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Summary 

• Renal supportive care is an interdisciplinary approach to care and integrates renal medicine 
and palliative care. It supports patients with chronic kidney disease, particularly end stage 
kidney disease, and their carers and families, to live as well as possible by managing their 
symptoms and psychosocial concerns. 

• This report provides information on the NSW renal supportive care service from 2016 to 2019, 
including service utilisation, patient demographics, treatment pathway, advance care planning, 
self-reported symptoms, functional status, nutritional status, and quality of life. The data source 
is the NSW Renal Supportive Care Database, managed by St George Hospital.1 

• In 2019, there were 1,209 new patients seen by the renal supportive care service in NSW. 

• The median age of these new patients was 79 years, 60% were male and 40% were female, 
and 4% were Aboriginal and/or Torres Strait Islander. 

• 53% of new patients were on a conservative pathway, 35% were on a dialysis pathway, and 
12% were on a pre-dialysis or undecided pathway. 

• 30% of new conservative patients and 37% of new dialysis patients had an advance care plan 
documented. 

• In 2019, 63% of new conservative patients and 55% of new dialysis patients completed at least 
one Integrated Palliative Outcome Score (IPOS) Renal form.2 Among these conservative and 
dialysis patients, 34% and 48% had at least two severe or overwhelming physical symptoms 
(out of 15) on their first form, respectively. For both conservative and dialysis patients who 
completed at least two IPOS forms in 2019, most reported an improvement or no change in 
their symptoms between their first and last form within the calendar year. 

• In 2019, 66% of new conservative patients and 62% of new dialysis patients were assessed at 
least once on the Karnofsky Performance Scale.3 Among these conservative and dialysis 
patients, 19% and 15% said they were able to carry on normal activity and work on their first 
form, respectively.  

• In 2019, 35% of new conservative patients and 25% of new dialysis patients were assessed 
and assigned a Subjective Global Assessment (SGA) score at least once.4 Among these 
conservative and dialysis patients, 61% and 45% were categorised as ‘well nourished’ by 
clinicians on their first form, respectively. 

• In 2019, a small number of patients that started on a conservative pathway (88) and a dialysis 
pathway (29) had at least two quality of life (EQ-5D-5L) forms with a ‘your health today’ score 
recorded.5 There was no change and a very small increase in the average ‘your health today’ 
score for conservative and dialysis patients respectively.  
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Introduction 
Chronic kidney disease (CKD) refers to the gradual loss of kidney function over time. When CKD 
reaches an advanced stage, it is known as end stage kidney disease (ESKD). In 2011-12, 
biomedical information was collected by the Australian Bureau of Statistics and results showed that 
about 10% of the Australian population aged 18 years and over had indicators of CKD.6  

Renal supportive care supports patients with CKD and ESKD and their carers and families to live 
as well as possible by better managing their symptoms and suffering. Renal supportive care is an 
interdisciplinary approach to care that integrates renal medicine and palliative care. It 
encompasses advance care planning and end of life care. In NSW, renal supportive care 
comprises a series of networked services across the state and is embedded within mainstream 
renal services, rather than as an adjunct.  

The renal supportive care model was initially developed at South Eastern Sydney Local Health 
District and a 2014-15 budget announcement supported scaling across the state by the ACI Renal 
Network. In 2017 renal supportive care was included as a Leading Better Value Care initiative.7   

The networked renal supportive care model is aimed at four groups of patients with CKD or ESKD: 
• patients deciding whether or not to pursue renal replacement therapies (including patients 

in the pre-dialysis stage); 
• conservatively managed patients opting not to pursue renal replacement therapies; 
• patients receiving renal replacement therapies but experiencing symptoms which 

significantly reduce their quality of life; and  
• patients choosing to withdraw from dialysis.  

Nursing staff underpin services and are supported by other key health professionals, including a 
palliative care physician, dietitian, social worker and other allied health professionals (where 
available), with leadership provided by a nephrologist. The model is based around three hubs at St 
George Hospital, Nepean Hospital, and John Hunter Hospital, which provide education, mentoring 
and long-term support to affiliated renal units across the state.  

About this report 
This report provides information on the NSW renal supportive care service from 2016 to 2019, 
including service utilisation, patient demographics, treatment pathway, advance care planning, self-
reported symptoms, functional status, nutritional status, and quality of life. 

Data and methods 
The data source is the NSW Renal Supportive Care Database, managed by St George Hospital to 
the end of 2019. More information on this database is available in Renal Supportive Care 
Database Template and Performance Measure Specifications Version 1.4 July 2017.8 

For several measures in this report, patients are assigned to the year they started renal supportive 
care, which is defined as the year of their first consult or visit. Results are shown for local health 
districts (LHDs) and specialty health networks (SHNs) and NSW. LHD and SHN refers to the 
location of the renal supportive care service, not the residence of the renal supportive care patient. 
LHD/SHN graphs include the number of patients that the measure is based on, shown in brackets 
as (n=number of patients). Results based on fewer than 10 patients are suppressed and results of 
less than 5 patients have categories merged. 
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For changes in IPOS scores and Karnofsky scores within a calendar year, the results are based on 
the earliest and latest form/assessment completed during the year, for patients who completed at 
least two forms/assessments. For changes in quality of life scores, the results are based on the 
first and second form completed and the first, second and third form completed during the calendar 
year, for patients who completed at least two forms and at least three forms respectively. 
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Results 

