual Activity Report (basic activity data only) 
b. Centre Specific Reports on www.odt.nhs.uk – including waiting times, cold 

ischaemia times and post-transplant survival rates, with funnel plot 
analyses in some cases 

c. NHSBT Audit Reports – focussing on patient outcomes of liver and 
cardiothoracic organ transplant patients 

d. Advisory Group papers (now available at www.odt.nhs.uk) 
i. These include CUSUM reports of short term outcome centre 

monitoring for some groups  
 

5 Over the coming year reporting will be streamlined such that other than the 
Annual Activity Report which provides basic activity data, where possible, 
centre reports to be published will be produced once a year with shorter, 
interim reports produced six months after each full report.   
 

6 These reports will: 
a. Cover all transplant centres 

http://www.odt.nhs.uk
http://www.odt.nhs.uk
http://www.odt.nhs.uk
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b. Include named centre data 
c. Be validated by centres before publication 
d. Be available publically (at www.odt.nhs.uk) 
e. Include all information requested routinely by third parties so that centres 

are aware of and have chance to validate all data that are to be published 
 

7 It is anticipated that the reports cover a five to ten year period for trends but 
focus on the latest financial year in more detail, and include the following as a 
minimum (where appropriate for each organ): 
a. Basic waiting list and transplant activity data 
b. Basic demographic data for waiting list and transplants 
c. Median waiting times and outcomes from listing 
d. Offer decline rates 
e. Cold ischaemia times 
f. Centre specific mortality and survival outcomes 

i. Unadjusted and risk-adjusted graft and/or patient survival rates 
ii. funnel plots for between centre comparisons 
iii. CUSUM charts for continuous monitoring of centre performance 

 
8 The Statistics and Clinical Studies team are currently drafting reports. 

Stakeholder engagement will involve NHS England and the Solid Organ 
Advisory Groups.  Working with the Advisory Groups, the reports will evolve 
over time to ensure comprehensive reporting and also that analyses remain 
relevant and timely.  It is expected that the needs of regular users of such 
data, eg NHS England and the Clinical Reference Groups, will be met through 
the coverage of this annual review, offering transplant centres assurances 
about the data that NHSBT share about them and streamlining the provision 
of information from NHSBT. 

 
 
TRANSPLANT FOLLOW-UP DATA 

9 ODT are finding it increasingly difficult to subsidise follow-up data returns due 
from renal units through the provision of a data collection service. In 2013 
some 23,000 renal follow-up forms were collected at a cost of £308,000. With 
follow-up returns increasing as do numbers of transplants and alongside 
improvements in post-transplant survival, a more sustainable alternative 
solution is required that ideally is of mutual benefit to both renal units and 
ODT. Most, perhaps all, dialysis and renal transplant centres record much of 
the follow-up data required on their local electronic hospital systems. The 
ideal solution would therefore be to extract these data directly from those 
systems and upload it directly onto the UK Transplant Registry. This would 
remove the need for paper form completion, postal arrangements and ODT 
data entry and would significantly reduce the costs and burden associated 
with renal follow-up data collection.  

 
10 A project group known as the UK Renal Data Collaborative has been 

developing a system that may potentially fulfil this requirement. Further details 
can be found in the ‘White Paper’ at Appendix A, but this project has the 
potential to offer a real opportunity for ODT to obtain all kidney follow-up data 

http://www.odt.nhs.uk
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(some 33,000 records per annum) through a single electronic extraction from 
a single data warehouse. The warehouse itself will be designed to extract 
from each of the hospital systems within each of the renal units.  

 
10 To benefit from this development, the following actions are required: 
 

(i): Scope out the feasibility for the UK RDC project to understand if this is a 
realistic and efficient option capable of providing kidney transplant follow-up 
data returns to the UK Transplant Registry in a robust, reliable and 
appropriately supported way.  

 
(ii) If shown to meet our needs, work would be needed to understand the 
requirements and deliverables to enable ODT to retrieve electronic kidney 
transplant follow-up data directly from the UK Renal Data Collaboration ‘data 
warehouse’. 

