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In May 2013, the Australian and New Zealand Society of 

Nephrology published the Renal Supportive Care Guidelines, 

similar to recommendations in the USA and Europe, marking 

an important step in the evolution of treatment for end-stage 

kidney disease (ESKD) (Brown et al., 2013). The non-dialysis 

mode of therapy — alternately called conservative, palliative or 

supportive care — is increasingly emerging as a valid therapeutic 

option. As our populations become older and sicker, we are 

becoming more aware of the limitations and the non-curative 

nature of dialysis therapy, and of the significant burden it 

imposes on our patients’ lives.

We now appreciate the concept of ‘maximal conservative 

therapy’, which stands for therapy that pays attention to all 

aspects of management of ESKD save for dialysis — including, 

but not limited to, management of chronic symptoms, anaemia, 

nutrition and mineral metabolism (Carson, Juszczak, Davenport, 

& Burns, 2009). Thought-provoking data is now emerging 

that throws light on relative survival of patients managed 

‘conservatively’, as opposed to those that receive dialysis (Da 

Silva-Gane et al., 2012; Wong, McCarthy, Howse & Williams, 

2007). Using prognostic scores, quality of life assessments 

and targeted symptom management guidelines, we are in a 

position to offer a valid model of compassionate, patient-centric 

supportive renal care.

Patients with progressive chronic kidney disease (CKD) receive 

counselling regarding renal replacement as their estimated 

glomerular filtration rate (eGFR) approaches 20 to 25 ml/min. 

Those that are not candidates for renal transplantation are asked 

to choose, broadly, between dialysis and non-dialysis treatment. 

In the traditional model of care, patients choosing not to have 

dialysis return to primary care providers. They frequently lose 

contact with the nephrology service. Not enough was known 

about what happens to these patients — their symptoms, their 

progress or their eventual modes of death.

Our ability to counsel patients objectively has long been 

hampered by the lack of tools to estimate progression and 

prognosis. Patients considering renal replacement therapy (RRT) 

need to know their likelihood of progression to ESKD, and the 

time period in which this is likely to occur. One could roughly 

predict the future decline to ESKD from the rate of decline 

of renal function in the preceding months and years (Shah & 

Levey, 1992). However, we know that several factors affect the 

rate of progression to ESKD, and a validated, predictive model 

incorporating multiple factors is now available (Tangri et al., 

2011). With predictions of this nature, physicians and patients 

have a more realistic time frame and risk estimate to base 

decisions upon.

There are other questions when considering RRT, and 

especially conservative care. What about survival and outcomes 

on dialysis? Which patients do poorly — is it only the elderly? 

And how old is ‘elderly’? A large series (O’Hare et al., 2007) 

has suggested that above the age of 85, whatever the eGFR at 

presentation, death is more likely to happen before progression 

to ESKD. Studies such as this should inform our discussions 

with CKD patients in this age group. The elderly often have 

several comorbidities that worsen outcome — including frailty, 

malnutrition and cognitive impairment (Brown & Johansson, 

2011). In fact, nursing home residents who start dialysis have 

amongst the worst outcomes of all dialysis patients (Kurella 

Tamura et al., 2009). Sadly, older patients are more likely to be 

referred late to nephrology, and this negatively impacts outcome 

too (Schwenger et al., 2006).

But we know that it is not just age, but a combination of factors 

that influence survival on dialysis. In daily practice, we have 

often relied on clinical intuition to generate ‘a feel’ of patients 

that will not do well — little wonder then, that the ‘surprise 

question’ has proven so accurate. This question asks if one would 

be ‘surprised’ if a patient died within the next six months — if 

clinical nurse practitioners felt they would not be surprised, 
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this identified haemodialysis patients 3.5 times more likely to 

die (Moss et al., 2008). Cohen, Ruthazer, Moss and Germain 

(2010) have included this question along with others about 

age, malnutrition, peripheral vascular disease and dementia to 

evolve a prognostication tool that predicts six-month mortality 

in patients on dialysis. Another excellent tool to estimate 

prognosis in those over 75 starting dialysis, is derived from the 

French REIN Registry (Couchoud et al., 2009). These and 

similar estimates, which take into account other comorbidities 

as well, strengthen the scientific temper of discussions regarding 

outcome on dialysis.

Naturally, a reliable estimate of prognosis is but one of the 

several components of a discussion regarding treatment options. 