Service utilisation 
The renal supportive care service continues to grow, both with patients and sites. In 2019, there 
were 1,209 new patients seen by the renal supportive care service, a 5% increase on the previous 
year. Overall, 2,433 patients were registered* and 2,361 patients were seen in 2019, compared 
with 2,222 registered and 2,080 seen in the previous year (Figure 1a). In 2019, there were 19,494 
consults† in renal supportive care, a 4% increase on the previous year. The average (mean) 
number of consults per patient seen in 2019 was 8.3 compared with 9.0 in the previous year 
(Figure 1b). The number of patients and consults by local health district is shown in Figures 1c-1g. 

Figure 1a: Number of renal supportive care patients, NSW 2016-2019 
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Figure 1b: Number of renal supportive care consults, NSW 2016-2019 
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Figure 1c: Number of new patients by local health district, 2016-2019 
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Figure 1d: Total number of patients registered by local health district, 2016-2019 
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Figure 1e: Total number of patients seen by local health district, 2016-2019 
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Figure 1f: Number of consults by local health district, 2016-2019 

Figure 1g: Mean number of consults per patient seen by local health district, 2016-2019 
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Patient demographics 
In 2019, the median age of the 1,209 new renal supportive care patients was 79 years (range 19-101 
years), 486 (40%) were female, and 45 (4%) were Aboriginal and/or Torres Strait Islander (Figures 
2a-2c). Across local health districts, the median age of new patients ranged from 71 to 82, the 
percentage of females from 23% to 50%, and the percentage of Aboriginal and/or Torres Strait 
Islander patients from 0% to 15% (Figures 2b and 2c). In 2019, the median age of Aboriginal and/or 
Torres Strait Islander patients starting renal supportive care was 72, compared with 79 for patients 
that were not Aboriginal and/or Torres Strait Islander (Figure 2d). 

Figure 2a: Age distribution of patients starting renal supportive care, NSW 2019 
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Figure 2b: Median age and sex of patients starting renal supportive care by local health 
district, 2019 
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Figure 2c: Patients starting renal supportive care who are Aboriginal and/or Torres Strait 
Islander by local health district, 2019 
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Treatment pathway 
In 2019, among the 1,209 new renal supportive care patients, 640 (53%) were on a conservative 
pathway and 422 (35%) were on a dialysis pathway, a similar percentage split to the previous year 
(Figure 3a). The median age of patients starting on a conservative pathway was 83 compared with 
73 for a dialysis pathway (Figure 3b). Across local health districts, the percentage of patients on a 
conservative pathway ranged from 31% to 72% and on a dialysis pathway from 23% to 65% 
(Figure 3c). In 2019, 3,880 people in NSW were on dialysis. Of these people, 874 (23%) were seen 
by renal supportive care. Across local health districts, it ranged from 5% to 47% (Figure 3d). 

Figure 3a: Pathways of patients starting renal supportive care, NSW 2016-2019 
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Figure 3b: Median age of patients starting renal supportive care by pathway, NSW 2016-2019 
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Figure 3c: Pathways of patients starting renal supportive care by local health district, 2019 
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Figure 3d: Percent of people on dialysis seen by renal supportive care by local health 
district, 2019*† 
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the pathway they were on at the start of the calendar year. If a patient changes pathway during a calendar 
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calendar year. Southern NSW LHD does not include dialysis patients treated at Cooma and Queanbeyan 
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Stage of kidney disease 
In 2019, among 640 new conservative patients, 423 (66%) had estimated glomerular filtration rate 
(eGFR) recorded at their first consult and 476 (74%) had eGFR recorded at their first consult or 
within 90 days of their first consult. Among the 476 new conservative patients with eGFR recorded 
at their first consult or within 90 days of their first consult, the median eGFR first recorded was 15 
(range 3-73) (Figure 4a). Across local health districts, the median eGFR first recorded for 
conservative patients ranged from 11 to 20 (districts with fewer than 10 patients not included) 
(Figure 4b). 

Figure 4a: eGFR distribution for patients starting renal supportive care on a conservative 
pathway, NSW 2019 
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Figure 4b: Median eGFR for patients starting renal supportive care on a conservative 
pathway by local health district, 2019 
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Patient comorbidities 
The Charlson Comorbidity Index (CCI) is used to measure patient’s comorbid conditions. For renal 
supportive care the index is calculated based on the first consult. Each comorbidity is assigned a 
score of 1, 2, 3, or 6, depending on disease severity. A score for the patient’s age is also included. 
Scores are summed to provide a total CCI (maximum index = 39) (Appendix 1).  

In 2019, the median index was 8 for the 640 new conservative patients (range 2-18) and 7 for the 
422 new dialysis patients (range 2-19) (Figure 5a). Across local health districts, the median index 
ranged from 6 to 9 for new conservative patients and 5 to 10 for new dialysis patients (districts with 
fewer than 10 patients not included) (Figure 5b). 

In 2019, the most common comorbidity (after moderate to severe chronic kidney disease), was 
diabetes mellitus with end organ damage, in both new conservative (33%) and new dialysis (36%) 
patients (Figure 5c). 