 
11 A Project Board is being established within ODT to scope out the feasibility of 

the UK RDC. Members are asked to propose KAG representation on this 
group. The representative will be required to participate in regular project 
board meetings and be available to undertake an advisory and supportive 
role, for example by helping to propose a renal follow-up data set that is 
relevant for the modern era. 

 
 
CONFERENCE PRESENTATIONS, CURRENT AND FUTURE WORK 
 
 
CONFERENCE PRESENTATIONS 
 
12 One oral presentation on ‘Estimating long-term kidney graft and patient 

survival estimates using period analysis’ was given at the British Transplant 
Society (BTS) congress in March. 

 
 
CURRENT AND FUTURE WORK 
 
13 Implement and monitor the DCD Regional Sharing Scheme. 
 
14 Introduce more comprehensive centre specific reports. 
 
15 Continue analysis of the NHSBT funded living donor study to identify optimal 

transplant strategies. 
 
16 Undertake analysis to support the ATTOM project. 
 
17 Continue to monitor and develop (as required) the Living Donor Sharing 

Schemes and the 2006 National DBD Kidney Allocation Scheme. 
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KIDNEY AND PANCREAS RESEARCH GROUP 
 
18 The minutes of the latest Kidney and Pancreas Research Group meeting are 

provided at Appendix I.  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                                       May 2014 
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Appendix A 
 

 UK Renal Data Collaboration White Paper 
  
Background  
The UK Renal Data Collaboration was formed at a meeting in The University 
Department of Medicine, The Royal Infirmary Edinburgh on 29 Nov 2012.  
The current organisations in the UKRDC are the UK Renal Registry, the Scottish Renal 
Registry, Renal Patient View, the UK Registry for Rare Kidney Diseases and the British 
Association for Paediatric Nephrology. The initial meeting was chaired by Dr Afzal 
Chaudhry who is the Chair of the Renal Information Exchange Group (RIXG). It was 
attended by accountable officers of the participating bodies (BAPN sent apologies). This 
organising group is called the Guiding Coalition. The background, roles, authority, 
accountability, composition and organisation of the UKRDC and the guiding coalition are 
set out in a paper ‘Registry Development Guiding Coalition’. The UKRDC members are 
a strategic alliance with each organisation retaining their own governance structures 
through their respective accountable officers.  
 
The Problem  
Renal units in the UK started using computerised electronic patient records (EPRs) in 
the 1960s. Every adult renal unit in the UK now has a well-developed electronic patient 
record (EPR) provided by a variety of 3rd party software suppliers. The early versions 
were very powerful and flexible. They were mostly configured by enthusiastic 
nephrologists and were very successful at supporting and recording care of patients 
dependent of renal replacement therapy (RRT). This has resulted in great expertise 
around the UK but because they were deployed before standards had been developed, 
many systems were hand crafted with individual schemes for communication, coding, 
naming conventions, definitions, error trapping and validation. Most renal EPR systems 
cannot support modern, now often mandatory processes for security, patient 
identification, clinical coding (diagnoses and procedures) or the use of granular 
hierarchical schemes that allows data to be grouped automatically. Few current systems 
can store the meta data which are required to interpret data correctly (e.g. assay method 
and reference range), secondary uses of data are limited and it is impossible to transfer 
records electronically between renal units or other specialties when a patient changes 
address or status. In some cases word of mouth and local knowledge are required to 
interpret the data and operate the systems. It was acknowledged that in 2013 better use 
could be made of existing knowledge, collaborations, patient involvement and new 
information technologies. 
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Proposal Aim  
Improve and standardise the scope and detail of data recording in renal units; move to 
paperless electronic patient records; improve and standardise data communications 
between the UKRDC member organisations and between renal units allowing rapid 
transfer of a full patient record as required and full access to data by patients. 
Furthermore it is hoped to improve the use made of available data and thereby improve 
efficiency.  
To this end the UKRDC made the following proposals for IT developments in the renal 
community in the UK. These have been approved by the UK Renal Information 
Governance Board, the SRR Steering committee, RaDaR, RPV and BAPN and they 
have been discussed in outline with the suppliers of IT systems and EPRs to the UK 
renal units at a meeting in Bristol on 19 Sept 2012 and subsequently at meetings in their 
offices. This paper will be presented at a second meeting with the IT suppliers in 
Birmingham on 06 June 2013.  
1)  Adopt standard terms using SNOMED CT and the National Laboratory Medicine 

Catalogue (NLMC) with advice from the UK Renal Terminology Committee. The 
NLMC has been developed by the Royal College of Pathologists and the HSCIC. It 
supports lab requests and results reporting and includes SNOMED-CT identifiers 
and metadata. The Terminology Committee includes a professional terminologist 
from the HSCIC and has close links with the HSCIC, NLMC and the ERA-EDTA 
Registry and its coding scheme.  

