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45% populace >45 yrs
18% over 65, highest among the states
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Launceston

General Hospital
. 2.5 FTE nephrologists
- 6 acute HD beds; about 40 outpatient dialysis
beds in 2 satellite sites; 2 ‘home’ sites in smaller
hospitals

- About 100 HD, 40 PD, 15 Home HD

- About 100 public outpatients seen every week
(all of northern Tasmania)
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“There is a broad gap between the number of people with
eGFR of less than 15 mL/min per 1.73 m2 (stage V CKD)
and those receiving dialysis treatment.”

Dialysis numbers accounted for only ~60% of eGFR<15
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Study of variables associated with survival
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to younger Figure 2. Baseline eGFR threshold below which risk for ESRD
exceeded risk for death for each age group.

2762 Journal of the American Society of Nephrology

Where were the untreated
patients with advanced CKD?

- Usual practice - discharge back to GP

- Hospitalised for EOL care; palliative care
involved late

- Not receiving most elements of ‘maximal
conservative care’

Facilities in Launceston

Two palliative care specialists - one hospital-
based; another based in local hospice

Local hospice - run within a private hospital
Community palliative care - nurse-led services

Renal patients : difficulties

Traditional avenues of
palliative care

- Palliative care departments and services
- Need for continued ‘renal’ management

- Patient / family needs : continuing a pattern of
care they were used to for many years

Nephrology or Palliative
Care?

Long periods in the patient journey where
support is required, before they need end-of-life
care, usually provided by the palliative care team

Patient issues specific to dialysis, to renal failure

Large body of renal-specific literature to deal with
- guidelines, targets




Starting

“ The secret to getting ahead is getting started.”

- Buy -in from departmental colleagues
- ‘Negotiations’ with outpatient clinic managers

« Including multidisciplinary team members -
nurse, social worker

Starting Starting

- Two clinics - one for the doctor, the other for the

- CKD education nurse (rather than a palliative social worker & CKD nurse

care nurse)
. Renal social worker - Repetitive, tiring for patients

- Single paper-based record had to be passed

- Support from Palliative Care - at initiation, we
room to room

chose a day the palliative care physician was

definitely in hospital + Now truly multidisciplinary

Referrals Usual process

- First visit: Exploration of patient understanding of
disease process, decisions, role of the supportive

i care clinic

- From other nephrologists

. From the CKD education process « Detailed symptom review with the POS-Renal

- Early discussions regarding advance care
directives, health care proxies




Subsequent visits

- Symptom review
- Blood tests
- Active renal management - anemia, BMD

- Contacting GPs

Including dialysis patients

- 4 years ago - the surprise question, for all
hemodialysis patients, to all dialysis nurses

« In 24 out of 91 patients : majority answered “no, |
wouldn’t be surprised”

« 26% of patients !

Nephrologists’ concerns
at clinic visits

- Volume status? Weight gains?

- Adequacies? Dialyser sizes? PET ?

- Good flow? Good AVF? Good catheter?
- Chemistries - Hb,Ca, PO4 challenges

- Compliance - meds, fluid, diet, appointments

Revising referrals /
expanding services

- Most patients in this clinic had eGFR 20 - 25 :

low burden of symptoms

- Need to address issues of dialysis patients

Renal Provider Recognition of Symptoms in Patients on
Maintenance Hemodialysis

L. Resnick*
en H. Cooksey,**

The 20 minute renal appointment!

2t03

Call in, meet & greet, seat, carer settles z
minutes

2t03

Initial enquiries and replies %
minutes

Review dialysis progress, blood pressures, 3to5
weight gains, targets minutes

Check biochemistry, match dialysis orders 3to5
K, Ca, HCO3 minutes

Fluid assessment, auscultate lungs, check 2t03
fistula minutes

Talk to patient - phosphate binders, weight 3to5
gain, minutes

Some things never get done

- A detailed enquiry into symptoms
- Discussion of trajectory

- Advance care planning

. ‘Seeing the patient as a whole’

- Carer concerns




Changes to referral process

Every dialysis patient is offered an annual visit to
the supportive care clinic

Symptom review and documentation,
discussions of prognosis / advance care planning
/ nomination of healthcare proxies

Aim: (KPI) most dialysis patients should have
had an advance care discussion

Referrals to the clinic

CKD education nurse
Nephrologists in outpatient clinics
Dialysis patients - one visit every year

Dialysis nurses in discussion with treating
nephrologist

Capability and Resource Matrix
Level Capabilty Typical resource profile

Primary care Clini

aare level 1

patients it
‘complex problems. Has quality and audit program.