Figure 5a: Charlson Comorbidity Index distribution for patients starting renal supportive 
care by pathway*, NSW 2019 
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Figure 5b: Median Charlson Comorbidity Index for patients starting renal supportive care by 
pathway* and local health district, 2019 
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Figure 5c: Comorbidities for patients starting renal supportive care by pathway, NSW 2019 
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Advance Care Plan 
An Advance Care Plan is a set of documents that records a patient’s wishes and preferences 
about their current and future health care. It helps loved ones and clinicians make decisions about 
their care when they can’t. 

In 2019, among the new patients to the renal supportive care service who did not have dementia 
and were able to complete discussions or documents about end of life care, 30% (126/415) of 
conservative patients and 37% (100/268) of dialysis patients had an advance care plan 
documented (Figure 6a). Across local health districts, the percentage ranged from 5-74% for new 
conservative patients and 5-82% for new dialysis patients (districts with fewer than 10 patients not 
included) (Figure 6b). 

Figure 6a: Patients starting renal supportive care who had an advance care plan 
documented or discussed by pathway, NSW 2016-2019‡ 
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‡ The results do not include patients who had dementia or were unable to complete discussions or 
documents about end of life care. 
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Figure 6b: Patients starting renal supportive care who had an advance care plan 
documented or discussed, by pathway and local health district, 2019‡ 
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Deaths 
By the end of 2019, the percentage of patients who had died since starting renal supportive care 
was 68% for those starting in 2016, 54% for those starting in 2017, 42% for those starting in 2018, 
and 24% for those starting in 2019. The cause of death is not known. It may not have been from 
renal complications. 

For the 3,234 patients who commenced renal supportive care in the period 2016 - 2018, and 
therefore have at least one full year of follow up data, 373 (12%) died within 30 days, 919 (28%) 
died within 180 days, and 1,278 (40%) died within one year of starting renal supportive care 
(Figure 7a). 

Figure 7a: Cumulative mortality following start of renal supportive care in 2016 - 2018, NSW 
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Biopsychosocial assessment 
The Integrated Palliative Outcome Score (IPOS) Renal is a biopsychosocial assessment tool. It 
has 21 items covering physical symptoms and psychosocial factors, each rated from 0 to 4, and 
additional items on practical problems addressed rated from 0-4 and on time wasted on 
appointments rated from 0-2, giving a total maximum score of 90 (Appendix 2).  

Biopsychosocial assessment when starting renal supportive care 

In 2019, among 640 new conservative patients, 254 (40%) completed an IPOS Renal form at their 
first consult and 401 (63%) completed an IPOS Renal form at a consult (first or subsequent). In 
2019, among the 401 new conservative patients with an IPOS form, 34% had at least two serious 
physical symptoms (out of 15) ‡ and 24% had at least two serious psychosocial factors (out of six) ‡ 
on their first IPOS form. Across local health districts, it ranged from 7-56% for at least two serious 
physical symptoms and 0-69% for at least two serious psychosocial factors (Figure 8a and 8b). 

In 2019, among 422 new dialysis patients, 144 (34%) completed an IPOS Renal form at their first 
consult and 233 (55%) completed an IPOS Renal form at a consult (first or subsequent). In 2019, 
among the 233 new dialysis patients with an IPOS form, 48% had at least two serious physical 
symptoms (out of 15) ‡ and 39% had at least two serious psychosocial factors (out of six) ‡ on their 
first form. Across local health districts, it ranged from 25-82% for at least two serious physical 
symptoms and 5-88% for at least two serious psychosocial factors (districts with fewer than 10 
patients not included) (Figure 8a and 8b). 

In 2019, the most common physical symptom reported by new conservative patients as severe or 
overwhelming was poor mobility (25% severe or overwhelming) (Figure 8c). In 2019, the most 
common physical symptom reported by dialysis patients as severe or overwhelming was weakness 
(30% severe or overwhelming) (Figure 8d). 

Biopsychosocial assessment over time in renal supportive care 

In 2019, among 1,212 patients who started on a conservative pathway in 2019 or earlier, 390 
(32%) completed at least two IPOS forms during the calendar year. In 2019, among 891 patients 
who started on a dialysis pathway in 2019 or earlier, 215 (24%) completed at least two IPOS forms 
during the calendar year. For both conservative and dialysis patients and across all symptoms, 
most patients reported either an improvement or no change in symptoms between their first and 
last form in the calendar year (Figure 8e and 8f). 

