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• Solution focussed
• Health outcomes that matter to patients
• Experience of receiving care and whether patients feel involved in shared clinical
decision-making
• Outcomes
• Clinical
• Patient-reported outcomes (PROMs)
AboutMe
• Patient-reported experiences (PREMs)
• Combining with cost of care to identify where healthcare is of little or no value

Patient-Reported Outcome Measures(PROMs)
Patient-Reported Evaluation Measures (PREMs)
• Come directly from patients about how they function or feel in relation to a
health condition and its therapy1
• Often greatest importance to patients
•
•
•
•
•
•

Knowledge
Symptoms
Behaviours (adherence, self-management)
Abilities (functional status)
General perceptions or feelings of well-being (quality of life)
Satisfaction with treatment

• Collected using an instrument

• generic, disease-specific, condition-specific

• Increasing recognition/use in clinical nephrology research2,3
1. Frank et al. JAMA, 2014;312:1513-1514
2. Cukor et al. CJASN, 2016;11:1703-1712.
3. Tong et al CJASN, 2017;12:454-466
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• SONG (Standardised Outcomes in Nephrology)

Kidney (or Renal) Supportive Care
For all CKD/ESKD patients
(focus on frailty regardless of its cause and CKD stage)

• Includes people:
CKD stage 4
CKD stage 5
CKD stage 5D (on dialysis and/or failing transplant)
Shared decision making in a safe (‘ethos’) environment
Coaching and support patient/family in self-discovery; dealing with unfinished business
in life
Advance Care Planning
Social and family support, etc…
Emphasis on symptom-burden reduction and health-related quality of life
Planned withdrawal from dialysis
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• Person-centred care

Symptom management
Psychosocial support
Support for dialysis decision-making
Planning for end-of-life
Kidney Supportive Care
Program
Palliative & Supportive
Care Service
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Kidney Health Service
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KSCp model of
care

Health Services Evaluation Research
Aim
• To evaluate patients’ and carers’
perspectives of Kidney Supportive Care
program
Methods
• Implementation Science methodology

Outcomes:
• Clinical
• PROMs
• PREMs

Health
economics

• CFIR

Staff
perspectives

Patient/family
perspectives
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• Patients and carers wo had attended at
least 2 appointments
• PREM – Patient Satisfaction
questionnaire
• In-depth semi-structured interviews
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Patient-Reported Evaluation Measure (PREM)
P a t ie n t s a t is f a c t io n w it h K S C

V e r y s a t is f ie d

V e r y u n s a t is f ie d

C a r e r s a t is f a c t io n w it h K S C

V e r y u n s a t is f ie d
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V e r y s a t is f ie d

Support and
alleviation of
symptoms

“He’s
at knowing
least having
sleepthere
instead
of going
because
“I think
the some
support’s
really
helps.without
I can ring
up and
before
[KSCp]
he was
getting
bags
under
histhat
eyes.
could
69%
ofif KSCp
reported
improvement
inheoverall
ask opinions
even
it’s
justpatients
to
make
sure
I’mYou
doing
thetell
right
was always tired … That was taking a toll on him, so that in itself has
symptom burden
thing.”
been worthwhile.”
~Carer 4
~Carer 3

Personalised
care

“The
getting
is not just
[photocopied]
statement
“You care
don’tthat
feel[Patient
like it’s2’s]
a cattle
station,
youadon’t
feel rushed.
They
that’s
gotyou
pre-printed
and someone’s
stamped
on top:
they listenthat
to
provide
with information.
They name
give you
a sense
of normality,
everything,
questions
and listen
to the
answers
… They’re
what you’reask
feeling
is normal,
without
glossing
over
stuff.” doing things
to suit [Patient 2], not to suit a generic patient.”
~Patient
~Carer 10
1

Non-hospital
environment

“[We]
to medical
it, it’s nice
to be out
to start
with I
“In [theactually
dialysis look
unit],forward
nurses or
authorities
speak
to people
guess
it’scan’t
a friendly
to walk
into.be
And
it’sprivately
nice and
and saybut
“We
do anyenvironment
more for you”…
It should
said
calmnot
here.”
and
in the dialysis unit. That’s what I feel like is wrong.”
~Patient
~Carer 1
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In-depth Perceptions

Value-Based Healthcare: Kidney Supportive Care
• Expanded to 3 locations across the health service
• 2016 Queensland Department of Health Clinical Senate Value-based healthcare
• Awards
•
•
•
•

2017 ACHS - Quality Improvement and Patient Safety Award
2017 MNHHS Research Excellence - Health Services and Implementation Research
2018 Renal Society of Australasia – Best research paper
2018 PCNA conference – Best poster

• Publications
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• Purtell L, et al. The kidney supportive care program: Baseline results from a new model of care for advanced chronic
kidney disease. BMJ Supportive & Palliative Care. 2019.
• Scuderi C, et al. Complex prescribing in chronic kidney disease: The role of the renal pharmacist in kidney supportive
care uncovering hydralazine-related lupus. Journal of Pharmacy Practice and Research. 2019.

Conclusion/Implications for Practice
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• Patients and carers identified the care they received in the KSC program differed
from the other kidney treatment pathways they had experienced
• The themes emphasised well-being and being active participants in clinical care
• In contrast other treatment pathways tend to focus on biochemical results, fluid
status or dialysis prescription
• Key differences in the KSC pathway are:
• Team based approach to care
• Appointments that were either extended and/or sequential across the team
members
• Treatment decisions and Advance Care Plans were communicated with other
clinicians involved in the patient’s care
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