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Mission — to address unmet needs of patients in the 2 years
before expected to reach end stage kidney disease
A Kidney Care UK and UKKA/KQIP partnership project

Dr Rosie Donne, KQIP Clinical Co-lead, UKKA
Ranjit Klare, Project Manager, Transform AKC
Laurie Cuthbert, Director of Fundraising, Marketing and Communications, Kidney Care UK

Kidney Quality Improvement Partnership
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* People living with Kidney disease
* Healthcare professionals and researchers
e Guest speakers and facilitators
* Transform AKC pilot sites
 Kilmarnock, Bradford, Nottingham, Stevenage, London Royal Free
* Kidney Care UK partners
* Kidney charities
* Commissioners
* Event sponsors
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 Understand ideal AKC

 Understand unmet needs of people receiving AKC

* Upskill the AKC workforce to provide better, holistic care
 Measure patient progress and outcomes to drive improvement
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Enable spread of Address variation Better patient Reduce unnecessary
best AKC practice in AKC care experience and Qol hospital contact
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Slow down Timely referral & entry, BP management
progression of CKD medication including SGLT-2 inhibitors

Preparation for Patient assessment, MDT skillmix,

health literacy, education

Tx /dialysis / supportive

IAV\Y
Improve

Patient education
& activation

Multiple formats; peer support
(F2F, leaflets, videos, online)

patient
experience
and outcomes

Symptom
management

Symptom detection, MDT input,
signposting, medication

Address holistic
needs

Support network, psychosocial,
frailty, exercise & wellbeing

Data for Renal Registry dataset, PREM,

local renal unit data

improvement
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X8l Understand ideal care and barriers to providing it

2024-2 . . . or e i
uadadd Recruit 5 pilot renal units onto quality improvement (Ql) Active
programme group of
patients
i i . ) and carers
2\(()e285r226 5 pilot renal units perform different QI projects
* develop elements of AKC change package and toolkit HH
2
ZCEIl Ql projects ongoing + staff training to embed change package
2026-27 e AKC change package becomes the new standard of AKC care Shared
* Recommendations for “value-based” AKC commissioning to support learning

spread



Year 1(April 2024 - March 2025) U«AQ
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Understand ideal care and barriers Q- AKC

Patients & carers actively involved throughout

Transform

. Patients’ Professionals’ .
R:tcireur:: insights Recruit insights AKC Summit
arr::'c' ation webinar 5 pilot renal webinar Birmingham
P glrclar:xpl September November 25 March
2025 2025

Grow multidisciplinary “AKC community of practice”

Review of published evidence of interventions to improve AKC



R | uaa
Transform AKC MDT Community of Practice QTransfglr(@Q

Level 1
Attend events
Contribute to knowledge base
Join virtual AKC Community of Practice

: Join the Transform AKC Community of Practice here:
Share learning

Level 2

contribute

specific

expertise
Level 3

full pilot site

Ql training
regular KQIP
support

5 pilot sites
recruited Oct 2024 for more info — Ranjit.Klare@UKkidney.org
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What feels/felt most important to you during AKC?

Feel fully .
involved in Family able to

decision making attend

Not having to :
appointments

repeat my story

Understanding
about
symptoms

Honest team |
can trust &

contact easily

Seeing my blood results online ﬂl’! A T Meet other peop'le with
e experience of kidney

treatments

46 patients attended
patient insights webinar

?

""""""" AKC



Patient
insights
webinar
“lIdeal care”
themes
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Symptom Assessment of

detection &
WEREEE R

the patient’s
needs

Accessibility & continuity of care

Staff education & training Personalised care

Patient Shared decision

education making

September 2024



Symptoms

Ask about symptoms
Use checklists

See & understand
blood results

Access to dietician

Patient Shared decision
education making

§R oy | g uciA
Tran Sfoer
QT ERKE

s
’
.
¢
.

September 2024
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Assessment of needs | b

Patient = (S EGarittittal @
inSightS Symptom deteq Ask about mental health,
webinar finances, work

Support network
Accessibij Frailty & coping at home
Staff Encourage questions

"ldeal care”
themes

Patient Shared decision

education making

September 2024



Symptom detection Assessment of the
& management patient’s needs

Education

Trusted information
Bitesize, various formats
Practical/group sessions
Family involvement
Culturally relevant

“AKC journey map”
Lifestyle changes

d decision
aking

‘E‘&Qﬁ!»mo
Transtform

September 2024
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Patient e
I nSIg hts Symptom detection Assessment of

- & management patients’ needs
webinar

Accessibj Shared decision making
Staff

"ldeal care”
themes

Get to know me
Build trust, continuity

Patient Simple explanations
educatio

Address fears
Plans A, B, C
Meet other patients

September 2024
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Patient education and information day Transfo rmo
People living with Kidney disease, pilot sites, Kidney Care UK Q ----------- AKC

» Tailor to what is most important to them
* Explain the “big picture” — create roadmap We're here for you

Support for kidney patients

« Give information at the right time for them
* Explain in simple terms

* Balanced information

* Variety of formats, culturally relevant

.. 7 . . » :,A,f;;“ - :’, ,_“- 5 e |
» Charities’ iInformation resources are highly trusted a7 = i o
. . . . . Getint ht h t
« Sighpost to more detailed information & kidney I e L
harit Call free on
charities 0808 80100 00
* How to contact the AKC team for help o on-5om)
At Kidney Care UK we understand the challenges of living
. . . . with kidney disease, and we're here for you from day one.
 Top 10 things to take away from first AKC clinic S A o
- Easy read formats = K HF' 2 0 A
Kidney Care UK AKC leaflet later this year

¥ KQIP

Kidney Quality Improvement Partnership
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Transform AKC Professionals’ webinar
November 2024

What is
ideal care?