 

 

 

 

 

 

 

 
‡ For physical symptoms, serious symptoms are those that were described as severe or overwhelming. For 
psychosocial factors, serious factors are negative feelings (e.g. anxiety) described as occurring most of the 
time or always, and positive feelings (e.g. felt at peace) described as occurring occasionally or not at all.  
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Figure 8a: Patients with at least two serious‡ physical symptoms when starting renal 
supportive care by pathway* and local health district, 2019 
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* The results for patients on 'Other' pathway are not included due to small numbers.
‡ For physical symptoms, serious symptoms are those that were described as severe or overwhelming. For
psychosocial factors, serious factors are negative feelings (e.g. anxiety) described as occurring most of the
time or always, and positive feelings (e.g. felt at peace) described as occurring occasionally or not at all.
S Local health districts with fewer than 10 respondents are suppressed.
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Figure 8b: Patients with at least two serious‡ psychosocial factors when starting renal 
supportive care by pathway* and local health district, 2019 
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* The results for patients on 'Other' pathway are not included due to small numbers.
‡ For physical symptoms, serious symptoms are those that were described as severe or overwhelming. For
psychosocial factors, serious factors are negative feelings (e.g. anxiety) described as occurring most of the
time or always, and positive feelings (e.g. felt at peace) described as occurring occasionally or not at all.
S Local health districts with fewer than 10 respondents are suppressed.
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Figure 8c: IPOS scores for patients starting renal supportive care on a conservative 
pathway, NSW 2019 
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Figure 8d: IPOS scores for patients starting renal supportive care on a dialysis pathway, 
NSW 2019 
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Figure 8e: Change in symptoms for patients with at least two IPOS forms who started on a 
conservative pathway, NSW 2019‡ 
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Figure 8f: Change in symptoms for patients with at least two IPOS forms who started on a 
dialysis pathway, NSW 2019‡ 
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‡ Patients that reported no physical symptom or psychosocial factor on the first IPOS form are not included in 
these results.



  
Renal Network | NSW Renal Supportive Care: Annual Report 2019 27 

Functional status 
The Karnofsky Performance Scale is used to measure patients’ ability to perform daily activities 
(Appendix 3).  

Functional status when starting renal supportive care 

In 2019, among 640 new conservative patients, 289 (45%) were assessed on the Karnofsky 
Performance Scale at their first consult and 420 (66%) were assessed on the Karnofsky 
Performance Scale at a consult (first or subsequent). In 2019, among the 420 new conservative 
patients with a Karnofsky assessment, 15% were unable to care for self, 65% were unable to work, 
and 19% were able to carry on normal activity when first assessed. Across local health districts, 
the percentage unable to care for self ranged from 0-38% (districts with fewer than 10 patients not 
included) (Figure 9a). 

In 2019, among 422 new dialysis patients, 185 (44%) were assessed on the Karnofsky 
Performance Scale at their first consult and 261 (62%) were assessed on the Karnofsky 
Performance Scale at a consult (first or subsequent). In 2019, among the 261 new dialysis patients 
with a Karnofsky assessment, 14% were unable to care for self, 71% were unable to work, and 
15% were able to carry on normal activity when first assessed. Across local health districts, the 
percentage unable to care for self ranged from 0-30% (districts with fewer than 10 patients not 
included) (Figure 9b). 

Functional status over time in renal supportive care 

In 2019, among 1,212 patients who started on a conservative pathway in 2019 or earlier, 535 
(44%) were assessed at least twice on the Karnofsky Performance Scale during the calendar year. 
In 2019, among 891 patients who started on a dialysis pathway in 2019 or earlier, 313 (35%) were 
assessed at least twice on the Karnofsky Performance Scale during the calendar year.  

Among the conservative patients, 15% had an improvement in their score, 47% had no change, 
and 38% had a decline between their first and last form in the calendar year (Figure 9c). Among 
the dialysis patients, 17% had an improvement in their score, 41% had no change, and 42% had a 
decline between their first and last form in the calendar year (Figure 9d). 
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Figure 9a: Karnofsky results for patients starting on a conservative pathway* by local health 
district, 2019 
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Figure 9b: Karnofsky results for patients starting on a dialysis pathway* by local health 
district, 2019 
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* The results for patients on 'Other' pathway are not included due to small numbers. 
S Local health districts with fewer than 10 respondents are suppressed. 
Note: Results may not add up to 100% due to rounding.  
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Figure 9c: Change in Karnofsky score for patients with at least two assessments who 
started on a conservative pathway* by local health district, 2019 
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Figure 9d: Change in Karnofsky score for patients with at least two assessments who 
started on a dialysis pathway* by local health district, 2019 
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* The results for patients on 'Other' pathway are not included due to small numbers. 
S Local health districts with fewer than 10 respondents are suppressed.  
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Nutritional status 
The Subjective Global Assessment (SGA)-7 point tool assesses the risk of malnutrition and 
identifies patients who would benefit from nutritional support (Appendix 4).  

Nutritional status when starting renal supportive care 

In 2019, among 640 new conservative patients, 97 (15%) were assessed and assigned an SGA 
score at their first consult and 223 (35%) were assessed and assigned an SGA score at a consult 
(first or subsequent). In 2019, among the 223 new conservative patients with an SGA assessment, 
2% were severely malnourished, 38% were moderately nourished or had suspected malnutrition, 
and 61% were well nourished when first assessed. Across local health districts, the percentage 
that were severely malnourished ranged from 0-4% (Figure 10a). 

