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Kidney supportive Care

Kidney supportive care (KSC) is an
approach integrating nephrology and
palliative care to improve quality of life
for people with chronic kidney disease

(CKD).



Te Whare Tapa Wha

TAHA HINENGARO:

Mental and emotional

TAHA WAIRUA:
Spiritual

HAUORA:
Wellbeing

TAHA WHANAU:

Family and social

TAHA TINANA:
Physical

WHENUA:

who was instrumental in the development Land, place, roots
of the Te Whare Tapa Wha model.

Nga mihi to Professor Sir Mason Durie,




Kidney
supportive
care

Multi-disciplinary
approach

Focus on patient-
reported
experiences

Care is provided as
close to home as
possible,
considering patient
preferences.

Care involves
physical,
psychological,
emotional and
spiritual dimensions
and support for
families and carers.




The role of nurses in Renal supportive
care

|dentify |ldentify manageable symptoms

Recognise Recognise early cues of change in health

Connect Connect with family and whanau

Alleviate Alleviate emotional distress

@olph/=fezielern Start a serious illness conversation

Guide Offer guidance to the team on current status
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Learning Lab agenda

Wrap up and takeaways




Quick Poll ( Session one)

1.  What are the barriers if any in having these
conversations?

2. Who usually starts difficult conversations in
your unit?




More Than

Treatment:

Managing

Symptoms in

Dialysis and
CKD

“Symptom management in CKD isn’t the
responsibility of one role—it’s everyone’s
business. When we work together, we don’t just
treat disease, we improve how patients live

every day.”

Natty Miles and Terry
Jennings



Key Symptoms in Dialysis/CKD Patients

Pruritus (itching) -
very common, Fatigue and low
distressing, sleep- energy
disrupting

Fluid overload
(oedema,
breathlessness)

Muscle cramps
during/after dialysis

& Symptom burden
is often more
distressing than the
disease itself.

Nausea and poor
appetite

Depression and

Sleep disturbance irritability




Why Symptoms Occur

Fluid and
electrolyte
imbalance

Accumulation
of uraemic
toxins

Inflammation

\

Dialysis
adequacy
issues

Dry skin and
metabolic
changes

Medication
side effects




Uraemic pruritus:

Affects up to 70% of dialysis patients

Focus
Symptom -
Pru r"i tus Often worse at night or after dialysis

(itching)

e Sleep deprivation
o Anxiety and irritability
 Skin damage from scratching

Can be generalised or localised




Nursing Assessment of CKD-Associated
Pruritus (CKD-aP)

» ASSESS ITCH SEVERITY USING WI-NRS (0-10 Scale)
» Determine onset, duration, location, and pattern of itching.
» ldentify aggravating and relieving factors
» Assess impact on sleep, mood, daily activities and quality of life.
» Inspect skin for dryness, scratch marks/excoriation, skin breakdown, signs of
infection
» Observe scratching behaviour and patient distress
Review
CKD stage and dialysis adequacy
Medications

Ili_?_lﬁvaH%t laboratory results: urea/creatinine, calcium/phosphate,
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CHRONIC KIDNEY DISEASE ITCH ASSESSMENT

Nurse:

Patient:

Exclude itch from other possible causes:

Dermatological Adverse Systemic

causes reactions causes
Name
Comment: o

Worst Itch - Numeric Rating Scale
Worst Itch Numeric Rating Scale (WI-NRS)

Please rate the worst itch you have felt in the previous 24 hours. Select one option: (To be completed with the patient)

Rate tht worst itch felt in the previous 24 hours (select one option).

ONCRONONONONORONORONO OOOOOOOOOOO
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—— e E
ITCHING D
No

ltching Mid Magens:- Seve Q@ @ Q A Adapted rom Phan ef ol 2012 and Fishbane et af. 202017

Follow-up recommendations for Nephrologist to consider
Adapted from Phan et al, 2012 and Fishbane et al, 2019
O Schedule follow-up to assess suitability for CKD-aP treatment
O Refer to dermatologist
O Consider investigations/treatments for alternative causes

Abbreviation: CKD-aP, CKD-associated pruritus.
Reference: 1. Phan NG, et af Acta Derm Venereol 2012.82(55502-507. 2. Fishbane S, et al N Engl J Med, 2020:382(35222-232.