What are the
barriers to
delivering it?
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AKC clinics closer to home

What works

Face-to-face interpreters

pqrticulquy * Cultural health improvement officer
We" in your * Group p.atler-1t education sessions

- 7  Home dialysis roadshows
service: .

One-stop transplant workup

Geriatric assessment for frail patients
Young adults group
Local peer support programme

B KalP

uali I I'ﬂ rovement

16
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Unmet needs staff most concerned about QTra_psform
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Geographical inequities
Timeliness of vascular access Transplant workup

Psychosocial Living donation
Peer support

No multidisciplinary AKC clinic

Frailty assessment Late referrals Patient education
Physio / OT Conservative management

Shared decision making

Kidney Quality Improvement Partnership

Professionals’ webinar Nov. 2024



Ideal care - service design & delivery o'~

Full MDT AKC available across
all clinic sites

(nurse, doctor, dietician, PT, OT,
psychologist +/- young adult / geriatric

Target
resources to

those in
most need

assessment)

-

(¥

Continuity
of care

Experienced
team

2N

J

Early
promotion

of living
donor
transplant

KIDNEY FUNCTION

§Rney | gy UKKA
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Fast-track AKC when needed

TIME

Professionals’ webinar Nov. 2024
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Ideal care - service design & delivery o'~ “AKC

Full MDT AKC available across Barriers to providing it
all clinic sites

(nurse, doctor, dietician, PT, OT,
psychologist +/- young adult / geriatric
assessment)

* Lack of space / funding / staff

* Lack of IT to support service improvements

( )
Target Continuity Early_
e E RS TG of care p“}rpo,t'on * Socioeconomic & health literacy challenges
those in Experienced Od lel)nrg
most need team :
transplant * Transplant workup /surgical bottlenecks

A J

Professionals’ webinar Nov. 2024
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Ideal care - shared decision making (SDM) ¢*""gk¢

Videos, website, leaflets,
decision aids, group sessions, see

equipment, meet other patients
. J

Allow 12-18

months

Highly trained staff make holistic assessment

Personalise according to the patient, according to
their needs, priorities & culture

Professionals’ webinar Nov. 2024



Ideal care - shared decision making (SDM) oT@-”SfXEBQ

Honest Discuss
discussion of all psychosocial /

Signpost to peer
support
(local / national)

options financial issues

Videos, website, leaflets,
decision aids, group sessions, see

equipment, meet other patients
(S J

Allow 12-18
months

Highly trained staff make holistic assessment

Personalise according to the patient, according to
their needs, priorities & culture

Professionals’ webinar Nov. 2024
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Ideal care - shared decision making (SDM) ¢ "AKC

Barriers to providing it

: Signpost to

o . Honest Discuss eer s ort
* Late referral for shared decision making discussion of | psychosocial / P (IocuaFI)F;
and transplant workup all options financial issues e

e Lack of accessible educational formats Videos, website, leaflets,
decision aids, group sessions, Allow 12-18
] o see equipment, meet other months
* Lack of staff time & training patients

* Language & cultural barriers Highly trained staff make holistic assessment

Personalise according to the patient, according to
their needs, priorities & culture
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Literature review
Interventions to improve AKC

* Risk prediction models, e.g. KFRE * Apps to improve self-management

« Communication techniques for shared  ePROMS for symptoms & patient activation
decision making » Psychosocial support for care-givers

 Patient decision aids * Mental health symptom screening tools

* Renal geriatric assessment in practice « Exercise programmes

* Interventions for ethnic minorities * Pharmacy interventions

Q KalP

Kidney Quality Improvement Par
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Pilot renal units have started Ql S ©

projects to test improvements in care
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Pilot renal units

Kilmarnock - frailty

Bradford — patient education events
Nottingham — symptoms management
Stevenage — pre-emptive transplant

Royal Free, London - health literacy
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* Recognise the needs of our patients and carers
» Resources and skills to deliver all aspects of ideal care

 Talloring care to the individual
* Age
* Location
* Individual needs & experiences
« Speed of deterioration in kidney function
» Other health problems
 Culture

Kidney Quality Improvement Partnership



People living with kidney disease @ - _ ™7 |.mo
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a conversation Q ---------- AKC

Helen Woolley Edmund Clottey Patricia Gooden

Kidney Quality Improvement Partnership

26
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* Pilot sites continue projects, ongoing patient involvement e
* Develop AKC toolkit

 Collaboration with Kidney Care UK — new AKC patient info leaflet

» Transform AKC Year 1 report

* Webinar Autumn 2025 to share project updates and gather ideas from
AKC community of practice

 AKC Summit May 2026

» Pdfs of slides and workshop information will be emailed on
completion of feedback For more information, emaill

Ranjit Klare@UKkidney.org
Q KalP

Kidney Quality Improvement Par
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