In 2019, among 422 new dialysis patients, 25 (6%) of new dialysis patients were assessed and 
assigned an SGA score at their first consult and 107 (25%) were assessed and assigned an SGA 
score at a consult (first or subsequent). In 2019, among the 107 new dialysis patients with an SGA 
assessment, 9% were severely malnourished, 46% were moderately nourished or had suspected 
malnutrition, and 45% were well nourished when first assessed. Across local health districts, the 
percentage that were severely malnourished ranged from 0-25% (Figure 10b). 
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Figure 10a: SGA results for patients starting on a conservative pathway* by local health 
district, 2019 
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Figure 10b: SGA results for patients starting on a dialysis pathway* by local health district, 
2019 
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* The results for patients on 'Other' pathway are not included due to small numbers. 
S Local health districts with fewer than 10 respondents are suppressed.  
Note: Results may not add up to 100% due to rounding.   
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Quality of life 
Between 2016 and 2019, among 4,443 renal supportive care patients, 3,130 quality of life (EQ-5D-
5L) forms were completed but only 1,882 (60%) had a survey date and patient identification 
number. Of these 1,882 forms, 1,729 had a ‘your health today’ score recorded. 

Among a small group of patients (n=88) who started on a conservative pathway (in 2019 or earlier) 
and had at least two forms with a ‘your health today’ score recorded in 2019, the average ‘your 
health today’ score did not change between forms (Figure 11a). 

Among a small group of patients (n=29) who started on a dialysis pathway (in 2019 or earlier) and 
had at least two forms with a ‘your health today’ score recorded in 2019, the average ‘your health 
today’ score increased slightly from 60.7 to 63.4. (Figure 11a). 

 
Figure 11a: Mean ‘your health today’ score for patients seen by pathway, NSW 2019 
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* The error bars in each graph represent the standard deviation.  
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ii. Patients with at least three scores* 
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Appendix 1: Charlson Comorbidity Index 

Comorbidities Score Description 

Myocardial infarction 1 

Myocardial infarction includes patients with one or more 
definite or probable myocardial infarction. These patients 
should have been hospitalised for chest pain or an equivalent 
clinical event and have had electrocardiographic and/or 
enzyme changes. Patients with electrocardiographic changes 
alone who have no clinical history are not designated as 
having had an infarction. 

Congestive heart 
failure 1 

Congestive heart failure includes patients who have had 
exertional or paroxysmal nocturnal dyspnea and who have 
responded symptomatically (or on physical examination) to 
digitalis, diuretics, or afterload reducing agents. It does not 
include patients who are on one of those medication but who 
have had no response and no evidence of improvement of 
physical signs with treatment. 

Peripheral vascular 
disease 1 

Peripheral vascular disease includes patients with intermittent 
claudication or those who had a bypass for arterial 
insufficiency, those with gangrene or acute arterial 
insufficiency, and those with a treated or untreated thoracic or 
abdominal aneurysm (6cm or more).  

Cerebrovascular 
disease 1 

Cerebrovascular disease includes patient with a history of a 
cerebrovascular accident with minor or no residua, and 
patients who have had transient ischaemic attacks. If the 
cerebrovascular accident resulted in hemiplegia, code only 
hemiplegia. 

Dementia 1 Dementia includes patients with moderate to severe chronic 
cognitive deficit resulting in impaired function from any cause. 

Chronic obstructive 
pulmonary disease 1 

Chronic obstructive pulmonary disease includes patients with 
asthma, chronic bronchitis, emphysema, and other chronic 
lung disease who have ongoing symptoms such as dyspnea 
or cough, with mild or moderate activity. This includes 
patients who are dyspneic with slight activity, with or without 
treatment and those who are dyspneic with moderate activity 
despite treatment, as well as patient who are dyspneic at 
rest, despite treatment, those who require constant oxygen, 
those with CO2 retention and those with a baseline PO2 below 
50 torr.  

Connective tissue 
disease 1 

Connective tissue disease includes patients with systemic 
lupus erythematous, polymyositis, mixed connective tissue 
disease, rheumatoid arthritis, polymyositis, polymyalgia 
rheumatic, vasculitis, sarcoidosis, Sjogrens syndrome or any 
other systemic vasculitis. 
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Peptic ulcer disease 1 
Peptic ulcer disease includes patients who have required 
treatment for ulcer disease, including those who have bled 
from ulcers. 

Diabetes mellitus – 
uncomplicated 1 

Includes patients with diabetes treated with insulin or oral 
hypoglycaemic, but not diet alone. Diabetes during 
pregnancy alone is not counted. 

Diabetes mellitus – 
end-organ damage 2 This includes patients with retinopathy, neuropathy, or 

neuropathy attributable to diabetes. 

Moderate to severe 
chronic kidney 
disease 

2 
Moderate renal sufficiency includes patients with a serum 
creatinine >3mg/dl. Severe renal disease includes patients on 
dialysis, those who had a transplant and those with uremia. 

Hemiplegia 2 
This includes patients with a hemiplegia or paraplegia, 
whether it occurred as a result of a cerebrovascular accident 
or other condition. 

Leukaemia 2 
Leukaemia includes patients with acute or chronic 
myelogenous leukaemia, acute and chronic lymphocytic 
leukaemia, and polycythemia vera.  

Malignant lymphoma 2 
Lymphoma includes patients with Hodgkins, lymphosarcoma, 
Waldenstrom’s macroglobulinemia, myeloma, and other 
lymphomas. 

Solid tumour – non 
metastatic 2 

Solid tumour consists of patients with solid tumours without 
documented metastases, including breast, colon, lung, 
prostate, and a variety of other tumours. 