2) Adopt standard methods for labeling and formatting data via creation of a data 
model and standard messaging systems. A data model has been created for the 
UKRDC. The Fast Healthcare Interoperability Resources (FHIR) implementation of 
HL7 has been proposed as a possible standard for communication and 
interoperability.  
Information about FHIR is available at: 
http://www.slideshare.net/HINZ/introduction-to-hl7-fhir; a wiki page at: 
http://wiki.hl7.org/index.php?title=FHIR and the FHIR specification at: 
http://hl7.org/fhir  

3)  Develop two way communication between all participants including patients via 
RPV. This will require clear rules about data primacy, provenance, distribution and 
version.  

4)  Build and maintain a data warehouse with suitable operating system, security, 
communications and database. This will act as the communications hub for the 
organisations in the UKRDC Expert advice on the choice of warehouse, database 
software and the messaging system is being prepared by staff from the HSCIC and 
will be presented by mid Nov 2013.4). 

http://www.slideshare.net/HINZ/introduction-to-hl7-fhir;
http://wiki.hl7.org/index.php?title=FHIR
http://hl7.org/fhir
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The warehouse will:  
• Provide secure, fast, high capacity data storage with validation and version control.  
• Support a query language with output to other renal systems and external analysis 
software.  
• Adhere to relevant principles specified in the RIXG renal database 
recommendations/operational requirement.  
• Manage data with sufficient granularity and associated meta data to support the needs 
of the most exacting requirement set by a UKRDC member.  
• Identify data records with a unique id e.g. using a Global Unique Identifier (GUID). This 
will facilitate the inevitable corrections required.  
• Collaborate closely with the UK Renal IT/EPR suppliers.  
• Improve renal unit clinical and data governance and accept standardisation of clinical 
terminology and message structure.  
• Adopt fully electronic records that will support the highest standards of care, decision 
support, embedded prompts, error and pattern detection, full access for patients, reuse 
of data for secondary purposes including quality improvement, service development, 
clinical and epidemiology research and teaching. The systems adopted must be fast and 
flexible. A powerful database and server will be required for the warehouse with a 
sophisticated query system.  
 
Dataset  
The dataset required to satisfy the needs of all the participating organisations will be 
large and will likely change frequently. A spread sheet listing the datasets submitted by 
the UKRDC members and an initial core dataset for the warehouse and data model will 
be maintained by the UK Renal Terminology Committee Data Set Group and will be 
published on the UKRDC page of the RIXG website. The data model noted above has 
been based on this spread sheet. A list of common abbreviations, and useful websites is 
also available there.  
 
Clinical Governance  
Clinical Governance for the core work of the UKRDC will be managed through the 
current governance arrangements of the UKRDC members. These however may need 
to be bolstered as new uses are found for the data warehouse. Local clinical governance 
arrangements are key to ensuring that data are accurate and valid and this route will be 
used to encourage clinicians and managers to improve data quality. In some places this 
will be reinforced through commissioner contracts 
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Pilots  
Volunteers now are invited to join the pilot. Applications should be made jointly by renal 
units using a modern and capable EPR and the IT company supporting their EPR. 
Applications should be sent by email Ron Cullen, Director UKRR 
ron.cullen@renalregistry.nhs.uk or renalregistry@renalregistry.nhs.uk  
 

Links to the UKRDC members  
UK Renal Registry http://www.renalreg.com/index.html 
The Scottish Renal Registry http://www.srr.scot.nhs.uk 
Renal Patient View https://www.renalpatientview.org 
The Renal Association http://www.renal.org/home.aspx 
The British Association for Paediatric Nephrology http://www.bapn.org 
Rare Renal Diseases Registry https://www.renalradar.org  
 

Communication  
Good communication will be required with:  
•  Renal IT suppliers. All such companies currently active in the UK attended a 

meeting in Bristol in 2012, the UKRDC has visited them all at their offices (WebEx 
with Cybernius who are based in Canada) and a second general meeting was held 
on 06 June 2013 in Birmingham.  