FPOS-RenaI Patient Version (o] Over the past week:

Patient name S Not at all Mos? of the

Occasionally Sometimes time Always
Date (dd/mmiyyyy) www_pos-pal.org
- . Q3. Have you been feeling
Patient number e (fOF Staff Use) anxious or worried about uD 1|:| 2|:| 3|:| _,l:|
Q1. What have been your main problems or concerns over the past week?? your iliness or treatment?
T — Q4. Have any of your family
or friends been anxious or GD 1|:| 2|:| a|:| _,|:|
e e e £ e e oot e waorried about you?
O OSSOSO 5. Have you been feelin
GB. Have yo s S o s R 0
Q2. Below is a list of symptoms, which you may or may not have experienced. For each symptom,
please tick the box that best describes how it has affected you over the past week? Always Mostof the  Sometimes Occasionally Not at all

time

Mot at all Slightly  Moderately Severely Overwhelmingly

Q6 Have you felt atpeace? [ ] [ L] U] Al
Pain o] Nl Al ] [ Q7. Have you been able to

share how you are feeling
Shortness of breath . O 0 O i with your family or friends L] . L] il L
Weakness of lack of energy ] 4 Al O . as much as you wanted?
Nausea (feeling like you are Q8. Have you had as much
going to be sick) ”D ‘I:I zl:l 3|:| ‘D information as you wanted? "D ‘EI 2|:| 5|:| '*EI
Vomiting (being sick) o[ O L] L] O Problems
" Problems Problems Problems
Poor appetite o[ O .1 ] .4 addrﬁ[s)sed! mostly partly hardly P:-jl::ilfms not
Constipation nD 1D 2D 3D 4|:| problems addressed addressed addressed essed
Q9. Have any practical
Sore or dry mouth o] O .1 ] O problems resulting from

Drowsiness O 0O I Im O your illness been Al ' . . Al

addressed? (such as

Poor mobility u|:| l|:| 2|:| 3|:| 4|:| financial or personal)

ltching uD 1D zD 3D 4|:| None at all Up t(:v::tlfeg day Moretl:ar;?eﬂfa day

Difficulty Sleeping ] O .1 O [ ?g:;ﬁﬁgﬁg“&‘:g&d

e 0 0 0 O O oo esing o [] O -

changes in ki O O o o O S g o e

Diarrhoea IJ|:| I|:| 2|:| 3|:| 4|:| On my own With help from a friend With help from a
or relative member of staff

aPiITe:(.:s;[I‘ ist any Mﬁ] symptoms ;not mentioned above, and tick the box to show how they have Q11. How did you complete I:‘ I:l l:l

affected you over the past week? this questionnaire?

1. ol:l 1 I:l zl:l 3|:| 4|:| If you are worried about any of the issues raised on this guestionnaire

2 ul:l 1I:I 2I:l 3|:| 4|:| then please speak to your doctor or nurse

3. DD ‘D ZD 3D 4I:| IPOS-Renal Patient IPOS-Renal —P7-EN 21/05/2015




CKD-ASSOCIATED WL ENVIRONMENTAL
PRURITUS Emollients 2x/ay Cool room temp

Lukewarm baths Humidified air
Soap-free
cleansers
Moisturise after
bathing/shower

Loose cotton
wear
Avoid heat/wool

at "

3 4 5

BEHAVIOURAL DIALYSIS/METABOLIC REFRACTORY
« Adequate dialysis SYMPTOMS

dose e Narrow band
Optimise
memebrane/water Al

Avoid scratching
Keep nails short

Pressureftap
instead quality phototherapy
Distraction Correct Ca-PO4 Dermatology

technique imbalance

referral




ASSESSMENT “ITCH”.

|- INTENSITY
Severity using WI-NRS or 0-10 scale

T- TIMING

Onset, duration, pattern, nocturnal symptoms

C- CHARACTERISTICS

Location type of itch, triggers/relief

H- HARM/IMPACT

Skin damage, sleep disturbance, quality of life




Clinical Scenario: “The ltch That Won’t
Stop”

» Mr. Ali is a 59-year-old male with end-stage kidney disease (ESKD)
secondary to type 2 diabetes and hypertension. He has been
receiving haemodialysis three times per week for the past 10
months.