Solid tumour – 
metastatic 6 Metastatic cancer includes patients with metastatic solid 

tumours, including breast, lung, colon and other tumours. 

Liver disease – mild 1 Mild liver disease consists of chronic hepatitis (B or C) or 
cirrhosis without portal hypertension. 

Liver disease – 
moderate to severe 3 

Moderate liver disease consists of cirrhosis with portal 
hypertension, but without bleeding. Severe liver disease 
consists of patients with ascites, chronic jaundice, portal 
hypertension or a history of variceal bleeding of those who 
have had liver transplant. 

AIDS 6 
Acquired immune deficiency syndrome (AIDS) includes 
patients with definite or probable AIDS i.e. AIDS related 
complex, and those who are HIV positive and asymptomatic. 

Age 
<50 years 
50-59 years 
60-69 years 
70-79 years 
≥ 80 years 
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Appendix 2: Integrated Palliative Outcome Score Renal 

  

Patient name 

Date (dd/mmty,fyy) 

Patient number 

IPOS-Re:nal P,atient Version 

www. pos-pal_org 
: ____ ___ _____ __ . ____ __ ____________ ____ __ (for staff use) 

•Q1. What have been yo111r main 1problems or conoems ove:r the past week?? 

i _ ---- ---------- ----------- -- -------------- ---------- --- ---------- ------------- ---------- ----- --- ------- ---------------- -------- --------- -----

2_ ·--- ----------- ---------- -- ------------------- ----- --- ----------------------- ·--------- ·----------------------------- -------- ---------- ----

3_ ·---- ----- ----- --- -----------·-·-·•-·•--- --·-- ·---- --- --·-- ---·--·------ --··-··--- --·--·--·- --- ----- ·--------- ··-·--·--···---- ----- ----- ----

Q2. Below is a list of symptoms, whicllil you may or may not ha,ve experienced. For each symptom, 
pi:easae tidk. the box mat best describes how It has .affected you over the past week? 

Not at all Slightly IModerntel~ Severeliy Overwlilelmin gly 

Pain □D 1D 2D 3□ 4□ 
Shortness of lbireath □D 1D 2D 3□ 4□ 
Weakiness o lack of ,eneirgy □D 1D 2D 3□ 4□ 
Nausea {fee ling like you are □D 1D 2D 3□ 4□ qoing to be sick} 

Vom iting (being sick) □D 1D 2D 3□ 4□ 
Poor appetite □D 1D 2D 3□ 4□ 
Constipation □D 1D 2D 3□ 4□ 
Sore or dry mouth □D 1D 2D 3□ 4□ 
[I rowsi ness □D 1D 2D 3□ 4□ 
Poor mobility □D 1D 2D 3□ 4□ 
Itch ing □D 1D 2D 3□ 4□ 
Diffioulty Slee1ping □D 1D 2D 3□ 4□ 
ResUess legs or difficulty 

□D 1D 2D 3□ 4□ k.eeping legs stilll 

Changes in skin □D 1D 2D 3□ 4□ 
Dianhoea □D 1D 2D 3□ 4□ 

Please llist any other symptoms not mentioned above, and tick the box to show llow they !have 
affected you over the P:ast week? 

1 .. □ 1D 2D 3□ 4□ 
2., □ 1D 2D 3□ 4□ 
3. □ 1D 2D 3□ 4□ 
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Over the pas t week: 

Q3. Have you been foeling 
anxious or worried about 
your ilrness or treatment? 

04. Have any of yo1mr family 
or fdends been anxious or 
wonied about you? 

05. Have you been feelin~1 
depressed? 

0,6. Have you foU at 1pe,ace? 

Q7. Have you been ab !e to 
sha re how you are foel ing 
w irth your family or friends 
as much as you wanted? 

Q8. Have you had as much 
infom1ation as you wanted? 

Q,9_ Have any practical 
problems resulting hiom 
your il l'ness been 
addressed? (suc1h as 
financia l! or personal} 

Q10. How much tim,e do 
you fee•l l1as been wasted 
01 appointments relating to 
your healthcare, 
e.,g. waiting around fmr 
transport or repeating tests 

Q11. How di cl you complete 
tllilis questionnaire? 

Not at all Occasi onallly 

aD 1D 

a l□ 1D 

aD 1D 
Always Most of the 

time 

aD 1D 

aD 1D 

aD 1D 
Prnblems 

addressed! Problems 
mostly No 

problems addressed 

aD 1D 

None at all 

Sometimes Most of the Always 
time 

2D J□ □ 

21D J□ □ 

2D J□ □ 
Sometimes Occasiona'l ly Not at all 

2D 

2D 

2D 

Prnblems 
partly 

addressed 

2D 

Up to half.a day 
wasted 

J□ 4□ 

J□ 4□ 

J□ 4□ 

Problems 
hardly Problems not 

addressed ad'.dressed 

J□ 4□ 

More than half a1 day 
wasted 

On my own With help from a friend 
or rnla,tive 

With help from a 
member of stafli 

□ □ □ 
If rou are worried about any of tl1e issues raised on this questionnaire 

then please speak to your doctor or nurse 

IPOS-Renal Patient IPOS-Renal - P7-EN 21/05/2015 
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Appendix 3: Karnofsky Performance Scale 
 

Karnofsky 
Circle appropriate 
score 

Definition Criteria Score 

Able to carry on 
normal activity and 
to work. No special 
care needed. 

