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Survey of 28 transplant units estimated 90 organs declined due
to lack of resources (theatres, beds, staff) in a 12 month period
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Context NHS

Blood and Transplant

* 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.
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- NHS
PO | I Cy Blood and Transplant

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

« Named patient offer
declined

* Kidney subsequently
accepted and
transplanted into
another patient

« Declined solely due to
lack of resources.

. /

NHS

Blood and Transplant

LoR Definition

No beds/ staff/ theatre
No time

Centre closed

Other administrative
reason

Limited theatre time
Transport difficulties

. /
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Context NHS

Blood and Transplant

*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.
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Process

NHS

Blood and Transplan

Patient Decision

Patient decides whether they would want to be informed of a LoR
Decline
Decision reviewed in routine patient reviews

LoR Decline

Kidney declined for a named patient due to lack of resources
Data captured in standard NHSBT processes

Notification

NHSBT includes LoR decline in standard monthly reports to Kidney
Transplant Units

Case Review

Unit reviews case to confirm LoR Decline criteria met
MDT review; involvement of Organ Donation Committee where
applicable

Patient Notified

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

Yes | do

ORGAN DONATION



Patient Decision

Blood and Transplant

.
To be printed on your Trust's Headed Paper
- Right to know
Dear [insert name]
Re: New information for patients on the Kidney Transplant Waiting List
. QOur hospital always strives to provide the highest level of care for our patients and to
accept every suitable kidney from a deceased donor that has been offered.
[ ) I g t to n OW However, on very rare occasions, problems with resources may mean that an
offered kidnev from a deceased donor mav have to be declined (or cannot be
accerterd
patients | Your Trust’s logo here
occurs.
. . " - - gg:j‘i::;; Information for Patients on the Deceased Donor
Y operaing ~ Kidney Transplant Waiting List
staff avai
This leaflet explains the new process for informing patients if a kidney offered
Itis very to them has been turned down because of lack of resources in their transplant
- L - there wer centre. This is referred to as a ‘Lack of Resources’ decline (LoR decline).
on the Kidney transplant waliting list P
of resoun Why is this new process needed?
We are doing more kidney fransplants in the UK than ever before, with better
From the outcomes. Last year, 2,577 kidneys from deceased donors were transplanted in the
abletofir UK The average ime that patients spend waiting for a kidney from a deceased
. owE donor is coming down
. owE
- - - - . owE However, it is not always possible for kidney transplant centres to accept every
Py D e C I S I O n re CO rd e d I n p atl e nt n Otes e Kidney thatis offered to them. Very rarely - only 11 imes last year - a Kidney is
. W tumed down because of lack of resources in the unit. This may be because of lack of
ward or intensive care beds or because of problems finding an available operating
Thi theatre. The kidney will then be offered te another patient and transplanted.
is appt
Iranspare e hink it is important that patients are told if a kidney has been tumed down
kidney tre because of lack of resources. We also know that some patients on the waiting list
- . . . . surgery h might find this very upsetting, and may not wish to be told about a kidney being
other are turned down for them
. clinically-
Following talks with patient representatives, there is a new requirement from NHS.
Itis impo Blood and Transplant that patients should be given the choice about whether they'd
finding ot like to be told if a kidney offered to them has been tumed down because of lack of
- - resources.
d I S C u S S I O n This new scheme is referred to as the Lack of Resources declines (LoR declines).
The term ‘lack of resources’ covers problems such as no available operating theatre,
no spare critical care beds, no fransplant surgeon or not enough operating theatre
- staff available.
This approach is in line with that already taken with living donor kidney transplants,
- - - where the donors and recipients are informed if the planned surgery had to be
delayed due to a lack of available resources. It is also in line with other areas of
[ ) medicine, where patients are informed if they are denied access to a clinically-
proven treatment or medication due to cost or resource issues.

patient review clinics.

Default: Do not inform if the patient has no

recorded decision about LOR declines.
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LoR Decline Occurs oo arg ol )

o LoR Definition
« Unit declines a kidney for a

named patient

- Reason(s) recorded by NHSBT | * NO beds/ staff/ theatre

Hub Operations meet the LoR * Notime
Declines definition. « Centre closed
_ e Other administrative
« Data captured in NHSBT reason

databases  Limited theatre time

« Transport difficulties

- /
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Notification

Blood and Transplant

« Automated process for flagging declines that meet the LoR
Declines criteria

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

Kidney organ offers to X,

1 December 2019 to 31 December 2019

Donor details

Offer details

Local decline reasons

Donor |Hospital | Donor | Donor | Offer date | Offer type | Kidney offered Offered to Highly priority [ Ultimate outcome of left kidney | Ukimate outcome of right kidney | Primary reason for centre decline | Secondary reason for centre decline
(1) 10 type age particular pati recipi
2602 [ HEZE1 OED i) 04-Dec-13|KAS FIGHT KIDREY res Mo tranzplanted elsewhers declined by centre, transplanted elzewhere | Donor unsuitable - past history Mot reported
T2ETE [ HNO21 oco a2 07-Dec-13|KAS UMSPECIFIED ez Mo tranzplanted elsewhers ageepted by centre, not used and Anatomical Mot reparted
KIDMEY transplanted elsewhers

