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Objectives

◦ Dialysis vs non-dialysis end of life picture

◦ Survival

◦ Causes of death

◦ Issues encountered – community needs

◦ Case

◦ End of life



The Renal Supportive Care 
Client

Dialysis Symptom Support

◦ Average age: 72 years

◦ When does end of life occur?

◦ Sentinel event

◦ Deterioration over time (age 

related or comorbidity 

related)

◦ QOL decision

◦ Prognosis on ceasing dialysis: 

days to months dependant on 

urine output and health

Non-Dialysis

◦ Average age: 84 years

◦ When does end of life occur?

◦ Sentinel event

◦ Gradual deterioration (age, 
renal, other comorbidity)

◦ Prognosis if not for dialysis: 
Median survival was 16 months 
(CJASN 2015)

◦ No statistical significant survival if 
>75yrs with 2 or more 
comorbidities (one being IHD) 
for dialysis/NFD (CJASN 2015)



 

Why palliative care so early?

◦ Supportive/palliative care is appropriate for all chronic life limiting 

illnesses such as heart failure, respiratory failure, liver failure

◦ Early introduction to the team to avoid (some) anxiety at end of 

life

◦ Prevent avoidable admissions (fluid overload, SOB, carer acopia, 

pain crisis)

◦ Crisis planning (pre-empting what crisis may happen and plan for 

it with the carer or patient)

◦ End of life planning (ACPs, knowing place they prefer, knowing 

who the carer is and their capability, start conversations with GP)

◦ It takes time to develop a trusting relationship with clients



 

Survival

SURVIVAL IN PATIENTS WHO REMAINED IN THE PRE-DIALYSIS CLINIC WITHOUT RECEIVING DIALYSIS 
(N=181) COMPARED WITH ALL THOSE RECEIVING DIALYSIS (N=164) AND PATIENTS IN THE RSC-Not 
for dialysis GROUP (N=122). (Arbitrarily defined as >70 years)

Time zero is from first attendance at the Pre-dialysis or Renal Supportive Care clinic after a 
decision had been made to pursue dialysis or not. For the “all dialysis” group this time point 
includes the time at first dialysis for the 72 patients who had not attended the Pre-dialysis clinic. 

Median survival 16months –

mean age 82



 

Causes of death



 

Undecided Treatment Pathway



 

Cardio-renal picture



 

Cancer picture



 

Functional Decline

◦Australian-modified Karnofsky

Performance Scale (AKPS)



Decline near end of life

◦ Functional decline in last 3 

months before death

◦ We see the escalation of 

family stress

◦ Struggle to cope in last 2 

months

◦ Potential for admissions 

due to carer stress and 

health issues and higher 

requirement for 

community resources



 

Common issues / fears

◦ Aging issues

◦ Increasing frailty

◦ Mobility issues, continence issues

◦ The ageing carer

◦ Transport issues, loss of independence, loss of health

◦ Financial stress

◦ Housing stress (i.e. stairs, public housing)

◦ Waiting time for services

◦ Inadequate services

◦ Cost of continence aids



 

Common issues / fears

◦ Health Issues

◦ Carer stress (work, financial, own health, other 

responsibilities)

◦ Wish to stay at home for as long as possible

◦ Wish to avoid nursing home

◦ Fears around discharge planning (can’t stay in hospital, 

don’t want NH, too unsafe for home, family friction 

around going home, rehabilitation issues (no clear goals, 

more palliative than intensive….)

◦ Managing medications (Webster pack)

◦ Increasing dementia issues



 

Common issues / fears

◦ Nearing End of Life

◦ Discussion on where the preferred place is (is it 

appropriate, crisis planning, discharge planning…)

◦ Time based bed pressure in hospital

◦ Criteria around hospice

◦ Conflict about what can be done and expectations

◦ Want to stay in hospital

◦ Want 24 nursing care at home

◦ Home vs hospital vs hospice

◦ Prognosis (dialysis vs non-dialysis)



 

Important notes
◦ There is no crisis palliative service for new patients in the community –

hence early involvement by us

◦ Can’t call us when everything has fallen apart and expect someone to 

home visit that day – even that week!

◦ Can’t make first assessment on the phone

◦ Renal failure itself has few symptoms – hence death can occur quickly 

at the end with no time for home death (organising takes time), and 

hospitalisation is likely

◦ Renal patients with low comorbidities on a conservative path rarely 

meet palliative criteria until they are dying

◦ Respite at Hospice admission unlikely – not for aged care needs only, must 

have a complex symptom burden or be dying



 

The Carer

◦ Vitally important in all considerations for care

◦ Who they are and depth and breadth of role

◦ Sometimes they are caring for more than one person

◦ Are they the decision maker for medical care if the patient is not 
able to make decisions?

◦ How often are they at the home?

◦ Forward planning for when things become more difficult

◦ What are their wishes for future care, end of life care etc

◦ Allied health involvement early

◦ Dietitian to teach how to cheat with food restrictions

◦ Social worker for social/psychosocial assistance

◦ Respite care



 

Pre-crisis planning

◦ What do you expect the issues could be?
◦ SOB?

◦ Fluid overload?

◦ Pain?

◦ Profound weakness – cannot perform ADLs

◦ What is something the family can do at home 
before things get frantic?
◦ How to manage SOB early

◦ Daily weigh and a Lasix plan

◦ How to use prn medicine and when to call for help

◦ Equipment early



 

Pre-crisis planning

◦ Encourage family to call early – don’t wait until they 
are already at breaking point

◦ Remind that there is a waiting time for community 
services – early referral cannot be underestimated for 
its value

◦ Know the goals of care
◦ Comfort?

◦ Dialysis until the end?

◦ NFR?