•  Renal units and renal unit staff will be kept up to date via newsletters, the UKRDC 
members’ internal communications and by presentations at the RA and SRA 
meetings.  

•  Health and Social Care Information Centre (HSCIC) in Leeds via contacts and 
meetings with staff there.  

•  UK Renal Terminology Committee (for SNOMED CT) The Chair is Dr Afzal 
Chaudhry who is on the UKRDC Guiding Coalition.  

  
Comments about this document are requested from the UKRDC members, UK renal 
units, renal IT suppliers and are invited from any reasonably interested parties should be 
sent to Ron Cullen (Director UKRR) (ron.cullen@renalregistry.nhs.uk) 
 
File  UK Renal Data Collaboration White Paper.docx  
ver  date  author  comment  
1.0  19 Sept 2013  UKRDC  
 
 

mailto:ron.cullen@renalregistry.nhs.uk
mailto:renalregistry@renalregistry.nhs.uk
http://www.renalreg.com/index.html
http://www.srr.scot.nhs.uk
https://www.renalpatientview.org
http://www.renal.org/home.aspx
http://www.bapn.org
https://www.renalradar.org
mailto:ron.cullen@renalregistry.nhs.uk
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Appendix B 
NHS BLOOD AND TRANSPLANT 

ORGAN DONATION AND TRANSPLANTATION DIRECTORATE  
 

MINUTES OF THE THIRD TELECONFERENCE OF THE  
KIDNEY AND PANCREAS RESEARCH GROUP 

HELD ON THURSDAY 16 JANUARY 2014 AT ODT, BRISTOL  
 
Present:   
Prof. Chris Watson   Chair - Kidney Advisory Group 
Mrs. Lisa Bradbury  Senior Statistician, Pancreas Data Series Lead, NHSBT 
Prof. Dave Collett   Associate Director, Statistics & Clinical Studies, NHSBT 
Prof. Peter Friend  Oxford Transplant Centre  
Dr Sue Fuggle   Scientific Advisor, ODT  
Mr. Alex Hudson   Principal Statistician, Kidney Data Series Lead, NHSBT  
 
In Attendance: 
Lisa Drakett   PA/Secretary - Clinical & Support Services, ODT  
 
 

  ACTION 
 WELCOME / INTRODUCTION AND APOLOGIES  

  
Apologies were noted from Dr Chris Dudley, Dr Philip Mason and           
Rachel Johnson. 
 

 

1. MINUTES OF THE LAST MEETING   

1.1 Accuracy:  
The minutes of the last meeting were agreed as a correct and accurate 
record. 

 

1.2 Action points:  From teleconference on 22 August 2013. 

All action points were completed except for:  
AP3: N Ahmad: HBcAb Transmission which is in progress. 
 
The research proposal from the Niaz Ahmad (Dual Kidney 
transplantation) raised at the last teleconference 22 August 2013 was 
discussed.  A Hudson agreed to provide a copy of the letter that was sent 
to Niaz Ahmad to C Watson and P Friend.  D Collett to provide any 
views/issues regarding overlapping analysis. 
 

 
 
 
 
 
 
 

A Hudson 

2. EXTERNAL RESEARCH STUDIES   
2.1 Research Proposals: Kidney  

 a) Tom Gallagher – Advanced Specialist Trainee, Edinburgh 
A national outcomes analysis follow-up of the use of University of 
Wisconsin solution versus Histidine-Tryptophan-Ketoglutarate as 
preservation solutions for static cold storage of kidney allografts. 
 
Members agreed that this is a good study opportunity although raised 
concerns over the large amount of data requested. The group felt that 
prior to data extraction, an outline of the analysis should be submitted to 
justify how each of the requested data items would benefit the study. It is 

 
 
 
 
 
 

A Hudson 
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hoped this process would help provide focus and reduce the number of 
data items requested. 

 b) Niaz Ahmad – Consultant Surgeon, Leeds 
Recipient Outcomes from Right versus Left laparoscopic Donor 
Nephrectomy: Does Side Matter? 
Members approved the sharing of national data to support this study. The 
group felt that some of the data items requested may not be available or 
appropriate but AH agreed to work with the applicant to agree an 
appropriate and feasible set of data. 