Asfor level,
care level 2 pop. area). Provides

Has formal p and

" | health and pastoral care staff.

aarelevel 3

allied

palliative care.

Patients seen at the clinic

Choosing conservative management
Undecided about choice of therapy
Those on dialysis with severe symptoms

Those considering withdrawal from dialysis

Supportive Care Clinic

Established 2011
About 500 consultations over last 5 years
Conservative care - 52 patients

Patients on dialysis - 49 (HD 32, PD 17)

Research
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Survey of Symptoms
(article in press)

- 35 patients; mean age 79, mean eGFR 19

- At least 4 symptoms rated as more than trivial
per patient (POS-Renal survey)

- Weakness, poor mobility, drowsiness and
dyspnoea were commonest symptoms

In practice : Problems

Nurses’ issues

- ‘Standard approach’ to palliative care - any
clinical team member can request referral?

- Lack of clarity - what happens in the clinic?

- Palliative care = death clinic; flip side of the
‘surprise question’

Lessons learnt

- Resources and needs will never reconcile - for

new services, just START!

- With some planning, existing staff services can

be re-routed for this essential part of renal care

- Every cause needs a champion or two! A core

team, and ‘buy-in’ by the others is important

- Close links with palliative care are central

Patient Concerns: those on
dialysis

- One more clinic!!
- Discussions are confrontational
- So is there something wrong with me?

- Desire for continuity

Nephrologists’ issues

- Continuity of care
- Can’t we do this ourselves?

- Issue of ‘permissions’ - patients ‘belong’ to

doctors

- Confusion regarding ‘goals’ - especially with

regard to statin use, ESAs, BMDs,restrictions




Other hospitalists

- SIADH - anti-death hormone (!!) - or, how dialysis
patients are indestructible

- The fine line between supportive and curative
intent; problems with mixing the paradigms

- Speciality admissions Vs general medicine
admissions

Administrative issues

- Palliative care Vs Nephrology
- Rooms / space / support staff

- Typical hospital: one department, two kinds of
clinics, and the confusions that follow

- Appointments - general clinic vs supportive

What is ‘insufficient’

- Actively discouraging dialysis when you think
outcomes are going to be poor

- Deliver prognostic information ‘frankly’; the over-
rated importance of “telling it like it is”, or
“straight-shooting”

- Easing restrictions on diet / BP control / scaling
down prescriptions

General Practitioners

- “What can you do that | don’t already do?”

- Unfamiliarity with supportive care for chronic

illness (as opposed to cancer)

- Who manages symptoms? How do you manage

without dialysis?

- Continuity of care; ‘my patient’ syndrome

Some lessons in retrospect

- Documentation is central - for the patient journey,

for standards setting, for KPIs and for business
cases

- “Normalisation” - is a worthy goal, where

supportive care visits are the norm, not exception

- Concentrate on expanding your team early

Future plans: growing the
clinic

- Marketing !!!

- The default option?

- Many hoops to pass through before a supportive
pathway is chosen

- Accept GP referrals - they do know their patients
better




Unanswered questions

- How do we achieve tighter links to palliative care services?

- How do we train doctors, nurses, trainees specifically in
palliative care while they continue in Nephrology?

- How do we build business cases?
- Where do we put resources - primary prevention?CKD?

More dialysis? More home therapies? More supportive
care? Is there an order of priorities?
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- Conservatively managed patients seen in the low
clearance clinic

- Palliative care nurse with renal interest follows up
outpatients and inpatients needing support

‘The Renal Pallative Care Intiative.

David M Poppel Lewis M Cohen Michael ) Germain

Predicting Six-Month Mortality for Patients Who Are on
Maintenance Hemodialysi:

Baystate Med Center %E
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Kings College Hospital,
London

Clinical Nurse Practitioner / Lead Nurse for
supportive care (renal and palliative care
training)

Works through low clearance clinics

Sees patients monthly; home visits

Presents at Palliative Care MDMs, refers patients
there if needed

Why we need to keep
doing what we do

- Dialysis is not curative

- Our patients lead fractured lives, frequently
bereft of choice or autonomy