Normal, no complaints, no evidence of 
disease 100 

Able to carry on normal activity, minor 
signs of symptoms of disease 90 

Normal activity with effort, some signs of 
symptoms of disease 80 

Unable to work. 
Able to live at 
home, care for 
most personal 
needs. A varying 
amount of 
assistance is 
needed. 

Cares for self. Unable to carry on normal 
activity or to do active work 70 

Requires occasional assistance but is 
able to care for most needs 60 

Requires considerable assistance and 
frequent medical care 50 

Unable to care for 
self. Requires 
equivalent of 
institutional or 
hospital care. 
Disease may be 
progressing rapidly. 

Disabled requires special care and 
assistance 40 

Severely disabled, hospitalisation is 
indicated although death not imminent 30 

Very sick, hospitalisation necessary, 
active supportive treatment necessary 20 

Moribund, fatal processes progressing 
rapidly 10 

 

  



  
Renal Network | NSW Renal Supportive Care: Annual Report 2019 39 

Appendix 4: Subjective Global Assessment Score 

 

  

SG,A 7-Point 

I Date: I Patient: 

Criteria - Medical History A B C 
WEIGHT 7-6 5-4-3 2-1 

Weig'ht ohange past 6 months 0 - < 5% loss 
USiual weigllt 5 - 10% toss 

current weight > 10% l:oss 

Amount weight loss 

% weight loss 

Weight ohange past 2 weeks no change; normal weight 
no change, but below usu.31 

Amount wei.ght 

± 5% ;:,, r>::rnBI (7 = <liable 6 =recea.! deaease) increase ro within 5% nom1al 

5 >5-6%, 4 - 7-006, 3= Soos - 1,0% increase (1 level above,, 
2= mvi. iffllravemenl , <lfabilisatian & rero!l<el'Y, 1= long term & 

d.ecrease coat 

DIETARY INTAKE I? has it ctianaed"I 

No Ohimge no change; adequate 

OR no change; inadequate 

Change "6112 suoo:ot imal sol'id diet 

Duration of change full liauid diet 

7= = V.adequale h,voocal:oric l'iQuid 

6= recem, short term deaeas-e staivation 

5 = wstaineddec., bufuruatlyadeq. 2152 intake bom'.ell1 ine; increasing 

4 = wstained decrease, elf and an' adequate inblke l:ot"derfine· decre!!IS'ina 

3= decreased from usual wstained, < adequate intake intake poor; no cha:nge 

2 = wstained deaease, variable but mostly poor intake ooor· increasina 

1= .:uzfained decre= "'el')',.,,,,. intake intake ooor·. cfecrreasinQ 

GASTROINTESTINAL SYMPTOMS 

Freq 1(ne>.ser. < 1.lwk, .,,,.e,y2-3 day, d · y) 

Dura.~co(<::2vieek-s,>2Y.eeks) 

nausea 7-e if few / oo,s.ymp f UOCOlllVIIOJ1 

vomiting 
1 ar moee 5¥M,5= not daily 'l=alimsl 
cfaltv 

diarrhoea 3=most svm a lmost dally 

anorexia All S"'1J"fotoms 2=almosi daily 1=dalf,,, 

FUNCTIONAL CAPACITY .1~1Dmalnutri1ion) 

Duration of change no dysfunotion (fulll capacity} 

6/12 difficulty witil a.mbula.tirnll 

7-6 nolhing roo.re than the usual renal disease norrrnl acfi \lifies 

54-3<:u.:1.181 becf/chair-rid'.den 

~ bedkhairlidde-11, f=bed rn:ldea, mable to perform AD!. imoroved 
Change past 2 weeks nochanae 
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Criteria - Physical 
A B C Examination 

SUBCUTANEOUS FAT 
under the ey1es slightly bulging area holl'owoo look, 

very little space 
triceps large space between between 

fingers fingers, or fi ngers touoh 
very little space 

biceps large space between between 
fingers fingers, or fi ngers touc.h 

OVERALll FAT LOSS RATIING A B C 
7- 6 5 - 4 - 3 2- 1 

MUSCLE WASTING 
temple well-defined: slight d~pression h.ol lovi.ri11g, depressicm 

musd elflat 
males: not visible. 

daviole Females: may some protrusion; protruding/prominent 
be visible !Jut no may 110. be all the way 

prominent along lmne 
no square look; 

shoulder rmmd'.ed Acmmion square l'.ook; 
process may protrude 

slightly bones prominent 
mi'ld d'.epressions or 

scapulafribs bones 110 prominent; bone may bones prominent; 
show slightly; not alll 

110 sia.nifi:ca11t de1nessions areas sion ificant dellffissions 
quadriceps wel I rounded; m~d depression depression; 

no depressions on inner thiah: thin obviously thin 
1hin; Ino muiSde 

calf wel I developsd definition 

knee bones not prominent; bones prominent 
muscre protrudes 

·nterossieous muscle between 
thumb and muscle protrudes; sl g htly depressed flat or cfepresssd area 
forefinger oould be flat in females or flat 

OVERALL MUSCLE WASTING 
RATIHG A B C 

7- 6 5 - 4 - 3 2- 1 
OEDEMA (related to malnutrition) no sign mild to moderate severe 

AS CITES (related to malnutrition) no sign mild to moderate severe 

A B C 

OVERALL SGA RATING 7- 6 5-4-3 2 - 1 

Name _______________ _ Signatu e ______________ _ 

Designation1 _____________ _ Date ________________ _ 
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Appendix 5: Quality of life (EQ-5D-5L) 
 
Under each heading, please tick the ONE box that best describes your health TODAY. 
 