» Over the last 3 weeks, he reports worsening generalised itching,
especially at night. He says:

» “l can’t sleep at all. | scratch until | bleed. It’s driving me crazy.”

» He has also missed one dialysis session recently due to fatigue and
poor sleep.




What would you do
as a primary nurse?

|



NAME ASK-TELL-ASK
For example: “| can see that you are suprised or TEcHNl UE
upset by this diagnosis. Unexpected news can

be quite upsetting”.

UNDERSTAND ASK

Understand what they may need. For
example, “I think a little more information

can be helpful. Let’s talk more about this e PATIENTS CONCERNS
step by step” * PATIENTS
UNDERSTANDING

%EeSxEmEplc:.-!‘-There are quite a few TELL

things we need to discuss about your .
health. Do you need time to take a break Listen

or can | get you something to drink?” ¢ Prognostic information
* Treatment description
* Clinicians concerns

SUPPORT

For example, “Is there someone you want me to ASK

call so we have another set of ears listening to
what we are discussing? | can also bring a Social .
worker in to speak with you ?” Listen

+*
* Restate main points in own @ﬂ

words | .
EXPLORE e Understanding of what has A
B -
Find out about their concerns. For been discussed =

example, “ You and | have discussed a lot
today. What are your other concerns?”

USE PLAIN LANGUAGE AND COMMUNICATE IN
SMALL,DIGESTIBLE PARTS

Communication Tools




Examples of Pharmacological treatments

available (NZ)

Topicals

» Emollients- with high water content (

due to dry skin)- Sorbolene/Menthol

» If no improvement try topical
analgesic agent - Pramoxine- over
the counter and safe

Do not use

» Topical NSAIDs ( affects residual
renal function) or

» capsaicin - unpleasant side effects
burning.

Systemic
» Antihistamines - may only help short
term - sedating
» Gabapentinoids - used for neuropathic
pain
» Gabapentin - in divided doses after HD
causes sleepiness, Gl upsets, dry mouth
blurred vison.
» Pregabalin 25mg-75mg - Day time
drowsiness and dizziness
» Antidepressants ?7?
» Sertraline 50mg OD may take up to 4 wks.
to be effective.
» Evening primrose oil




Symptom Management: Everyone’s
Business

» CKD symptoms are frequent, complex, and ongoing
» Nurses, doctors, and allied health all play a role

» Patients and families are active partners in care

» Early recognition + teamwork improves outcomes

» Comfort, dignity, and quality of life are shared goals

Key message:
- Better symptom control happens when everyone is
involved.




Synopsis of video ;Recognising
opportunities

» Nurse patient relationship after a missed dialysis session







Session 3 Group work / discussion

» What verbal or none verbal cues did the patient give?

» Where there any moments the patient was inviting deeper
discussion

» What could ‘missing” dialysis represent
» What would you say first?

» When would you explore further vs moving on?




Session 4 Synopsis of video

Frail patient with advanced CKD deteriorating
» Concerns about burden vs benefit of dialysis.
» Patient withdrawn and fatigued

» Daughter is opposed to stopping dialysis







Session 4 work in groups discuss ( 10 mins)

» What might the daughter be feeling?

» What makes this situation difficult/ challenging as the
nurse?

» As the nurse why might hold you back?
» What would you say?
» What should you NOT do?

» Why do nurses hesitate to have these conversations
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Nurses are:
N Z(%ats Yaua ‘*"
Trusted Self empowerment:
Continuously present We can start this

conversation and involve

Skilled in relational the doctor as needed

care This is within my scope

to explore

Core nursing skill!



to tatou reo

advance care planning

About Your plan  Stories Clinicians News and events w f in Contact us

Image by Glenda Rees

What matters most to you when you think about your
health changing?




My Advance Care Plan | & Guide

Plan the healthcare you want in the future
and for the end of your life

Name:

Date:

our voice |Advnce

Care

té tatOU reo ’Planning




Serious lliness Conversation Guide: Customisation of

the guide for Aotearoa New Zealand

Authors: Leigh Manson (senior programme manager, New Zealand national advance care planning programme) and
Jane Goodwin (national SICG trainer and advance care planning facilitator for Canterbury District Health Board)

Background

Early conversations about health consumers' values and goals
have been linked to better serious illness care, including improved
quality of life, fewer hospitalisations and lower anxiety.' The failure
to identify and use consumer values and goals to direct care is
associated with harm' - the harm of not having the benefit of a
quality person-centric conversation and the harm of unwanted or
unwarranted treatments. These conversations are infrequent, late
and limited.”" When conversations do take place they are often not
documented well, which is a concern for patient safety.”

