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Project Background

- Proposed to and adopted by West Midlands Cardiovascular
Strategic Clinical Network (Renal Expert Advisory
Subgroup)

- Aims to:-
lead to a progressive reduction in the excessive waiting times to
renal transplantation in the West Midlands

- Improve access to renal transplantation for all patients in the
west midlands

The project will not
disadvantage existing

- Full mandate and documents on website

dialysis or transplant
listed patients




Project Structure

s Data, measures and implementation (Kerry Tomlinson )

«|dentify data required, its source and obtain agreement to share data across the region

*Agree formatting and regularity of reporting, e.g. quarterly audit and feedback of total transplant, live
donor, deceased donor and pre-emptive transplant listing rates at each unit

«|dentify repository for data

*Develop infrastructure for audit, review and reporting, e.g. RCA and audit of all patients starting RRT
without a transplant list status

s  Standards and guideline (Nick Inston )

«ldentify clinical standards and guidelines needed to improve access to transplant e.g. written acceptance
criteria for acceptance on kidney transplant waiting list

+ldentify where documents already available and identify gaps, developing regional standards and
guidelines as required

e Pathways  (Kerry Tomlinson)

*Map the current patient pathways by renal unit across the region
*Co-design exemplar pathways with patients and clinicians in line with agreed standards and guidelines
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= Patient information (Helen Spooner)
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+Collate information used across the region and upload to SCN website
+|dentify any gaps and develop further resources as required

mmmml Education (Cecily Hollingworth)

+|dentify training needs of all project participants, e.g. QI for unit leads and patient representatives
*Source/design, cost and deliver training

«Establish action learning sets

*Design first transplant education and audit event to share best practice, for roll-out annually thereafter

, : Taking organ ,

\ NICE transplantation to 2020 l LDKT 2020




Data: What will we achieve? (What
will success look like)

S 95% of all CKD 5 patients will have a documented
" transplant decision

4 West Midlands will achieve >95% patients starting RRT
with a transplant status

0% of patients will be listed pre-emptively

~r Py :gzaxg| The West Midlands will have the highest rate of pre-
k@), b &% ¥ emptive listing in the UK

The wait for deceased donor kidneys in the West Midlands
will be in line with the national average or better

“¥=| We will be in the top 50% of transplant units for pre-
emptive transplants



95% of all CKD 5 patients will have a documented

transplant decision

% of CKD 5 patients with recorded
transplant status on IT system
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HM West Midlands will achieve >95% patients starting RRT
ﬁ?j J with a transplant status
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% The wait for deceased donor kidneys in the West Midlands

P o W]l be 1n line with the national average or better
Table 4.2 Adult extended criteria DBED donor kidney offer decline rates by transplant
centre, 1 April 2013 and 31 March 2016

Centre Code 201314 2014/15 2015/16 Overall

N (%) N (%) N (%) N (%)
Belfast A 35 57 18 (39) 26 (46) 79 49
Birmingham B 94 (71) 93 (53)
Bristol Cc 62 (61) 45 (51) 85 (66) 182 (61)
Cambridge D 20 (50) 33 (58) 23 (52) 76 (54)
Cardiff E 22 (77) 11 (64) 19 (68) 52 {71)
Coventry F 15 (40) 17 (65) 11 (45) 43 (51)
Edinburgh G 3 (52) 28 (64) 31 (74) 90 (63)
Glasgow H N (39) 35 (49) 57 (53) 123 (48)
Guy's J 35 57 29 (52) 54 (46) 51
Leeds K 27 41 29 (38)
Leicester L 40 (60)
Liverpool M 21 (33) 28 (68) 32 (63) 57
Manchester N (45) 62 (60) 102 (41)
Newcastle o (70) 18 (56) 28 (57)
Nottingham P 38 (68) 16 (69) 23 (48) 77 (62)
Oxford Q 18 (50) 17 (47) 33
Plymouth R 13 (69) 11 i&ﬁl 11
Portsmouth 5 a7 (43) 38
Sheffield T 41 iﬁ‘l i 41 (66) 37
St George's u 38 (45) 86
The Royal Free vV 22 (64) 24 (46) 32
The Royal London W 54 (72) 44 (55) 52 (73)
WLRTC X 78 (56) 73 (59) 84 (51) 235 (55)
UK a7 (60) 842 (58) 996 (55) 2809 (58)
I Ccenire has reached the upper 99.8% confidence limit

Centre has reached the upper 95% confidence limit
Centre has reached the lower 95% confidence limit

— Centre has reached the lower 98 8% confidence limit




<¥=|We will be in the top 50% of transplant units for pre-
emptive transplants




+ . .
Positive stories

Transplant First - West Midlands Strategic Clinical Network

Do you think that the Transplant First project has enabled your unit to
Do you think that the Transplant First project has enabled your unit io

increase access to transplantation? it s 9
A Response Response increase transplantation?
Percent Count
Yes 100.0% 5
Mo 0.0% 1]
answered question 5
skipped question (1]

EYes
mho

Working with other units to improve ,
transplantation and work together for a Better collaborative working

better patient experience to improve patient experience
Highlighted pathway delays and We now have a Transplant
i led to re-design i Co-ordinator in post
| Improving transplant profile Better data to influence
l for staff and patients i decisions




Other Successes

West Midlands Cardiovascular Clinical Network

Transplant First

Standards & Guidelines for Renal Transplantation in the West Midlands - 130916

Contributors:

Mr Michaolas Inston, Consultant Surgeon, University Hospitals Birmingham NHS
Foundation Trust and Lead for Transplant First Standards and Guidelines Workstream

Dr Jyoti Baharani Consultant Mephrologist and Renal Clinical Lead, Heart of England
MHS Foundation Trust

Jessica Bate Living Donor Coordinator, University Hospitals Birmingham MNHS
Foundation Trust

»Quick Wins Marie Ghesters, Renal IT & Audit Nurse, Shrewsbury & Telford Hospitals NHS Trust
-MObile numbers on referra]. letteIS ;oanna CIaughton,TranspIanF N-urse, University Hospitals Morth Midlands MHS Trust
andra Clemson, Renal Specialist Murse, Roval Walverhampton NHS Trust
»Transplant unit to tell referring units about Laura Cryan, Living Donor Representative
Sue Dean, Transplant Nurse, Shrewsbury & Telford Hospitals NHS Trust

aPPOlntments Or David Dimeloe, Living Donor Representative
Dr Helen Eddington, Consultant Mephrologist, University Hospitals Birmingham MHS
i Foundation Trust
l .A.greement Or Martin Ferring, Consultant Mephrologist, Worcestershire Acute Hospitals MHS Trust
.F].nlSh teStS before Ieferra]. Sarah Freeman, Service Specialist, NHS England Specialised Commissioning
Karen Hodgson (Live Donor Coordinator, Heart of England MHS Foundation Trust)
.Start DOII.OI Workup sooner Dr Mithya Krishnan, Consultant Transplant Mephrologist, University Hospitals Coventry &

Warwickshire MHS Trust
Dr Prasad Rajendran Consultant Nephrologist, The Dudley Group NHS Foundation Trust

=Single point of referral

lWork towards llmited or lead Consultants Dr Husham Rasheed, Consultant Mephrologist, Heart of England NHS Foundation Trust

Helen Spooner, Advanced Murse Practiioner, Royal Wolverhampton MHS Trust and
Transplant First Co-Project Clinical Lead

Dr Kerry Tomlinson, Consultant Mephrologist and Renal Clinical Lead, University
Hospitals Morth Midlands MHS Trust and Transplant First Co-Project Clinical Lead



Lessons learnt from data

m Over the first three quarters of the project the proportion of patients
who were being referred late for workup fell from 7/19 to 4/27

m Transferable causes for missing listing:
m Failing transplants
m Predictable but rapidly declining patients

m Different approaches to cardiac angiography pre-dialysis

m Local causes for missing listing :
m Specific clinics (e.g. diabetes multi-disciplinary)
m Different feeder hospitals
m Other reasons that will be apparent locally



Barriers to using data effectively

m Me

m [t is extremely difficult to develop data set and collection and
collation (final version just about ready!)

m Time

m Separation between people filing in data and those doing project

What are you doing with the data from the dashboard?

Answer Options Response

Count
Ej
answered question 3
skipped question 2
Response  Categon
Number Response Date Text es

1 Dec 2, 2016 10:56 PM not using dashboard
2 Dec1, 2016 1:21 PM i am notinvolved
3 Dec 1, 2016 7:35 AM look at it monthly and make small Ql changes to see ifwe can improve listing process

m Tendency to justify exceptions (balance between wanting data to
look good and using it to improve)
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Cut and Paste: Argghhhh!!!

Active on list
Suspended from list
Unsuitable
Working up or under discussion —Unsuitable

No documented decision /// 5 spended from list
100

s ctive on list

Working up or under discussion

s Working up for Kidney transplant
list

&0 Working up for Kidney+Pancreas

transplant list

W 0 docume nted decision

40 Mat on transplant list - Other
reason

m W ot o0 transplant list - Unfit

Referred for Transplantation

----‘-"‘-QL s | Pilling
o : : —i‘

Q4 2015 Q12016 Qz 2016 Q3 2016
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+
Reason given why patients were

not listed pre-emptively
B Referred when eGFR < 15 Ne a_rl-y- all from
B Referred within a year of one unit
predicted RRT
No unit reported
delays in system

H Patient DNA on >3
No unit asked

occassions

B Medically complex

B Unplanned start

B Patient choice

H Unsuitable became
suitable

B Transferred in

where to put the
= No data delays in system




+
How sponsor team have found it

m Time needed can’t be overestimated
m Project support is key

m Have to rely on engagement of units and work hard to keep
enthusiasm

m Patient engagement is difficult both in breadth and
sustainability

m Data collection is very difficult

m Getting feedback can be difficult



+
Barriers from Unit perspective

Lack of time for

Wanting more




Other Barriers

m Me
m Different Transplant Unit approaches to involvement
m Changing personnel (units and project team)

m Resource

m Time, Time, Time

m On-going need for human interactions and mediation

m Role on on-going QI education



Where do we go from here?

m Suggestions from Survey

m The project needs continued administrative
support, particularly to communicate data
between units in the region

m Regular meetings and joint clinics with
Transplant units

m Possibly come and present the data locally so
frontline staff who do the work in the unit to
ensure timely listing can actually hear about it



Last few months of project

m Final version of data collection
m More work to access national data more easily

m TF rollout through KQUIP

m Please feedback
m Useful lessons
m What you want next from project team

m Plan Summer Audit/Education meeting

m On-going reporting of data and outcomes through WMSCN
Renal EAG



) . NHS
Discussion England

West Midlands
Clinical Network

Thank you to all patients,
carers, kidney unit staff,
registry staff etc. who are
working on the project