◦ Don’t make promises you can’t keep i.e keeping out of 
nursing home



 

Community needs

◦ Social worker help with getting services

◦ Such as…..MyAgedCare (MAC)

◦ When is community palliative care involved?

◦ Dependant on complexity of symptoms or prognosis

◦ Know your areas referral criteria and build a rapport with 

the team

◦ If only aged care needs, need to follow path of 

MAC referrals and may need nursing home.



 

Community resources

◦ GP

◦ Nursing

◦ Quick response program

◦ Continence

◦ Geriatric Flying Squad (nursing homes)

◦ Mental Health

◦ Palliative

◦ You need to know what is available in your area, referral criteria 
and guidelines, waiting times, how to escalate (if you can 
escalate), what they do….



 

Case

Mr A has a history of severe heart failure and 
haemodialysis is now impossible due to 
hypotension and can only be carried out with 
inotrope support, but he is not for ICU and is 
unlikely to recover. 

◦ A family meeting is held

◦ Mr A has been aware for a long time now that 
this time may come, his family are also very 
understanding. They are upset, but ask a lot of 
relevant questions.



 

Case
◦ Family have a choice for preferred place of death

◦ Hospital (time likely short – but how short?)

◦ Home (need to be willing and able, have a home visiting GP that 

has known him approx 6 months, have equipment and CPCT in 

place before discharge)

◦ Hospice

◦ Nursing home

◦ What do we need to know as staff?

◦ Prognosis (important for planning place of death if likely to be 

prolonged)

◦ What is and is not possible (patient must be safe and cared for)

◦ NFR – does everyone know what is happening?



 

Case

◦ Home:

◦ Equipment (OT)

◦ Community palliative care (send home with end of life medicine 

pack, GP aware and willing to visit and sign death certificate) – may 

require community medication chart

◦ Home O2 if required

◦ Authorised Adult Ambulance Care Plan

◦ Hospice

◦ Book bed with family permission once you know prognosis (may not 

be appropriate)

◦ Daily review until transfer – or change plan to stay in hospital if 

deteriorates to unconsciousness before bed available



 

Case

◦ Hospital

◦ Continue palliative pathway – explain everything to family / staff

◦ Leave after hours contact in case of distress

◦ Nursing home

◦ If from an aged care facility is a return appropriate? (prognosis is 

weeks/months) – for permanent residents, hospice is not 

appropriate here.

◦ Send pack of medicines back with the patient and a ‘palliative 

approach letter’



 

Basic End of life medicines

• Hydromorphone (2mg/mL ampoule) 0.25-0.5mg SC Q2-4hrly PRN  for 

SOB/pain (if already on regular pain relief change to subcut equivalent 

dose and make sure there is a breakthrough order also) 

• Haloperidol (5mg / 1 mL)  0.5-1mg tds SC PRN  for nausea/delirium

• Midazolam (5mg / 1 mL) 2.5-5mg SC Q2-4 hrly PRN  for terminal agitation

• Glycopyrrolate (0.2mg/1 mL ampoule) 200-400mcg Q1-2hrly SC PRN for 

terminal secretions (can increase if very wet and gurgly to 400-800mcg)

• Lorazepam S/L (sublingual)  0.5mg tds PRN for anxiety

• Clonazepam drops (2.5mg / 1 mL) 0.25-0.5 mg S/L (sublingual) bd prn for 

myoclonic jerks

• Sodibic mouthwash 1%  po 10ml QID regular

• Aquaspray po 1 QID regular



 

End of life medicines – if has 
Parkinsons or restless leg syndrome
• Hydromorphone (2mg/mL ampoule) 0.25-0.5mg sci Q2-4hrly PRN for 

SOB/pain

• Glycopyrrolate (0.2mg/1 mL ampoule) 200-400mcg q2hrly sci PRN for 

terminal secretions

• Midazolam (5mg / 1 mL) 2.5-5mg sci Q2-4 hrly PRN for terminal agitation

• Clonazepam drops (2.5mg / 1 mL) 0.25-0.5 mg S/L (sublingual) bd prn for 

myoclonic jerks

• Lorazepam S/L (sublingual)  0.5mg bd-tds PRN for anxiety

• Sodibic mouthwash po 10ml QID

• Aquaspray po 1 QID 

• Cyclizine 25mg tds sci prn for nausea 

• Olanzapine AN ODT 2.5-5mg bd prn for delirium/agitation 



 

Last 48 hours of life

◦ For every patient and family, the experience will be 

different

◦ Never presume what is the worst thing

◦ Ongoing assessment

**The family will remember everything – a bad death will be 

remembered and recounted in the family for a very long time



 

Symptoms and signs in CKD



 

Palliative Approach Letter



 

Ambulance palliative care 
plan



 

HYDROmorphone shortage

◦ Dilaudid is currently in shortage. 

◦ Limit prescribing to prioritise patients with renal failure

◦ Morphine is avoided unless there is no alternative available

◦ Reduce dose (calculate dose from the renal appropriate 

HYDROmorphone dose) and time intervals – watch for toxicity

◦ Can use Fentanyl (used in Broken Hill)

◦ If pain is under control, Panadol, Jurnista, Endone, Oxycontin, 

Fentanyl patch, Norspan patch, Tramadol

◦ Avoid NSAIDs



 

Conclusion

◦ Dialysis versus non dialysis end of life – increasing frailty in both, end of 
life medications are the same but always look at co-morbidities and 
current pharmaceuticals

◦ Symptoms can be absent until very late, then deterioration occurs 
quickly

◦ Community resources – early referral, escalating urgency, carer 
support paramount

◦ Good ongoing relationships with your local community resources with 
ongoing communication

◦ Treat symptoms to effect and side effect

◦ Always refer onwards where required

◦ Avoid conflicting information

◦ Have clear plans that are easy to follow for the families and teams
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