In Aotearoa New Zealand, the 20 district health boards (DHBs)
agreed to fund a national clinical communication programme
supported by the Health Quality & Safety Commission to increase
the clinical communication capability of their workforces. The aim
has been to increase quality conversations with people and reduce
the occurrence of harms.

The first component of the training programme is implementation
of the Serious Iliness Conversation Guide. The guide was developed
by US non-profit organisation Ariadne Labs' with Atul Gawande,
following the publication of his book Beina Mortal. The guide

I I I I I R I I S A R PR AP

Co-design workshops

The aim of these workshops was to explore the experience of
consumers and clinicians in using the Ariadne version of the guide and

to use that to adapt the wording in the guide to improve the experience.

It was important for us to include Maori clinicians and consumers to
ensure the Maori world view was heard. Patient autonomy does not
squarely align with Maori tikanga (custom), which suggests that the
‘patient’ is not the only decision-maker and that clinicians include the
wider whanau (family) in a collective decision-making model.

Three workshops were set up in three different cities (Whangarei,
Christchurch and Wellington) and took place in August 2018.

Who attended?

Twenty-four consumers including current patients and members

of the public attended, along with 25 clinicians, including doctors,
nurses, allied health workers and cultural advisors. Thirteen attendees
identified as Maori.

.

Customised guide

Theme that emerged

Setting up the conversation was key to connecting and
ensuring that the person was ready to talk and had
ample opportunity to have whanau, family and friends
attend if desired. This speaks to the Maori custom of
whakawhanaungatanga (the process of establishing
relationships, relating well to others).

Response incorporated into the
Aotearoa New Zealand version
‘We highlight this in the training and training

resources. We softened the language used
in the introduction.

Concern was raised about having people engage in

a conversation of this nature without their whanau,
family and friends being there to support them. This is
very important for cultures where collective decision-
making is preferred.

The training and associated material are
being adapted and a prompt added to the
guide to double-check whether the person
wanted others with them.

The language used was felt to be too wordy and formal,
and the groups wanted it to be simple and straight
forward, and to use plain language.

We adapted the words and tone of prompts
to accommodate this.

The tone and language were described as paternalistic,
‘telling me...".

We changed the wording of the prompts to

be more inclusive and to emphasise that the
clinician and patient are in this together; we
used ‘we’ instead of 'I".

Caution was raised about the way the clinician ask the
patient to tell them what they know (can be seen as
testing the patient).

We changed the wording to accommodate
this and reflect checking in and offering
further information.
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Serious Illness Conversation Guide Aotearoa

Serious lllness 4. Explore key topics

Conversation Guide - Suggested questions

1. Set up the conversation ,,l

2. Assess health
understanding and
information pr




Kidney Supportive Care

Patient Centred Care- focus

on quality of life, care closer
to home

Team Approach — blends
nephrology care with
palliative support

Eases suffering- focus on
patient reported experience

Not just for end of life-
supports patients at any stage

Complements treatments —
works with or without dialysis

Core focus areas

» Symptom relief

» Conservative management

» Shared decisions- matched
values and patient
preferences

» Future planning

» Patient and Family supg



Not all hero's wear capes!

Acknowledge the work Nurses do — its not
easy!

Renal work -Emotionally draining ( grieving
process).

Nurses vulnerable due to longevity of care
provided.

Important to include some self care - your
well being

Ensure processes in place to assist: EAP,
Debriefing, Mortality meetings, Peer support
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Tools: ACP Serious illness
conversation guide, IPOS
RENAL - to assist with
conversations

Feel empowered/
confident to take these
tools back to your units- to
implement as a team

Take home message

KSC —

» Not just about treatmen
decisions

» Its about nursing!
» Listening, recognising cues,

» Having courage to start
conversations that matter

» Its the conversations that matte

» We are well placed to start tk
conversations.
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