 

 
 
 
 
 

A Hudson 

 c)  Niaz Ahmad – Consultant Surgeon, Leeds 
Dual Kidney transplantation: a benefit by increasing utilization and 
improving result or inappropriate use of scarce resource by 
decreasing utility? 
Members agreed this was a very important question but considered it a 
very difficult study to undertake. It was recommended that the Leeds 
group should work collaboratively with statisticians at NHSBT. Members 
also recommended that an age, sex and potentially UK Donor Risk Index 
matched comparator group might benefit this study and eliminate the 
need for some of the less important data items requested. 
 

 
 
 
 
 
 
 
 

A Hudson 

 d) Niaz Ahmad – Consultant Surgeon, Leeds 
Economic Impact of Utilising Declined Kidneys in a single centre 
Members noted that this was a single centre study and was therefore not 
required to be circulated through the national data application process. 
AH to arrange data provision. Members suggested that it was important 
to understand the reasons why the kidneys were originally declined and 
to acknowledge kidneys that had been declined for donor or organ 
reasons from those that had been offered through this scheme due to 
prolonged cold ischaemia. Additionally, risks of transmission of donor 
disease might be interesting to consider.     
 

 
 
 
 
 
 
 
 
 

A Hudson 

 e) Niaz Ahmad – Consultant Surgeon, Leeds 
The incidence of transmission of encephalitis following kidney 
transplantation from a donor with encephalitis in the UK 
Members felt that in light of recent events this would not be an 
appropriate study at the present time. It was noted that this is already 
being looked at on a national level by NHSBT through the DORA study; 
results are due for publication in the near future. 
 

 
 
 
 
 
 

A Hudson 

 f) Nizam Mamode – Consultant Surgeon, Guys 
Outcomes after laparoscopic nephrectomy in the elderly 

This application was approved in 2008 and has been resubmitted as no 
progress was made following the original application.  Members agreed 
that this was a very significant piece of work and again approved the 
release of national data to support it. Members suggested that the 
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comparison between open and laparoscopic donation was no longer 
topical and the studies main emphasis should be focussed on donor age. 

 

 
A Hudson 

 g)  Pippa Bailey – NIHR Doctoral Research Fellow - Bristol 
Socioeconomic deprivation and kidney donation after death in 
England: what is the deprivation status of donors and recipients? 
Members approved the sharing of national data to support this study. It 
was noted that it was not possible to provide full postcode due to data 
protection legislation. Instead SCS would merge the social deprivation 
score prior to data sharing removing the need to share full postcode. 

 
 
 
 
 

A Hudson 

  
h) Hussein Khambalia – Senior Clinical Research Fellow,  

                                      Transplant Unit 
 

Risk Stratification in Pancreas Transplantation 
 
Members recognised the importance of this study but agreed that this 
work should be undertaken under the auspices of the Pancreas Advisory 
Group (PAG) when a sufficient cohort of data is available to enable full 
centre participation in the study. Prof Peter Friend will be leading 
discussion on this at the next PAG meeting.  
 

 

  
i) Hussein Khambalia – Senior Clinical Research Fellow,  

                                      Transplant Unit 
 
Changes in Pancreatic Structure and Morphology with Increasing 
cold Ischaemic Time: A Proof of Principle Study 
 
It was felt that the full scope of this study fell outside of the remit of the 
Kidney and Pancreas Research Group and that a request should be sent 
to Christian Brailsford in NHSBT for approval to access pancreases for 
research. 
 

 

3. ANY OTHER BUSINESS:  

3.1 

 

 

 

D Collett suggested that it may be a good idea for Stats & Clinical 
Support Studies to run an information workshop in Leeds in view of the 
number of applications which have been received from Leeds.    
Members agreed that this would be beneficial. 

 

 
 

D Collett 

4. DATE OF NEXT TELCONFERENCE MEETING 
To be confirmed 

 

NHS Blood and Transplant                                                                           January 2014 
  
 