 
Mobility 

 I have no problems in walking about  
 I have slight problems in walking about 
 I have moderate problems in walking about 
 I have severe problems in walking about 
 I am unable to walk about 
 
 

Self-care 

 I have no problems washing or dressing myself 
 I have slight problems washing or dressing myself 
 I have moderate problems washing or dressing myself 
 I have severe problems washing or dressing myself 
 I am unable to wash or dress myself 
 
 

Usual activities (e.g. work, study, housework, family or leisure activities) 

 I have no problems doing my usual activities 
 I have slight problems doing my usual activities 
 I have moderate problems doing my usual activities 
 I have severe problems doing my usual activities 
 I am unable to do my usual activities 
 
 

Pain or discomfort 

 I have no pain or discomfort 
 I have slight pain or discomfort 
 I have moderate pain or discomfort 
 I have severe pain or discomfort 
 I have extreme pain or discomfort 
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Anxiety or depression 

 I am not anxious or depressed 
 I am slightly anxious or depressed 
 I am moderately anxious or depressed 
 I am severely anxious or depressed 
 I am extremely anxious or depressed 
 
 
 
 
• We would like to know how good or bad your health is TODAY. 
• This scale is numbered from 100. 
• 100 means the best health you can imagine. 
• 0 means the worst health you can imagine. 
• Mark an X on the scale to indicate how your health is TODAY  
• Now, please write the number you marked on the scale in the box 

below. 
 
 
 
 
 
 
 
 
Your health today = 
 
  

 

 

95 

9D 

85 

80 

75 

70 

65 

00 

55 

50 

45 

40 

15 

30 

25 

20 

15 

m 

5 

0 
The Vi'orst. heal'lll 
you can i nag· 
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CCI  Charlson Comorbidity Index 

CKD  Chronic Kidney Disease  

eGFR  Estimated Glomerular Filtration Rate 

ESKD  End Stage Kidney Disease 

IPOS  Integrated Palliative Outcome Score 

NSW New South Wales 

LHD  Local Health District 

SGA  Subjective Global Assessment 

SHN Specialty Health Network  

  

https://pos-pal.org/maix/ipos-renal-in-english.php
http://www.npcrc.org/files/news/karnofsky_performance_scale.pdf
https://www.health.qld.gov.au/__data/assets/pdf_file/0030/143877/hphe_sga.pdf
https://euroqol.org/eq-5d-instruments/eq-5d-5l-about/
https://www.abs.gov.au/AUSSTATS/abs@.nsf/Lookup/4364.0.55.005main+features12011-12
https://www.abs.gov.au/AUSSTATS/abs@.nsf/Lookup/4364.0.55.005main+features12011-12
http://www.eih.health.nsw.gov.au/lbvc/projects/renal-supportive-care


  
Renal Network | NSW Renal Supportive Care: Annual Report 2019 44 

Acknowledgements 
We would like to thank the Renal Supportive Care Working Group, expert advisors, colleagues, 
clinicians, managers, reviewers and staff who contributed to the data collection and report. 

Renal Supportive Care Working Group 

Name Role 

Angela Makris Renal Physician, Liverpool Hospital 

Michael Noel Renal Supportive and Palliative Care Physician, Nepean Hospital 

Troy Arnold RSC Social Worker, John Hunter Hospital 

Amy Roche RSC Dietitian, Lismore Base Hospital 

Catherine Blackamore Renal Home Training & Supportive Care CNS, Gosford Hospital 

Elizabeth Josland RSC Clinical Nurse Consultant, St George Hospital 

Rachael Morton Director, Health Economics, NHMRC, University of Sydney 

Patrina Marsden Renal Nurse Practitioner, Wagga Wagga Base Hospital 

Annie Hutton Manager, Renal Network, ACI 

Julia Chessman Data Manager, ACI 

Michael Wollan Data and Statistical Analyst, ACI 

Kate Lloyd Stream Manager, Chronic and Long Term Care, ACI 
 

 


	Summary
	Introduction
	About this report
	Data and methods

	Results
	Service utilisation
	Patient demographics
	Treatment pathway
	Stage of kidney disease
	Patient comorbidities
	Advance Care Plan
	Deaths
	Biopsychosocial assessment
	Functional status
	Nutritional status
	Quality of life

	Appendix 1: Charlson Comorbidity Index
	Appendix 2: Integrated Palliative Outcome Score Renal
	Appendix 3: Karnofsky Performance Scale
	Appendix 4: Subjective Global Assessment Score
	Appendix 5: Quality of life (EQ-5D-5L)
	References
	Acronyms
	Acknowledgements
	Renal Supportive Care Working Group