It is always important to consider a patient’s life priorities, goals 

and values (Brown, 2012). Dialysis, we should remember, is a 

highly intrusive treatment in our patients’ lives. It significantly 

affects the quality of life of patients, and has negative impacts 

even on novel scores such as those that measure satisfaction with 

life (Da Silva-Gane et al., 2012).

ANZDATA figures show us that withdrawal from dialysis is now 

the second most common mode of death for dialysis patients 

in Australia and New Zealand (ANZDATA Annual Registry 

Report 2011, Ch. 3, “Deaths”, 2012). It can be anticipated that 

patients wanting to discuss withdrawal from dialysis will benefit 

from attending a formal renal supportive care service. An open 

and empowering culture within the dialysis unit will encourage 

patients to voice their concerns, and could trigger referral to 

such a service. We know that withdrawal from dialysis leads to 

death within one to two weeks in most patients (Fissell et al., 

2005). Patients’ questions, anxieties and fears about dying can 

be specifically addressed in such a service. These discussions 

are also a useful time to introduce the concepts of advance 

care planning. Several resources exist today for help with 

advance care directives, nomination of health care proxies and 

the communication of these decisions to relevant health care 

facilities (Brown et al., 2013; Davison, 2012). These are sensitive 

discussions, and need to be led by experienced people — 

otherwise, end-of-life discussions can be a source of significant 

stress for carers and families alike.

For those that choose to stop dialysis, arrangements can be made 

for end-of-life care — within the hospital, at a hospice, or at 

home, according to patient and family wishes. Similar services 

can be made available to patients on the conservative pathway 

who are nearing death. It provides patients and their families 

the opportunity to discuss and plan around these issues, enabling 

them to make the best possible decisions for themselves. A 

formal supportive care service increases the chances that patients 

die in a place of their choosing, often outside the hospital, 

(Smith et al., 2003). We owe it to our patients to give them this 

choice.

We cannot treat what we do not know — and we are very 

poor in recognising the symptom burden in our dialysis 

patients (Weisbord et al., 2007). Conservative care patients 

carry a symptom burden and impairment of quality of life 

that equals that of patients with cancer (Saini et al., 2006). 

Pain of various kinds, poor mobility, itching, drowsiness and 

weakness are common complaints. Several scoring systems of 

symptom burden and quality of life are now available (Brown 

et al., 2013). These tools allow us to periodically document, 

rather objectively, a holistic picture of a patient’s health status. 

Crucially, they enable us to identify the patients doing poorly. 

Such patients will benefit from referral to a renal supportive 

care service. Within the service, access to a multidisciplinary 

team, including physicians, nurses, social workers and others can 

ensure efficient management of symptoms and related problems.

Some practical considerations apply. What constitutes an ideal 

team to run a supportive care service? Patients on a conservative 

pathway require maximum conservative management, with 

attention paid to various aspects of CKD and its medical 

management, and the nephrologist is best suited for this. 

Palliative physicians and nurses have experience and expertise 

in managing chronic symptomatology (including pain) and in 

providing care at the end of life. Renal nurses have an intimate 

knowledge of the patient journey, and are an integral part 

of such a service. Several problems require input from social 

workers, community nurses and psychologists/psychiatrists. The 

general practitioner or primary care provider is an important 

link. In short, a multidisciplinary model, with open lines of 

communication, works best in being able to provide a full 

spectrum of care. Perhaps leadership must come from renal 

personnel, since they are at the forefront of dealing with these 

patients.

We live and work in an environment where increasing 

competition exists for limited resources. Where does a renal 

supportive care service fit in this situation? Is it worth the effort? 

The latter question is easily answered — one has to merely look 

at the needs of patients on dialysis or on a conservative pathway 

to understand the dire and almost urgent need for such a service. 

A careful consideration will show us that there are patients who 

will do well with conservative treatment — provided we can 

offer them a comprehensive service. Indeed, for renal failure, 

a condition that is as fatal as several cancers (Kjellstrand et al., 

2010), we really should not be questioning the need to establish 

a service that provides support for end-of-life care.
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The patients that we see in our clinics and in our dialysis units 
have chronic, irreversible disease, and are resigned to a life of 
suffering, followed by an early death. Kidney transplantation, 
which comes closest to a ‘cure’, is an option only for the 
minority. For the others, we need to move urgently from a 
‘curative’ to a ‘supportive’ focus. The time has come for renal 
units everywhere to assess their resources and think about how 
well they provide renal supportive care. In the coming years, as 
we prepare to tackle the twin challenges of an ageing population 
and burgeoning disease incidence, such a service will ultimately 
become a vital part of our armamentarium.
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