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We committed to 

• Increase living donor kidney transplantation (LDKT)

• Address unwarranted variation

• More options for LDKT

• More living donors 

• Improve recipient outcomes

• Increase pre-emptive LDKT

• Maximise UK living kidney sharing scheme (UKLKSS)

• Disincentivise travel outside UK for a transplant

• Look after donors

• Remove unwarranted barriers to donation

• Ensure the best outcomes and donor experience 

“To match world class 

performance in living donor 

kidney transplantation”



Overview

• Some achievements

• Some recent developments

• Some areas for improvement



Achievements



UK Living 

Kidney Sharing 

Scheme



UK scheme - largest in Europe 

Large, advanced programmes

New, smaller programmes      

Programmes in development  

Countries with no programme 

UK



World Kidney Day- 14th March 2019



Priorities

• Maximise transplants

• Increase flexibility in the scheme

• Tackle non-proceeding transplants

• Improve access and awareness



Adult living donor transplants

21% of adult LDKT

8% of paediatric LDKT



Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant



Increasing the Donor Pool

• Inclusion of non-directed donors as a ‘default’

• Inclusion of compatible pairs

• Desensitisation and low risk ABOi for highly sensitised recipients
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NDADs: Latest Statistics*
Total 

NDADs
NDADs direct 

to transplant 
list

NDADs 

donating to 

UKLKSS

Total 

transplants 
from ‘Chains’

Total 

transplants 
from NDADs

2012 60 57 3 6 63

2013 107 85 22 44 129

2014 110 87 23 46 133

2015 94 73 21 54 127

2016 85 59 26 63 122

2017 87 61 26 64 125

2018 64 33 31 79 112

2019 102 50 52 133 183

*31st December 2019



Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant

Pair Inclusion by Matching Run 



Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant

Pair Inclusion by Centre



Compatible Pairs*
Calendar year 

of transplant

Number of compatible 

pair transplants

Number of additional 

Txs. due to inclusion 

of compatible pairs

Total number of Txs. due to 

inclusion of  compatible 

pairs

2012 3 2 5

2013 2 2 4

2014 4 6 10

2015 10 19 29

2016 10 17 27

2017 17 24 41

2018 25 27 52

2019 36 46 82

Total 107 143 250

*31st December 2019



Extended Criteria in UKLKSS*
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*31st December 2019

Total:

251 patients registered

126 patients transplanted



Antibody Incompatible Transplants in the UKLKSS*
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Number of Antibody Incompatible Transplants in 
UKLKSS 2009-2019

HLAi ABOi HLAi & ABOi

HLAi 62 

ABOi 6

HLAi & ABOi 1

Total transplanted 69

* AiT Registry, 31st December 2019



Non-proceeding Transplants



Non-proceeding Transplants

Clinical - Donor
unsuitable

Donor Withdrew

Alternative transplant

Immunological

Clinical - Recipient
unsuitable

Recip Withdrew

October 2017- July 2018 (46 reasons)

35%

9%

7%
13%

30%

7%

*Data derived from on-line survey monkey  



Centre-Specific Data

Proportion of non-proceeding Txs.

No. of non-proceeding Txs.

No. of matches by centre

*Data derived from on-line survey monkey  



Thank you.

‘If in doubt, leave them out’



Non-simultaneous Surgery

• Introduced in 2015 to facilitate ‘long chains’ and logistically complex exchanges

• Within 2 weeks (10 working days)- discussion with Clinical Lead and notification to Chair of KAG 

• Outside 2 weeks- discussion with Clinical Lead and approval from Chair of KAG

• Most due to theatre availability/capacity in individual centres

• Low risk of non-proceeding but increased risk associated with

• Clinical reasons for staggering

• Extended intervals between transplants 

• End of chain recipients are the most vulnerable if a chain does not complete

• 64 non-simultaneous exchanges have facilitated 172 transplants (133 transplants) to date

2015 2016 2017 2018 2019

Non-

simultaneous 

exchanges (%)

13 (23%) 12 (22%) 13 (24%) 12 (17%) 14 (15%)



Impact 



UK Living Kidney Sharing Schemes Performance Figures

Total May 2007- Jul 

2019

Pairs Registered 2605

Patients Registered 2353

Altruistic Donors in Paired 

Donation Matching Runs

318

Compatible Pairs Registered 190

Transplants 1177

UKLKSS Records In a Matching Run

Pairs Included 313 (Apr 2019)

Patients Included 287 (Apr 2019)

Altruistic Donors 

Included

25 (Apr 2019)

Transplants Identified 97 (Apr 2019)

Transplants Proceeded 72 (Apr 2019)
Note: each reason may account for multiple 

transplants

Non-

proceeding

Txs.