143740

HOOE12

-Diec-13

UMSFECIFIED
KIDMEY

declined by centre, transplanted
elzewhers

declined by centre, transplanted elsewhers

Dionor unsuitable - age

Mot reported

143806

Hioz1

14-Diec-13

UMSFECIFIED
KIDME"

transplanted elsewhers

accepted by centre, not used and
transplanted elsewhere

Dianor unsuitable - past histary

Mot reported

143954 ( HCO22E oco 2] 24-Dec-13|KAS UMSFECIFIED res Mo declined by centre, transplanted declined by centre, transplanted elzewhere | Donor unsuitable - past history Other
KIDMEY elsewhere

144053  HODE12 DED T2 H-Dec-19|KAS UMSPECIFIED ez Mo declined by centre, transplanted declined by centre, transplanted elsewhere | Donor unzuitable - past history Mot reparted
KIDMEY elsewhers

Mate: only includes offers declined by centre that went on ko be transplanted, or accepted by centre but not transplanteditransplanted elzewhere,

This reports on kidrey only offers, any offers for simultaneous kidney and pancreas transplants are included inthe pancreas reports.
Kidneys offered and then withdrawn are excluoded from this report. An offer can be withdrawn if there was no response to a fast track offer,

or a fast track offer was accepted but the organ was given to another centre.
Offers highlighted in red are thoge where the recipient of the offer was highly sensitized [1002] or a long waiter [>=7 years] or haz a matchability score=10.
Offers highlighted in blue are those where organs were declined salely due 1o a lack of MHS resources (9. no bedf theatref staff available). MHS Blood and Transplant expects that a tranzplant
centre willinform patients in circumstances where a donated organ, allocated to them by the national zcheme, has been declined by the clinical team at their respective centre solely for these reazons.
Offers for recipients that were either highly sensitized [1002<), a long waiter (»= 7 years) or with matchability core=10 that were declined solely for a lack of MHS resources are highlighted in

red except the decline reason columns [T and L), which are highlighted in amber.

In the event of an offer having been declined solely due to alack of MHS resources, please report back to MHEET wia the online survey at the link, below:

hitpsthwyy suryeymonkeycoub il ofdecling

IF you hawve any queries, then please getin touch via the email address below:

LoR.Declines@nhsbt.nhs.uk

Yes | do
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Notification NHS

Blood and Transplant

« Automated process for flagging declines that meet the LoR
Declines process

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

Kidney organ offers to X,

1 December 2019 to 21 December 2019 \
TR v o] 7 Offers highlighted in blue are those where organs that were Y&

M2E02 | HEZ15 DED

e ™ 11 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.

Kd s FF d dth thdraw exclud omth p art. An Ff n be withdrawn if there was no response to a fast track offer,
4 Fast track off
DFF = highlighte
ighlighted in blue

epted bul t the = gits t nother

I

m

are those where organs were declined solely due to a lack FNHS rrrrrrrrr [2.0. no bedf theatre! taff a IbI]NHSBI od dT pI it e p itz that & tral pI nt
e — therm by the natiol Ihmehb dldbthl Itamtth chive centre solely For thes
Offers for recipients that were either highly sensitized (1002), along waiter [ ?g rz| or with matchabiling zcore=10°that v ecline soegora = resource s are highlighted in

red except the decline reason columns [T and L1}, which are highlighted in amber

In the event of an offer having been declined solely due to alack of MHS resources, please report back to MHEET wia the online survey at the link, below:
hutpedteng sunveymonkey.eoukiil ofidecline

IF you hawve any queries, then please getin touch via the email address below:
LoR.Declines@nhsbt.nhs.uk
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Case Review NHS

Blood and Transplant

» Was the LoR Declines notification correct?

« 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./

Yes | do

ORGAN DONATION

* Notify NHSBT via survey
 Confirm correct reason for
decline




Patient notified NHS

Blood and Transplant

» 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
Yes | do
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Report —_—

Blood and Transplant

* NHSBT on-line survey: NHSBT On-Line Survey
— Feedback about the case
— Feedback about patient reaction 1. Disciplines of people
— Feedback about the process involved in the case review

 Response collated by NHSBT ODT BEZARRUEER Kol 28 BLTed [ SRl fI =1t
Clinical & Support Services met?

» Responses reviewed by ODT Stats
& Clinical Audit Team IFYES: -

- Anonymised responses included in . Informing the recipient
Kidney Advisory Group report . Action taken/ planned at a
orovided by Stats & Clinical Audit Jegell lpvel
Team . Action required at a

national level

Any other comments
Feedback about the LoR
Declines process

* Feedback where appropriate to
Commissioners, Government etc.

Yes | do
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Progress to date pood and T

* 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.

OOOOOOOOOOOOO



NeXt Steps Blood and Tragga%

* 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

OOOOOOOOOOOOO



Summary —

Blood and Transplant

* 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.

Yes | do
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Thank you L

Blood and Transplant

Questions?
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