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Number of deceased donors and transplants in the UK, 1 April 2009 - 31 March 2019,

and patients on the active transplant list at 31 March
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Context

Survey of 28 transplant units estimated 90 organs declined due 

to lack of resources (theatres, beds, staff) in a 12 month period



Context

• Wider NHS – Increasingly stretched and under pressure

• Improving openness and transparency about patient 

care

• Patients in other areas know if resources prevent 

access to care or therapy.

• Living kidney patients – informed if the procedure is 

postponed due to resource issues.

• Patient feedback – want to be able to find out if an 

organ was declined on their behalf purely because of 

resources.



Policy

NHSBT considers that there is a requirement to inform 

patients in circumstances where a donated organ, 

allocated to them by the national scheme, has been 

declined by the clinical team at their transplant centre 

solely for reasons of resource and the organ has gone 

on to be transplanted into another patient. 
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Criteria

Criteria

Criteria

• Named patient offer 

declined

• Kidney subsequently 

accepted and 

transplanted into 

another patient

• Declined solely due to 

lack of resources. 

Criteria

LoR Definition

• No beds/ staff/ theatre

• No time

• Centre closed

• Other administrative 

reason

• Limited theatre time

• Transport difficulties



Context

•1 April 2018 – 31 March 2019: 11 cases would 

have met the LoR Decline criteria

•All 11 cases were related to no access to beds/ 

staff/ theatre.



Process

Patient Decision

LoR Decline

Notification

Case Review

Patient Notified

Report

• Patient decides whether they would want to be informed of a LoR 

Decline

• Decision reviewed in routine patient reviews

• Kidney declined for a named patient due to lack of resources

• Data captured in standard NHSBT processes

• NHSBT includes LoR decline in standard monthly reports to Kidney 

Transplant Units 

• Unit reviews case to confirm LoR Decline criteria met

• MDT review; involvement of Organ Donation Committee where 

applicable

• Transplant unit reviews patient notes and if applicable, notifies the 

patient.

• Unit report to NHSBT about outcome of case review

• Anonymised summary provided in standard KAG papers, to inform 

national policies



Patient Decision

• Right to know

• Right NOT to know

• Units make initial contact with all patients 

on the kidney transplant waiting list

• Decision recorded in patient notes

• Decision included as part of listing 

discussion

• Decision reviewed as part of regular 

patient review clinics.

Default: Do not inform if the patient has no 

recorded decision about LoR declines.



LoR Decline Occurs

• Unit declines a kidney for a 

named patient

• Reason(s) recorded by NHSBT 

Hub Operations meet the LoR 

Declines definition. 

• Data captured in NHSBT 

databases

Criteria

LoR Definition

• No beds/ staff/ theatre

• No time

• Centre closed

• Other administrative 

reason

• Limited theatre time

• Transport difficulties



Notification

• Automated process for flagging declines that meet the LoR 

Declines criteria

• LoR Decline highlighted in monthly reports sent by NHSBT to Units



Notification

• Automated process for flagging declines that meet the LoR 

Declines process

• LoR Decline highlighted in monthly reports sent by NHSBT to Units

Offers highlighted in blue are those where organs that were

declined solely due to a lack of NHS Resources (e.g. no

theatre/ staff available). NHS Blood and Transplant expects

that a transplant centre will inform patients in circumstances

where a donated organ, allocated to them by the national

scheme, has been declined by the clinical team at their

respective centre solely for these reasons.



Case Review

• Was the LoR Declines notification correct?

Criteria

No

• Notify NHSBT via survey

• Confirm correct reason for 

decline

Criteria

Yes

• MDT case review to 

identify causes. 

• Agreement regarding local 

or national action required 

to prevent re-occurrence.

• Local Organ Donation 

Committee involved where 

applicable.

• Senior Trust management 

alerted where applicable.



Patient notified

• Patient case notes reviewed to determine whether there is a 

recorded decision to be informed of a LoR Decline notification

• NO or NO RECORDED DECISION: 

– Continue with local action

– Report to NHSBT via standard route

– Do not inform the patient

– Include case review in patient notes

• YES:

– Contact the patient in line with local agreed approach

– Explain the case and outcome of the case review

– Provide advice on where they can access support



Report

• NHSBT on-line survey:

– Feedback about the case

– Feedback about patient reaction

– Feedback about the process

• Response collated by NHSBT ODT 

Clinical & Support Services

• Responses reviewed by ODT Stats 

& Clinical Audit Team

• Anonymised responses included in 

Kidney Advisory Group report 

provided by Stats & Clinical Audit 

Team 

• Feedback where appropriate to 

Commissioners, Government etc.

NHSBT On-Line Survey

1. Disciplines of people 

involved in the case review

2. Was LoR Decline criteria 

met?

IF YES:

2. Informing the recipient

3. Action taken/ planned at a 

local level

4. Action required at a 

national level

5. Any other comments

6. Feedback about the LoR 

Declines process



Progress to date

• October 2019 – Notification data started being collated

• November 2019 – Report issued, with link to response 

survey

• Automated system working effectively (currently also 

manual checking to ensure no inappropriate/ missed 

notifications).

• 9 notifications where LoR criteria was met in the period 

01/10/2019 – 31/12/2019

• No responses yet received to a LoR notification via 

survey.



Next steps

• February 2020 – Deadline for first Response Survey 

from any notifications 

• Data included in Kidney Advisory Group standard 

reports and lessons learned/ actions required taken 

forward as appropriate.

• July 2020 – Formal review of LoR Declines process

• Autumn 2020 onwards – Subject to review 

outcomes, potential roll-out to other organs



Summary

• LoR process established following feedback from 

patient groups and transplant units and in 

consultation with Government and UK 

Commissioners.

• Balances the patient’s right to be informed against 

their right not to know. Decision rests with the patient.

• Strengthens patient information and supports local 

negotiations for resources within Trusts

• Well received and supported.



Thank you

Questions?