Tx. Activity

NDADs & 

‘Chains’

3-way

Long 

chains

Tx. Activity



Impact of Altruistic Donor Chains  

– Chance of transplant by blood group
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Impact of Altruistic Donor Chains  

– Chance of transplant by blood group
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Impact of Altruistic Donor Chains  

– Chance of transplant by blood group

2012 onwards
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Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant

Antibody Incompatible Transplantation

Adult Paediatric



Recipient CRF by Transplant Type

Adult Paediatric

Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant

Adult Paediatric



Recipient Ethnicity

Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant

Adult Paediatric



Challenges

• Critical incident in October 2019 matching run

• Delays scheduling transplants with increased activity

– Resulting in collapsed exchanges

– Extension of 8 week standard to ‘prior to next 

matching run’ 

– FTWG set up in March 2020

• IT infrastructure to support expansion 

• Establishing possible European collaborations due to 

logistics/governance issues



Summary

• Large, effective living kidney sharing scheme with significant (34%) 

increase in activity in 2019 (234 transplants v 178 in 2018)

• Non-directed donors increased to >100 for the first time in 5 years and 

facilitated the highest number of transplants to date via the UKLKSS

• Largest national scheme in Europe; international reputation 

• Utilisation of the UKLKSS remains variable between centres but there is 

increased uptake of compatible pairs 

• Continuous innovation and improvement necessary to make the most of 

every transplant opportunity and to avoid serious adverse events

• Non-simultaneous surgery is low risk and may help to reduce the risk of 

non-proceeding transplants due to delay



New Developments



Patient Advisory Group, July 2019

Unique Identity



Living Transplant Initiative

• Commissioned by NHSBT from NBTA for 2 

years - completed March 2019

– Community based awareness events

– Faith based educational living donation resources

• 2019/20 NHSBT LTI

– Based on learning from NBTA LTI

– Focused interventions to engage with Black and 

Asian people and those living in lower socio-

economic circumstances

– Due to complete 2020

https://www.nbta-uk.org.uk/wp-content/uploads/2019/11/LTI-FINAL-REPORT-Nov-2019.pdf

https://www.organdonation.nhs.uk/get-involved/

https://www.nbta-uk.org.uk/wp-content/uploads/2019/11/LTI-FINAL-REPORT-Nov-2019.pdf
https://www.organdonation.nhs.uk/get-involved/


Donor Self-Reporting: DROMS/DREMS

January 2019 January 2020

• Self-reported experience

• Assessment

• Hospital stay

• After donation

• Collected in UK Living Donor Registry

o Post donation: 1 year anniversary

• 20 point questionnaire 

• Self-reported outcomes

• Collected in UK Living Donor Registry

o Pre-donation: once assessment 

complete

o Post donation: 1 & 5 years



Development

• 2-phase development through LDKT 2020 Strategy Implementation Group 

• Phase 1: DROMS led by Vassilios Papalois 

• Phase 2: DREMS in collaboration with University of Hertfordshire

– Steering group

–Living donor and recipient of living donor kidney

–Clinical colleagues

–NHSBT representatives

• Questionnaire survey developed by steering group and refined following pilot 

in transplant and non-transplanting centres



Implementation

• UK-wide; via the UK Living Donation Network

• Paper-based data collection- forms provided by information services and sent to 

all centres and non-transplanting centres as required

• DROMS Pre-op data collection on all donors who have completed 

assessment and scheduled for nephrectomy from 1st January 2019 

• DROMS 1 & 5 year follow-up on all donors with pre-nephrectomy data 

submitted

• DREMS 1 year follow-up on all donors at 1st nephrectomy anniversary (with 1 

year registry data) from 1st January 2020



DROM: 1st year (Pre-donation)*

Total number of questionnaires completed: 494

Total number of living donors in 2019: 1009

Proportion of living donors in 2019 that completed a

DROM questionnaire:

458 45%

Questionnaires completed after donation (answered Q19

or Q20):

144 30%

*Data to be presented at UK LKD Network Meeting, February 2020



Limitations

• Manual data collection

– Paper form based system; IT solution required to support on-line submission, 

data entry and analysis 

• Incomplete data

– DROMS requires living donor coordinators to initiate and return pre-

nephrectomy data so that donors are eligible for post-nephrectomy follow-up

– DROM and DREM follow-up data currently limited to donors who attend a 

transplant or non-transplanting centre at 1 and 5 years post donation



Do no harm……
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What can you do?

• Be Aware

– Legal Frameworks

– Role of other agencies

– Tools and Resources

– Reporting mechanisms

• Inform Choices 

– Recipients

– Donors

– Family members

• Collect the Evidence

– Detection

– Reporting

http://www.declarationofistanbul.org/resources/patient-brochure-thinking-about-a-kidney

http://www.declarationofistanbul.org/resources/patient-brochure-thinking-about-a-kidney


Reporting

• National Focal Points: Council of Europe- annual data collection

– Collected 1 year in arrears

– UK residents who receive a transplant outside the UK

– Residents who travel to the UK to receive a transplant

• For cases where patients have received a transplant outside the UK

– Contact Clinical Lead and report to ODT on-line

• Cases of suspected human trafficking for organ donation

– Report to the HTA to consider referral via National Referral Mechanism for victim protection 
and support

Sandoz Academy 2018



What could we improve 

for the future?



Source: Annual Report Kidney Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Kidney Transplantation 2018/19, NHS Blood and Transplant

https://www.odt.nhs.uk/statistics-and-reports/organ-specific-reports/

Unexplained Variation



Source: Annual Report Kidney  Transplantation 2014/15, NHS Blood and TransplantSource: Annual Report on Liv ing Donor Kidney  Transplantation 2018/19, NHS Blood and Transplant

YTD All

36%

50%

Children

24%

Pre-emptive LDKT 



Do no harm……
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Summary

• Work in progress 

• Post 2020: living and deceased donation combined in the same strategy 

• Best opportunity yet to shape the future of living donation
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Thank You

www.nhsbt.nhs.uk www.odt.nhs.uk www.organdonation.nhs.uk

http://www.nhsbt.nhs.uk/
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http://www.organdonation.nhs.uk/

